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To Randy, as we continue the chronic illness journey together

This text was developed by and originated with Ilene Morof Lubkin in 
1986 and was the fi rst work of its kind to address the psychosocial concepts 
of chronic illness. Pamala Larsen joined the project in its fourth edition in 

1998. It remains a landmark work in the healthcare fi eld.
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Preface

 A VIEW FROM THAT OTHER PLACE  

The first draft of the preface for this edition covered the usual topics—our expensive healthcare 

system providing limited access to some Americans, falling behind in life expectancy in the world 

and also in infant mortality, and a plea that we can’t keep putting our head in the sand merely hop-

ing that something will change, along with my usual plea that everyone with chronic illness needs a 

nurse as a case manager. Yes, it was very preachy, but how I feel.

However, during this past year my husband of 42 years was diagnosed with esophageal cancer. 

As Susan Sontag (1988) notes, “illness is the night-side of life, there is a kingdom of the well and a 

kingdom of the sick, and that eventually everyone is obligated, at least for a spell, to identify our-

selves as citizens of that other place” (p. 3). My husband and I are now in “that other place”—the 

land of chronic illness. One would think that being a registered nurse for 42 years and caring for 

those with chronic illness in many settings would have made me an expert in this land. This is my 

area; I teach about it, know about it, and edit this textbook. This is “me.”  However, I didn’t realize 

how little I knew about the kingdom of the sick. In the past I was confident that I knew what my 

patients/clients and families were going through. I was supportive. I was empathetic. I was working 

with them for optimal wellness.  But I didn’t know.

 From the day of diagnosis, the day before Thanksgiving 2010 (funny, I don’t even remember 

the date, just the relationship with Thanksgiving), you think your loved one’s tests have been mixed 

up with someone else’s, that it must be a mistake. These things happen to other people. You just had 

Christmas family pictures taken the prior weekend with all 11 grandchildren……you are happy, 

healthy, alive. This diagnosis isn’t real. But it soon becomes your reality. 

I think of the chapters in this book and how my husband and I can now relate to most of them. 

I’ve added a few quotes of my own in some of the chapters, but in reality, I could have added a thou-

sand quotes about our experience. Luckily my husband’s hospitalizations, surgeries, chemotherapy, 

radiation, and care have been in two Magnet hospitals. The nursing and medical care have been fan-

tastic.  We’ve been actively involved in care decisions and have never felt like outsiders.  But that 

care doesn’t touch “that other place.”
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As nurses we advocate that one’s illness shouldn’t take over an individual’s life, that illness is 

just part of who the person is. A lofty goal, but the reality is that your life is often your illness. They 

are one and the same. Your life revolves around how many times you’ve vomited today; endless doc-

tor appointments; electrolytes are off, need a bag of IV fluids and some potassium as an out-patient; 

titrating nocturnal jejunostomy feedings with oral intake; IV antibiotics for an infection of some 

kind; fatigue and weakness; and iatrogenic effects of treatment, to name just a few of the new addi-

tions to daily life. Hospitalizations become a blur as to what happened when. Some things, however, 

are permanently recorded in my brain, such as the night my husband had a cardiac arrest in ICU. 

Then the thought surfaces that none of this treatment will make any difference, and you talk, again, 

about advance directives, wills, and so on. 

That other place. I didn’t know until now.

Pamala D. Larsen
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PART I

Impact of the Disease





INTRODUCTION  

In 2005 it was estimated that there were 

133  million individuals living with at least one 

chronic disease (Centers for Disease Control 

and Prevention [CDC], 2010a), and that 7 of 

every 10 Americans who die each year—or 

more than 1.7 million people—die of a chronic 

disease. Chronic disease accounts for one-third 

of the years of potential life lost before age 65. 

The data that have quantified the costs from 

chronic disease are quite sobering as well:

• The direct and indirect costs of diabetes 

were $174 billion in 2007 (American 

Diabetes Association, 2011).

• In 2010, the cost of heart disease and stroke 

was $316.4 billion (CDC, 2010b).

• The direct cost of cancer care in 2010 was 

$124 billion (National Cancer Institute, 

2011).

• The medical costs of people with chronic 

disease account for more than 75% of the 

nation’s $2 trillion medical care costs each 

year (CDC, 2008). 

These facts indicate that chronic disease is the 

nation’s greatest healthcare problem and 

the number one driver of health care today. With 

The prevalence of chronic disease worldwide is 

similar if not greater than it is in the United 

States. Chronic diseases are the leading cause of 

death in the world, accounting for 60% of all 

deaths worldwide (World Health Organization 

[WHO], 2011). Twenty percent of chronic 

 disease deaths occur in high-income countries, 

whereas the remaining 80% occur in low- and 

middle-income countries, where most of the 

world’s population resides (WHO, 2011).

There is a wide variety of conditions that 

are considered chronic, and each condition 

needs a diverse array of services to care for 

affected individuals. For example, consider 

 clients with Alzheimer’s disease, cerebral 

palsy, heart disease, acquired immunodef i-

ciency  syndrome (AIDS), or spinal cord injury; 

each of these clients has unique physical needs, 

and each needs different services from a 

healthcare system that is attuned to delivering 

acute care.

The first baby boomers turned 65 in 2011, 

and this event has focused increased attention 

on the capabilities of the healthcare system. The 

baby boomer generation, in particular, has been 

vocal about the inability of the healthcare 

 system to meet current needs, let alone future 

needs.

Chronicity
Pamala D. Larsen

CHAPTER 1
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and by earlier detection of disease in general. 

Living longer, however, leads to greater vulnera-

bility to the occurrence of accidents and disease 

events that can become chronic in nature. The 

client who may have died from a myocardial 

infarction in earlier years now needs continuing 

health care for heart failure. The cancer survivor 

has healthcare needs related to the iatrogenic 

results of life-saving treatment. The adolescent, 

who is a quadriplegic because of an accident, 

may live a relatively long life with our current 

rehabilitation efforts, but needs continuous pre-

ventive and maintenance care from the health-

care system. Children with cystic fibrosis have 

benefited from lung transplantation, but need 

care for the rest of their lives. Therefore, many 

previously fatal conditions, injuries, and diseases 

have become chronic in nature.

Disease versus Illness

Although the terms, disease and illness, are often 

used interchangeably, there is a distinct differ-

ence between them. Disease refers to the patho-

physiology of the condition, such as an alteration 

in structure and function. Illness, on the other 

hand, is the human experience of symptoms and 

suffering, and refers to how the disease is per-

ceived, lived with, and responded to by individu-

als, their families, and their healthcare providers. 

Although it is important to recognize the patho-

physiological process of a chronic disease, under-

standing the illness experience is essential to 

providing holistic care.

I put my elbows on my knees and let my 
forehead sink into my palms. I’m tired. Not 
just tired . . . weary. My husband’s catheter 
went AWOL at one in the morning, and 
we’ve spent the rest of the night in the ER 
(How many nights does that make now? 

the aging population and the advanced technol-

ogies that assist clients in living longer lives, the 

costs will only increase.

The influx of baby boomers into organiza-

tions such as AARP has distinctly flavored the 

activities of that and other similar types of orga-

nizations. In addition, this new group of seniors 

is the most ethnically and racially diverse of any 

previous generation. This well educated, 

 consumer-driven generation wants to be knowl-

edgeable about their conditions and all treatment 

options. They question their healthcare providers 

and do not necessarily accept their healthcare 

advice and treatment options.

In 2000, minorities represented 16% of 

older American adults. By 2020 that percentage 

will increase to 24% (Administration on Aging 

[AOA], 2010). Unfortunately, the healthcare 

disparities that we have seen in the past regard-

ing ethnic and racial groups are not decreasing, 

but rather increasing. Three key themes emerged 

from the 2009 National Health Disparities 

Report: 1) disparities are common and lack of 

health  insurance is an important contributor; 2) 

many disparities are not decreasing; and 3) 

some disparities merit particular attention, espe-

cially care for cancer, heart failure, and pneu-

monia (Agency for Healthcare Research and 

Quality [AHRQ], 2010a). How will the current 

system or a future system cope with this diverse 

group of seniors and their accompanying 

chronic  conditions?

Multiple factors have produced the increas-

ing number of individuals with chronic disease. 

Developments in the fields of public health, 

genetics, immunology, technology, and pharma-

cology have led to a significant decrease in mor-

tality from acute disease. Medical success has 

contributed, in part, to the unprecedented growth 

of chronic illness by extending life expectancy 



often becomes the person’s identity. For  example, 

an individual having any kind of cancer, even in 

remission, acquires the label of “that person with 

cancer” (see Stigma, Chapter 3). Chronic condi-

tions take many forms, and there is no single 

onset pattern. A chronic disease can appear 

 suddenly or through an insidious process, have 

 episodic flare-ups or exacerbations, or remain in 

remission with an absence of symptoms for long 

 periods. Maintaining wellness or keeping symp-

toms in remission is a  juggling act of balancing 

treatment regimens while focusing on quality 

of life.

Defining Chronicity

Defining chronicity is complex. Many individu-

als have attempted to present an all  encompassing 

definition of chronic illness. Initially, the charac-

teristics of chronic diseases were identified by 

the Commission on Chronic Illness as all impair-

ments or deviations from normal that included 

one or more of the following: permanency; 

 residual disability; nonpathologic alteration; 

required rehabilitation; or a long period of 

supervision, observation, and care (Mayo, 

1956). The extent of a chronic disease further 

complicates attempts in def ining the term. 

Disability may depend not only on the kind of 

condition and its severity, but also on the impli-

cations it holds for the person. The degree of dis-

ability and altered lifestyle, part of traditional 

definitions, may relate more to the client’s per-

ceptions and beliefs about the disease than to the 

disease itself.

Long-term and iatrogenic effects of some 

treatment may constitute chronic conditions in 

their own right, making them eligible to be defined 

as a chronic illness. Take, for example, the changes 

in lifestyle required of clients receiving 

How many hours?) Noise and cold and too-
bright lights and too-bright student doctors. 
Repeating Bruce’s history, over and over. 
(Harleman, 2008, p. 74) 

Today is the 19th day in a row that my 
 husband has seen a healthcare provider, and 
actually a few of those times, he’s seen two 
different ones on the same day. It’s either 
 radiation therapy, receiving IV fluids and/or 
replacement potassium, an IV antibiotic for 
a resistant infection, receiving blood as an 
out-patient, a mishap with the jejunostomy 
tube . . . something every day. Will this ever 
stop? Will we ever have a normal life again? 
Right now I don’t even remember what nor-
mal is. 

—Jenny, wife of a 63-year-old cancer  patient

These patient stories chronicle part of the 

illness experience. The illness experience is 

nursing’s domain. Thus, the focus of this book 

is on the illness experience of individuals and 

families, and not specific disease processes. 

While nursing cannot cure chronic disease, 

nursing can make a difference in the illness 

experience.

Acute Conditions versus Chronic 
Conditions

When an individual develops an acute disease, 

there is typically a sudden onset, with signs and 

symptoms related to the disease process itself. 

Acute diseases end in a relatively short time, 

either with recovery and resumption of prior 

activities, or with death.

Chronic illness, on the other hand, contin-

ues indefinitely. Although a welcome alternative 

to death in most, but not all cases, the illness is 

often seen as a mixed blessing to the individual 

and to society at large. In addition, the illness 

Introduction 5
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The Older Adult

Although chronic diseases and conditions exist 

in children, adolescents, and young and middle-

aged adults, the bulk of these conditions occur in 

adults age 65 years and older. Julie Gerberding, 

former Director of the CDC, stated: “The aging 

of the U.S. population is one of the major public 

health challenges we face in the 21st century” 

(CDC & the Merck Company Foundation, 

2007). In 2009 persons older than 65 years of 

age numbered 39.6 million and represented 

12.9% of Americans (AOA, 2010). Since 1900, 

the percentage of older Americans has tripled. 

By 2030 there will be 72.1 million adults in the 

United States who are older than age 65 years, 

nearly double the current number and roughly 

19% of the U.S. population (AOA, 2010). 

Increased life expectancy and medical advances 

have contributed to these demographic changes.

With age comes chronic disease. Six of the 

seven leading causes of death among older 

Americans are chronic diseases (Federal 

Interagency Forum on Aging-Related Statistics, 

2010).  Medicare data document that 83% of all 

of its beneficiaries have at least one chronic 

condition (Anderson, 2005). However, 23% of 

Medicare beneficiaries with five or more condi-

tions account for 68% of the program’s funding 

(Anderson, 2005, p. 305).

A compounding factor in the physical health 

of older adults is the presence of depression, the 

occurrence of which is increasing in the older 

population. Himelhoch, Weller, Wu, Anderson, 

and Cooper (2004) analyzed data in a random-

ized sample of 1,238,895 Medicare recipients, 

with 60,382 of those clients meeting the criteria 

for a depressive syndrome. For each of eight 

chronic medical conditions, Medicare beneficia-

ries with a depressive syndrome were at least 

hemodialysis for end-stage renal disease (ESRD). 

Life-saving procedures can create other problems. 

For instance, abdominal radiation that arrested 

metastatic colon cancer when an individual was 

30 years of age contributes to a malabsorption 

problem years later. Chemotherapy or radiation 

given to a client for an initial bout with cancer may 

be an influencing factor in the development of leu-

kemia years later.

Chronic illness, by its very nature, is never 

completely cured. Biologically the human body 

wears out unevenly. Medical advances cause 

older adults to need a progressively wider  variety 

of specialized services for increasingly compli-

cated conditions. In the words of Emanuel 

(1982): “Life is the accumulation of chronic 

 illness beneath the load of which we eventually 

succumb” (p. 502).

Although definitions of chronic disease are 

important, from a nursing perspective we are far 

more interested in how the illness is affecting the 

client and family. What is the illness experience 

of the client and family? Price (1996) suggests 

that the onus of defining chronic illness, and sim-

ilarly, quality of life and comfort, should be that 

of the client’s, as only the client truly understands 

the illness. However, that aside, the  following 

definition of chronic illness is offered: “Chronic 

illness is the irreversible presence, accumulation, 

or latency of disease states or impairments that 

involve the total human environment for support-

ive care and self-care,  maintenance of function, 

and prevention of further disability” (Curtin & 

Lubkin, 1995, pp. 6–7).

IMPACT OF CHRONIC ILLNESS  

This section addresses the influence of chronic 

illnesses and impact on society in general.



Each component of the healthcare system views 

the client through its narrow window of care. 

No one entity, practice, institution, or agency is 

managing the entire disease, and certainly none 

is managing the illness experience of the client 

and family. No one entity is responsible for the 

overall care of the individual, only their own 

independent component of care. Typically this 

approach produces higher costs for the client.

The current healthcare delivery system is 

disease oriented. Clients fit within the “standards 

of care,” or the algorithm of a specific  disease. 

With diagnosis-related groups (DRGs), payment 

is predetermined according to diagnosis as 

opposed to how many services are used. Think 

about an older adult in this system: Mr. Jones, 

with several comorbidities, enters the acute care 

institution. His admitting diagnosis is pneumo-

nia, but now his diabetes is flaring up along with 

his hypertension, and his kidneys are not working 

as well as they should. A specialty physician is 

treating each of his conditions, but there is no 

coordinator of his care. He is taking multiple 

medications, and soon he becomes confused and 

incontinent. In addition, the focus of the acute 

care facility is the disease processes of this indi-

vidual and not the illness experience of the 

patient and his elderly wife. What does our acute 

care system do with this older adult with multiple 

chronic health problems? How does our health-

care delivery system care for Mr. Jones and the 

multitude of others like him on the horizon?

Healthy People 2020

Healthy People 2020 provides science-based, 

10-year national objectives for improving the 

health of all Americans (http://www.healthy-

people.gov). For the 2020 document, there is a 

renewed focus on identifying, measuring, 

twice as likely to use emergency department ser-

vices and medical inpatient hospital services as 

those without depression (Himelhoch et al., 

2004, p. 512).

As people age, it is clear they will have more 

chronic conditions and will access, if their socio-

economic status permits, an acute care  system. 

How will the needs of these aging adults affect 

our healthcare delivery system? As mentioned 

previously, there is evidence of growing inequi-

ties in healthcare services that racial and ethnic 

minorities receive. Combine those  inequities 

with being an older adult, and there is a signifi-

cant population that will be without  quality 

health care or perhaps any health care at all.

The Healthcare Delivery System

The current healthcare system was largely 

designed and shaped in the 2 decades following 

World War II (Lynn & Adamson, 2003). In 1946 

Congress passed Public Law 79-725, the 

Hospital Survey and Construction Act, spon-

sored by Senators Lister Hill and Harold Burton. 

The Hill-Burton Act was designed to provide 

federal grants to modernize hospitals that had 

become obsolete, owing to lack of capital 

investment throughout the Great Depression 

and World War II (1929–1945). The healthcare 

system was designed to provide acute, episodic, 

and curative care, and it was never intended to 

address the needs of individuals with chronic 

conditions. At the time, little, if any, thought 

was given to what “future patients” would look 

like. Generally, our present healthcare delivery 

system provides acute care effectively and effi-

ciently. However, it is based on a component 

style of care in which each component or care 

setting of the system is reimbursed separately, 

that is, hospital, home care, physician visit. 

Impact of Chronic Illness 7
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and To Err is Human (IOM, 1999). The intent of 

these books and other documents was to increase 

awareness of quality and improve the health out-

comes of individuals in the nation.

The quest for quality continues. Chassin and 

Loeb (2011) chronicle the quality improvement 

journey from Semmelweis, the Hungarian physi-

cian who discovered that childbed fever could be 

drastically cut by the use of hand  washing stan-

dards in obstetric clinics, to the present day. 

These authors characterize healthcare quality and 

safety as “showing pockets of excellence on spe-

cific measures or in particular services at indi-

vidual healthcare facilities” (p. 562). One 

example provided is that hospitals, on average, 

provide life-prolonging beta- blockers to heart 

attack patients 98% of the time (as cited in 

Chassin & Loeb, 2011). However, they contend 

that what is missing is maintenance of high levels 

of safety over time and across all healthcare 

 services and settings. 

Moreover, the available evidence suggests 
that the harmful error in health care may be 
increasing. As new devices, equipment, pro-
cedures, and drugs are added to our thera-
peutic arsenal, the complexity of delivering 
effective care increases. Complexity greatly 
increases the likelihood of error, especially 
in systems that perform at low levels of 
 reliability. (Chassin & Loeb, 2011, p. 563) 

This complex care causes medical errors. It has 

been documented that surgical procedures per-

formed either on the wrong patient or at the 

wrong site on a patient still occur (Stahel et al., 

2010). Medicare has termed these events as 

“never events”—serious, costly errors in patient 

care that should never happen (Centers for 

Medicare and Medicaid, 2008). Van Den Bos 

and colleagues (2011) estimate that the annual 

tracking, and reducing health disparities 

through a determinants-of-health approach. 

The mission of Healthy People 2020 is to: 

1) Identify nationwide health-improvement 

priorities.

2) Increase public awareness and understand-

ing of the determinants of health, disease, 

and disability and the opportunities for 

progress.

3) Provide measurable objectives and goals 

that are applicable at the national, state, and 

local levels.

4) Engage multiple sectors to take actions to 

strengthen policies and improve practices 

that are driven by the best available evi-

dence and knowledge.

5) Identify critical research, evaluation, and 

data-collection needs. 

The topic areas and objectives of Healthy 

People 2020 are based on four overarching 

goals: 1) attain high-quality, longer lives free of 

preventable disease, disability, injury, and pre-

mature death; 2) achieve health equity, eliminate 

disparities, and improve the health of all groups; 

3) create social and physical environments that 

promote good health for all; and 4) promote 

quality of life, healthy development, and healthy 

behaviors across all life stages. Topic areas of 

Healthy People 2020 are listed in Table 1-1. 

Many of the topics relate to chronic disease and/

or prevention of chronic disease.

Quality of Care

In 1996 the Institute of Medicine (IOM) initiated 

a focus on assessing and improving the quality of 

care in the United States. A number of docu-

ments and books have evolved from that 

 initiative. Perhaps the most known of those 

include Crossing the Quality Chasm (IOM, 2001) 



care. For 2010 the AHRQ produced the National 

Healthcare Quality Report (NHQR) and the 

National Healthcare Disparities Report (NHDR), 

combining their summary of findings into one 

document in an effort to reinforce the need to 

consider simultaneously the quality of health 

care and disparities across populations when 

assessing the healthcare system. Four themes 

cost of medical errors that harm patients was 

$17.1 billion in 2008 (p. 596).

Since 2003 the AHRQ with the Department 

of Health and Human Services (DHHS) has 

reported on quality measures. In the past, reports 

were based on 250 measures across 6 dimen-

sions: effectiveness, patient safety, timeliness, 

patient centeredness, efficiency, and access to 

Table 1-1 Topics of Healthy People 2020

Access to health services HIV

Adolescent health* Immunization and infectious diseases

Arthritis, osteoporosis, and chronic back conditions Injury and violence prevention

Blood disorders and blood safety* Lesbian, gay, bisexual, and transgender health*

Cancer Maternal, infant, and child health

Chronic kidney disease Medical product safety

Dementias, including Alzheimer’s disease* Mental health and mental disorders

Diabetes Nutrition and weight status

Disability and health Occupational safety and health

Early and middle childhood* Older adults*

Educational and community-based programs Oral health

Environmental health Physical activity

Family planning Preparedness*

Food safety Public health infrastructure

Genomics* Respiratory diseases

Global health* Sexually transmitted diseases

Health communication and health information technology Sleep health*

Healthcare-associated infections* Social determinants of health*

Health-related quality of life and well-being* Substance abuse

Hearing and other sensory or communication disorders Tobacco use

Heart disease and stroke Vision

Source: Healthy People 2020. Topics and objectives index. Retrieved July 24, 2011, from:  http://healthypeople.gov/2020/
topicsobjectives2020/default.aspx

*New Topic Area
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of the time. Receipt of chronic disease 

management services varied widely, from 

17% of dialysis patients being registered on 

a kidney transplant waiting list to 95% of 

hospice patients receiving the right amount 

of pain medication. 

• On average, patients received preventive 

services two-thirds of the time, but there 

was a wide variation in receipt of those ser-

vices. For instance, only 20% of high-risk 

adults ages 18–64 years received the pneu-

mococcal vaccination, but 94% of children 

ages 19–35 months received 3 doses of 

polio vaccine.

• Access to care is limited. On average, 

Americans report barriers to care one-fifth 

of the time, ranging from 3% of people say-

ing they were unable to get or had to delay 

getting prescription medications to 60% of 

people saying their usual  provider did not 

have office hours on weekends or nights. 

(AHRQ, 2011). 

Certainly, these data demonstrate that as a 

nation we have much work to do to improve the 

quality of care that our clients receive. More 

information is available in the AHRQ’s annual 

reports, including a data breakdown by individual 

states. In addition, AHRQ includes State 

Snapshots on their website (http://statesnapshots.

ahrq.gov/). This website documents the quality 

measures of each individual state.

Health Disparities

The first National Healthcare Disparities Report 

(NHDR) sponsored by AHRQ was released in 

2003. In 2011, the ninth report was issued. As 

mentioned in the section on quality, this year 

AHRQ integrated the findings from the 2010 

NHDR and the 2010 NHQR to produce one 

from the 2010 NHQR and the 2010 NHDR 

emphasize the need to accelerate progress if the 

United States wants to achieve higher quality 

and more equitable health care in the near future:

• Healthcare quality and access are subopti-

mal, especially for minority and low-income 

groups.

• While quality is improving, access and dis-

parities are not improving.

• Urgent attention is warranted to ensure 

improvements in quality and progress on 

reducing disparities with respect to certain 

services, geographic areas, and popula-

tions, including:

• Cancer screening and management of 

diabetes

• States in the central part of the country

• Residents of inner city and rural areas

• Disparities in preventive services and 

access to care

• Progress is uneven with respect to eight 

national priority areas:

• Two are improving in quality: 1) pallia-

tive and end-of-life care, and 2) patient 

and family engagement

• Three are lagging: 3) population health, 

4) safety, and 5) access

• Three require more data to assess: 6) care 

coordination, 7) overuse, and 8) health 

system infrastructure

• All eight priority areas showed dispari-

ties related to race, ethnicity, and socio-

economic status. (AHRQ, 2010b) 

Data across the country are contradictory. 

Although progress has been made in some areas, 

other areas have not seen any improvement. Data 

involving quality of care include the following:

• On average, patients received chronic dis-

ease management services three-quarters 



Strauss (1975) was among the first researchers 

to recognize the similar issues and tasks within 

the culture of chronic illness. Generally, the 

culture of chronic illness includes preventing 

and managing medical crises; managing a 

treatment regimen; controlling symptoms; the 

reordering of time; and social isolation. In 

1984 Strauss and colleagues suggested that the 

basic strategy to cope with these issues was to 

normalize, not just to stay alive or keep symp-

toms under control, but to live as normally as 

possible (p. 79). Essentially, for a number of 

clients with chronic illness, a “new normal” 

must be created.

A number of years ago when teaching a 

chronic illness practicum to graduate students, 

this author developed a mini-ethnography 

 project of the individuals who the students were 

 caring for that semester. Students were caring for 

clients with a variety of diseases—HIV, liver 

 disease, heart failure, rheumatoid arthritis, 

and breast cancer. Using grand tour questions 

that had been developed as a class, students 

 interviewed their clients over the course of the 

 semester. During the final weeks of seminar 

after the practicum was completed, students 

compiled the data from all of the clients and 

looked at the themes that emerged. The class was 

able to develop a clear concept of the culture of 

what it is like to have a chronic illness and to 

understand the vast number of similarities 

between individuals with a variety of chronic 

conditions.

Social Influences

As a society we often stereotype individuals 

according to the color of their skin, their cul-

ture, and their ethnicity. Unfortunately, we 

behave in a similar fashion with individuals 

with chronic conditions and disabilities 

summary document. Disparities continue. The 

following are some examples from the summary 

(AHRQ, 2011):

• Blacks, American Indians, and Alaska 

Natives received worse care than whites for 

about 40% of the core measures.

• Hispanics/Latinos received worse care than 

non-Hispanic/Latino whites for about 60% 

of the core measures.

• Poor people received worse care than high-

income people for about 80% of the core 

measures.

• Hispanics/Latinos had worse access to care 

than non-Hispanic/Latino whites for five of 

six core measures.

• Poor people had worse access to care than 

high-income people for all six core  measures.

• Measures of acute treatment are improving; 

measures of preventive care and chronic 

disease management are lagging. 

Culture

Illness belief systems form a cultural milieu that 

defines one’s attitudes about illness, both acute 

and chronic. Conceptions or misconceptions 

about the source of the disease, potential treat-

ment, and possible outcomes are all influenced 

by these belief systems, and one’s belief system 

is influenced by one’s culture. Providing cultur-

ally competent care may be a daunting task; 

however, health care is not “one size fits all,” 

and healthcare professionals must take the extra 

steps to ensure culturally competent care (see 

Culture and Cultural Components, Chapter 13).

Another way to view culture is to consider 

chronic illness as a culture. Although we often 

believe that each disease is different, there are 

multiple tasks that are similar, and illness 

experiences may look alike across diseases. 

Impact of Chronic Illness 11
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(Martin et al., 2011). Martin and colleagues 

(2011) note several important findings:

• The growth rate of health spending out-

paced the growth of the overall economy, 

which experienced its largest drop since 

1938.

• The recession contributed to slower growth 

in private health insurance spending and 

out-of-pocket spending by consumers.

• Declining federal revenues and strong 

growth in federal health spending increased 

the health spending share of total federal 

revenue from 37.6% in 2008 to 54.2% in 

2009.

• Faster growth in Medicaid spending, from 

4.9% in 2008 to 9% in 2009, was driven by 

the addition of 3.5 million new enrollees.

• The number of uninsured people increased 

by 3.8 million, from 42.7 million in 2008 to 

46.5 million in 2009. 

Using Medical Expenditure Panel Survey 

(MEPS) data, five conditions have been identi-

fied as the most costly conditions in the nonin-

stitutionalized population, and four of them are 

chronic conditions. The five conditions—heart 

disease, cancer, trauma-related disorders, men-

tal disorders, and asthma—ranked highest in 

terms of direct medical spending in 1996 and 

again in 2006 (Soni, 2009). These data are based 

on expenditures (what is paid for healthcare 

 services), and do not include any indirect costs. 

Heart disease had the largest medical expendi-

tures in 2006 with $78 billion, followed by 

trauma-related disorders at $68.1 billion, cancer 

and mental disorders tied at $57.5 billion, and 

asthma at $51.3 billion (Soni, 2009). The largest 

increases in expenditures from 1996 to 2006 

were for mental disorders and trauma-related 

disorders. The biggest increase in number of 

(see Stigma, Chapter 3). To this day there are 

some individuals who avoid others who may be 

in a wheelchair, have visible signs of disease 

(burns, paralysis, amputations, etc.), have a 

diagnosis of AIDS, and so forth. While some 

efforts such as department store advertisements 

depicting individuals in wheelchairs may posi-

tively influence some behavior, as a nation, 

there is much progress to be made.

Publicly recognized individuals have stepped 

forward with stories about their own chronic 

 conditions. The courage of these individuals to 

share their experiences and speak out for more 

 comprehensive legislation to support those with 

chronic disease and increase research funding is 

 admirable. Examples include Michael J. Fox and 

Muhammed Ali, with diagnoses of Parkinson’s 

disease; Magic Johnson, with his diagnosis of 

HIV; and the late Christopher and Dana Reeve, as 

advocates for spinal cord injury research.

Financial Impact

Healthcare spending in the United States grew 

only 4% in 2009—the lowest rate of increase in 

the 50-year history of the National Health 

Expenditure Accounts—to $2.5 trillion, or 

$8,086 per person (Martin, Lassman, Whittle, 

Catlin, & the National Health Expenditure 

Accounts Team, 2011). Researchers attribute 

several factors to this low rate of increase: 

“deceleration in private health insurance spend-

ing, a decline in spending on structures and 

equipment in the healthcare system, and slower 

growth in out-of-pocket spending” (p. 11). 

Despite the slower growth, healthcare 

spending accounted for 17.6% of the gross 

domestic product (GDP) in 2009, up from 16.6% 

in 2008. This is the largest 1-year increase in 

the history of the national health accounts 



markedly from other countries (Anderson & 

Squires, 2010). The United States continues to 

outspend other countries in healthcare spending 

per capita at more than twice the median per 

 capita expenditure of the 30 countries tracked by 

OECD. Compared with other countries, the 

United States has a low number of hospital beds 

and physicians per capita, and patients in the 

Unites States have fewer hospital and physician 

visits than most other countries. However, spend-

ing per hospital visit is the highest in the United 

States. Also, the United States ranks in the 

 bottom quartile in life expectancy among these 

30 countries and has seen the smallest improve-

ment in this statistic over the past 20 years 

(Anderson & Squires, 2010). Life expectancy at 

birth in the United States was 77.8 years in 2006; 

however, ten countries had life expectancies at 

birth of more than 80 years. The United States’ 

investment in technology has surely influenced 

health expenditure costs; however, Anderson and 

Squires contend that there is a gap between the 

investment in technically advanced equipment 

and procedures and what services are delivered in 

return. Either these health services are less effec-

tively implemented or come at a higher price.

INTERVENTIONS  

Chronic disease is an issue that is all encom-

passing, such that interventions from many 

sources will be needed to make a difference. 

What follows are examples of ways to decrease 

the impact of chronic disease.

Professional Education

One of the challenges in chronic disease care and 

management is educating healthcare professionals 

about providing care tailored to those with chronic 

people accounting for expenditures was for 

mental disorders, which nearly doubled in the 

10-year period, while in terms of mean expendi-

tures per person, costs were highest for cancer 

and heart disease in both 1996 and 2006 

(Soni, 2009).

Compounding chronic disease is the issue 

of the uninsured. The long-term uninsured, 

 versus those uninsured for short periods, is a 

significant population. MEPS data for 2002 to 

2005 (the most current available) demonstrate 

the following in the population younger than 

65 years of age: 17.4 million U.S. residents were 

uninsured for the entire 4-year period, and those 

reporting fair/poor health (11.2%) were the 

most likely to be uninsured for the entire 4-year 

period (Rhoades & Cohen, 2007). During the 

first half of 2009, 18.5% of the U.S. civilian 

noninstitutionalized population, numbering 

55.6 million people, was uninsured. Among 

those under age 65, 55.3 million were unin-

sured. Young adults aged 19 to 24 and 25 to 29 

were at the greatest risk of being uninsured. For 

the uninsured, 42.4% lived in the South, while 

12.8% lived in the Northeast, 18.7% lived in the 

Midwest, and 26.2% lived in the West (Roberts 

& Rhoades, 2010). Among people under age 65, 

Hispanics/Latinos accounted for 29% of the 

uninsured U.S. civilian noninstitutionalized 

population even though they represented only 

17% of the overall population of this age group 

(Roberts & Rhoades, 2010).

The Organization for Economic Cooperation 

and Development (OECD) annually tracks and 

reports on more than 1,200 health system mea-

sures across 30 industrialized countries. Since 

1998, the Commonwealth Fund has sponsored an 

analysis of cross-national health systems based 

on OECD health data. According to data from 

2006, the United States continues to differ 
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In 2007, the IOM charged an ad hoc com-

mittee with the task of determining the health-

care needs of an aging America, and, more 

importantly, developing recommendations to 

address those needs. On April 14, 2008, the IOM 

report, Retooling for an Aging America: Building 

the Health Care Workforce, was released to the 

public. This report suggests a three-pronged 

approach that includes the following: 1) enhance 

the geriatric competence of the entire workforce; 

2) increase the recruitment and retention of geri-

atric specialists and caregivers; and 3) improve 

the way care is delivered (IOM, 2008).

disease. The differences are vast between caring for 

a person with an acute  illness on a short-term basis, 

and caring for those over the long haul with a 

chronic condition. The WHO developed a docu-

ment outlining the steps to prepare a healthcare 

workforce for the 21st century that can appropri-

ately care for individuals with chronic conditions. 

The WHO document calls for a transformation of 

healthcare training to better meet the needs 

of those individuals with chronic conditions. The 

document, Preparing a Healthcare Workforce for 

the 21st Century: The Challenge of Chronic 

Conditions (WHO, 2005), has the support of the 

World Medical Association, the International 

Council of Nurses, the International Phar-

maceutical Federation, the European Respiratory 

Society, and the International Alliance of Patients’ 

Organizations.

The competencies delineated by the WHO 

(2005) were identif ied with a process that 

included an extensive document/literature 

review and international expert agreement (p. 

14). All competencies were based on addressing 

the needs of patients with chronic conditions and 

their  family members from a longitudinal per-

spective, and focused on two types of “preven-

tion” strategies: initial prevention of the chronic 

disease; and  secondly, prevention of complica-

tions from the condition (p. 18). The five compe-

tencies include:  pat ient-centered care; 

partnering; quality improvement; information 

and communication technology; and public 

health perspective (see Table 1-2). At f irst 

glance, the competencies might not seem unique. 

However, in an acute care–oriented healthcare 

delivery system, these concepts are not as prom-

inent. Clients are in and out of the care system 

quickly, and there is less need for implementa-

tion of these concepts.

Table 1-2 WHO Core Competencies

Patient-centered care
Interviewing and communicating effectively
Assisting changes in health-related behaviors
Supporting self-management
Using a proactive approach

Partnering
Partnering with patients
Partnering with other providers
Partnering with communities

Quality improvement
Measuring care delivery and outcomes
Learning and adapting to change
Translating evidence into practice

Information and communication technology
Designing and using patient registries
Using computer technologies
Communicating with partners

Public health perspective
Providing population-based care
Systems thinking
Working across the care continuum
Working in primary healthcare–led systems

 Source: World Health Organization. (2005b). Preparing a 
health care workforce for the 21st century: The challenge 
of chronic conditions (p. 20). Geneva, Switzerland: WHO.



of older adults must be addressed comprehen-

sively, 2) services need to be provided eff i-

ciently, and 3) older adults need to be encouraged 

to be active partners in their own care. Because 

no one model of care will be appropriate for all 

persons, the IOM recommends that Congress 

and public and private foundations significantly 

increase support for research and programs that 

promote development of new models of care 

(IOM, 2008).

Chronic Disease Practitioner 
Competencies

From another point of view, the National Asso-

ciation of Chronic Disease Directors (NACDD) 

developed the document “Competencies for 

Chronic Disease Practice.” The organization was 

founded in 1988 to link the directors of chronic 

disease programs in each state and U.S. territory. 

It created these competencies to assist state and 

local healthcare programs with developing com-

petent workforces and effective programs. The 

NACDD document is based on domains, with 

individual competencies within each domain. 

Several of the domains address the WHO compe-

tencies (i.e., partnering, evidence-based interven-

tions). Furthermore, the NACDD has developed 

an assessment tool for practitioners to gauge their 

level of proficiency in each of the seven domains. 

Table 1-3 lists the competencies for chronic dis-

ease practitioners.

Resources

Centers for Disease Control and Prevention 
Programs

The CDC has provided both leadership and 

funding in developing state-based programs 

The report states a well known fact: Little 

attention is paid to educating healthcare profes-

sionals about caring for older adults. The com-

mittee recommends that healthcare professionals 

be required to demonstrate their competence in 

caring for older adults as a criterion for licen-

sure and certification. More stringent training 

standards would be implemented for direct-care 

providers by increasing existing federal training 

requirements and establishing state-based 

 standards. And finally, because informal care-

givers continue to play important roles in the 

care of older adults (with and without chronic 

illness), training opportunities should also be 

available for them (IOM, 2008).

Currently only a small percentage of the 

healthcare workforce specializes in caring for 

older adults. The IOM report recommends that 

financial incentives be provided to increase the 

number of geriatric specialists in every health 

profession. Incentives would include an increase 

in payments for clinical services, development 

of awards to increase the number of faculty in 

geriatrics, and the establishment of programs 

that would provide loan forgiveness, scholar-

ships, and direct financial incentives for individ-

uals to become specialists in geriatrics. For the 

direct-care workers in long-term care facilities 

that typically have high levels of turnover and 

job dissatisfaction, the recommendation is to 

improve job desirability, improve supervisory 

relationships, and provide opportunities for 

career growth. In addition, the report recom-

mends that state Medicaid programs increase 

pay for direct-care workers and provide access to 

fringe benefits (IOM, 2008).

Lastly, models of care for older adults need 

to improve. The report envisions three key prin-

ciples in improving care: 1) the healthcare needs 
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risk. What follows is a brief description of what 

each of these components provides.

• Promoting effective state programs. In 2007 

the CDC provided funding for capacity 

building to 22 states, 8 current or former 

U.S. territories, and the District of Columbia 

for diabetes prevention and control  programs. 

In addition, the CDC provided funding for 

basic implementation of programs in the 

other 28 states. The state programs identify 

nationwide. Programs have been developed to 

look at risk factors and prevention of disease 

and to examine ways to prevent complications 

and delay death resulting from chronic disease. 

One example of the CDC’s preventive work 

is with diabetes. The CDC’s programs with diabe-

tes encompass several components and include: 

promoting effective state programs, monitoring 

the burden and translating science, providing 

education and sharing expertise, supporting pri-

mary prevention, and targeting populations at 

Table 1-3 National Association of Chronic Disease Directors: Competencies 
for Chronic Disease Practice

Domain 1—Build Support Chronic disease practitioners establish strong working relationships with 
stakeholders, including other programs, government agencies, and 
nongovernmental lay and professional groups, to build support for 
chronic disease prevention and control.

Domain 2—Design and Evaluate 
Programs

Chronic disease practitioners develop and implement evidence-based 
interventions and conduct evaluations to ensure ongoing feedback and 
program effectiveness.

Domain 3—Infl uence Policies and 
Systems Change

Chronic disease practitioners implement strategies to change the 
health-related policies of private organizations or governmental entities 
capable of affecting the health of targeted populations.

Domain 4—Lead Strategically Chronic disease practitioners articulate health needs and strategic 
vision, serve as catalysts for change, and demonstrate program 
accomplishments to ensure continued funding and support within 
their scope of practice.

Domain 5—Manage People Chronic disease practitioners oversee and support the optimal 
performance and growth of program staff as well as themselves.

Domain 6—Manage Programs and 
Resources

Chronic disease practitioners ensure the consistent administrative, 
fi nancial, and staff support necessary to sustain successful 
implementation of planned activities and to build opportunities.

Domain 7—Use Public Health 
Science

Chronic disease practitioners gather, analyze, interpret, and disseminate 
data and research fi ndings to defi ne needs, identify priorities, and 
measure change.

Source: National Association of Chronic Disease Directors. Competencies for chronic disease. Retrieved July 24, 
2011, from: http://www.chronicdisease.org/professional-development/documents/workforce-dev/
CompetenciesforChronicDiseasePractice.pdf



• Diabetes Prevention Program Outcomes 

Study

• Action for Health in Diabetes

• SEARCH for Diabetes in Youth (CDC, 

2011b) 

REACH US

The Racial and Ethnic Approaches to Com-

munity Health Across the United States (REACH 

US) is a national, multilevel program that serves 

as the cornerstone of the CDC’s efforts to elimi-

nate racial and ethnic disparities in health. 

Through REACH US, the CDC  supports 40 

grantee partners that establish  community-based 

programs and culturally appropriate interven-

tions to eliminate health disparities among 

African Americans,  American Indians, 

Hispanics/Latinos, Asian Americans, Alaska 

Natives, and Pacific Islanders (CDC, 2011c). 

REACH US communities empower residents to 

1) seek better health; 2) help change local health-

care practices; and 3) mobilize communities to 

implement evidence-based public health pro-

grams that address their unique social, historical, 

economic, and cultural circumstances. 

Agency for Healthcare Research and Quality

AHRQ sponsors a number of programs that are 

working to reduce or eliminate health disparities. 

These programs are described here because, as 

previously noted, 80% of U.S. healthcare dollars 

are spent on chronic disease. Therefore, health-

care inequities largely involve chronic care.

AHRQ’s goal of reducing/eliminating dis-

parities is met through continued commitment to:

• Improving the quality of health care and 

healthcare services for patients and their 

the disease burden in each state, develop and 

evaluate new prevention strategies, estab-

lish partnerships, increase awareness of 

 prevention and control opportunities, and 

improve access to quality care. These proj-

ects  continue in 2011 (CDC, 2011a).

• Monitoring the burden and translating sci-

ence. The CDC analyzes data from several 

national sources, including the Behavioral 

Risk Factor Surveillance System. The trans-

lating of these data into quality practice is 

implemented with the assistance of other 

research partners, managed care organiza-

tions, and community health centers.

• Providing education and sharing expertise. 

Another component of the CDC’s work is 

providing education. The National Diabetes 

Education Program (NDEP) is sponsored 

by both the CDC and the National Institutes 

of Health (NIH). The NDEP was launched 

in 1997 to improve diabetes management 

and reduce the morbidity and mortality 

from diabetes and its complications. The 

NDEP comprises more than 200 public and 

private partners. NDEP’s major campaigns 

are based on landmark scientific studies on 

diabetes prevention and control, including 

the following:

• Diabetes Control and Complications 

Trial

• Epidemiology of Diabetes Interventions 

and Complications Study

• United Kingdom Prospective Diabetes 

Study

• Action to Control Cardiovascular Risk 

in Diabetes

• Veterans Affairs Diabetes Trial

• Diabetes Prevention Program

Interventions 17
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• To promote interventions to reduce the 

main shared modif iable risk factors for 

noncommunicable diseases—tobacco use, 

unhealthy diet, physical inactivity, and 

harmful use of alcohol

• To promote research for the prevention and 

control of noncommunicable diseases

• To promote partnerships for the prevention 

and control of noncommunicable diseases

• To monitor noncommunicable diseases and 

their determinants and evaluate progress at 

the regional, national, and global levels 

(WHO, 2008) 

Evidence-Based Practice

The evidence-based practice movement had its 

beginnings in the 1970s with Dr. Archie Cochrane, 

a British epidemiologist. In 1971 Cochrane pub-

lished a book that criticized physicians for not con-

ducting rigorous reviews of evidence in making 

appropriate treatment decisions. Cochrane was a 

proponent of randomized clinical trials, and in his 

exemplar case noted that thousands of low birth-

weight premature infants died needlessly. At the 

same time there were several randomized clinical 

trials (RCTs) that had been conducted on the use of 

corticosteroid therapy to halt premature labor in 

pregnant women, but the data had never been 

reviewed or analyzed. After review, these studies 

demonstrated that this therapy was effective in halt-

ing premature labor and thus reducing infant deaths 

due to prematurity. Cochrane died in 1988, but as a 

result of his influence and call for systematic 

review of the literature, the Cochrane Collaboration 

was launched in Oxford, England, in 1993. It also 

hosts the Cochrane Library, which is a sophisti-

cated collection of databases containing current, 

high-quality research that supports practice.

families, regardless of their race/ethnicity, 

socioeconomic status, and literacy level

• Continuing to improve the quality of data 

collected to address disparities among pri-

ority populations and subpopulations

• Promoting representation and inclusion of 

racial/ethnic minority populations in all 

health services research activities

• Monitoring and tracking changes in dispar-

ities by priority populations, subpopula-

tions, and conditions

• Identifying and implementing effective 

strategies to reduce/eliminate disparities

• Partnering with communities to ensure that 

research activities are relevant to their pop-

ulations and that the research findings are 

adopted and implemented effectively 

(AHRQ, 2009) 

World Health Organization

The WHO has updated its 2000 plan for the 

prevention and control of noncommunicable 

disease. Working with partners/agencies 

across the world, the 2008–2013 plan focuses 

on cardiovascular diseases, diabetes, cancer, 

and chronic respiratory disease, as well as the 

four shared risk factors of tobacco use, physi-

cal inactivity, unhealthy diet, and the harmful 

use of alcohol. The six objectives of the action 

plan are: 

• To raise the priority accorded to noncom-

municable disease in development work at 

global and national levels, and to integrate 

prevention and control of such diseases into 

policies across all government departments

• To establish and strengthen national poli-

cies and plans for the prevention and 

 control of noncommunicable diseases



delivery system: the Patient Protection and 

Affordable Care Act and the Health Care and 

Education Reconciliation Act expand, health 

insurance coverage to individuals who were not 

previously covered by any health plan through 

the implementation of individual and employer 

mandates as well as through expansion of fed-

eral and state programs such as Medicare and 

Medicaid. According to the Congressional 

Budget Office (CBO), an estimated 32 million 

additional individuals will be covered by 2019 

(Albright et al., 2010). Some components of the 

law address individuals with chronic illness:

• It established a Patient’s Bill of Rights.

• High-risk insurance pools were created to 

make insurance available to individuals 

with pre-existing health conditions until 

healthcare coverage exchanges are opera-

tional in 2014.

• Insurers are no longer able to exclude chil-

dren with pre-existing conditions from being 

covered under their parents’ insurance.

• Insurers are not able to rescind policies to 

avoid paying medical bills when a person 

becomes ill.

• Lifetime limits on coverage are prohibited.

• Children are able to stay covered under 

their parents’ insurance plan until age 26.

• Funding for scholarships and loan repay-

ments for primary care practitioners work-

ing with underserved populations was 

expanded.

• Insurers will no longer be able to refuse to 

sell or renew policies because of an indi-

vidual’s health status, and will no longer be 

able to exclude coverage for an individual 

of any age because of a pre-existing condi-

tion (effective 2014).

However, evidence-based practice does not 

rely on RCTs alone. A number of definitions 

have been brought forth, but Porter-O’Grady 

(2006) offers a clear and succinct definition: 

“Evidence-based practice is simply the integra-

tion of the best possible research to evidence 

with clinical expertise and with patient needs. 

Patient needs in this case refer specifically to 

the expectations, concerns, and requirements 

that patients bring to their clinical experience” 

(p. 1).

As healthcare professionals examine the 

evidence to improve the care of their clients, 

there are a number of sources for reference. The 

following agencies and organizations are a  

sample of the resources available:

• Agency for Healthcare Research and 

Quality (AHRQ) (www.ahrq.gov)

• Clinical Evidence (www.clinicalevidence

.com)

• Cochrane Library (www.thecochraneli-

brary.com)

• The Joanna Briggs Institute (www.joan-

nabriggs.edu.au)

• National Guideline Clearinghouse (www

.guideline.gov)

• Task Force on Community Preventive 

Services (www.thecommunityguide.org)

• U.S. Preventive Services Task Force (www

.ahrq.gov/clinic/uspstfab.htm)

• Veterans Evidence-Based Research Dissemi-

nation Implementation Center (VERDICT): 

(www.verdict.research.va.gov) 

Legislation

On March 21, 2010, President Barack Obama 

signed legislation to reform the healthcare 

Interventions 19
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OECD. How can we explain that? What can be 

done to improve care?

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.
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have to modify or adapt previous  behavior and 

roles to accommodate the chronicity of the con-

dition. Societal expectations, their own expecta-

tions, and their health status all influence illness 

behavior. This chapter provides an overview of 

the illness experience and corresponding behav-

ior demonstrated by those with chronic illness—

it presents a sociological view of illness rather 

than a medical view of illness. It is not meant to 

be a comprehensive review of the entire body of 

knowledge, which is vast.

Historical Perspectives

Chronic disease involves not only the physical 

body, but it also affects one’s relationships, self-

image, and behavior. The social aspects of 

 disease may be related to the pathophysiologic 

changes that are occurring, but may be indepen-

dent of them as well. The very act of diagnosing 

a condition as an illness has consequences far 

beyond the pathology involved (Conrad, 2005). 

Freidson (1970) discussed this more than 

40 years ago in his writings about the meaning 

that is ascribed to a diagnosis by an individual 

INTRODUCTION  

Commonly, healthcare providers are educated in 

the medical model and understand its applica-

bility and use in practice. Clients enter a health-

care system with symptoms, which are then 

diagnosed based on pathological findings, and 

as such are treated and/or cured with medical 

treatment. For acute disease, this is the pattern. 

One isn’t concerned about the client’s illness 

behavior associated with appendicitis, tonsilli-

tis, or a fractured leg.  An individual may be 

concerned that the tonsillitis will return, the 

fractured leg may not heal normally, or there 

may be an adverse event associated with the 

appendectomy, but by and large, these concerns 

pass quickly because of the acuteness of the 

event. The United States’ acute care–focused 

healthcare system acts upon the pathology that 

is present, with the goal that an individual will 

fully recover from the condition and return to 

prior behaviors and roles.

What happens however, when the recovery 

is incomplete or the illness continues or becomes 

chronic in nature? The individual and family 

The Illness Experience
Illness is the night-side of life, a more onerous citizenship. Everyone who is born holds dual citizen-

ship, in the kingdom of the well and in the kingdom of the sick. Although we all prefer to use only 

the good passport, sooner or later each of us is obligated, at least for a spell, to identify ourselves 

as citizens of that other place.

—Susan Sontag, Illness as Metaphor, 1988, p. 3

Pamala D. Larsen
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Although the sick role may have been 

accepted when developed by Parsons in the 

1950s, it is no longer considered relevant today. 

American culture for the most part has embraced 

a role of self-care and self- management of dis-

ease and  participation with care providers to 

obtain optimal health. Parsons’s sick role was 

based on assumptions about the nature of society 

and the nature of illness during a previous period 

of time (Weitz, 2007). 

Using Parsons’s work as a basis, Mechanic 

(1962) proposed the concept of illness behavior 

as symptoms being perceived, evaluated, and 

acted (or not acted) upon differently by different 

persons (p. 189). He believed it was essential to 

understand the influence of norms, values, fears, 

and expected rewards and punishments on how 

an individual with illness acts. Mechanic (1995) 

defines illness behavior as the “varying ways 

individuals respond to bodily indications, how 

they monitor internal states, define and interpret 

symptoms, make attributions, take remedial 

actions and utilize various sources of formal 

and informal care” (p. 1208).

Around the time of Mechanic’s earlier 

work, Kasl and Cobb (1966) identified three 

types of health-related behavior:

1. Health behavior is any activity undertaken 

by a person believing himself to be 

healthy, for the purpose of preventing dis-

ease or detecting it in an asymptomatic 

stage.

2. Illness behavior is any activity, undertaken 

by a person who feels ill, to define the state 

of his health and to discover a suitable 

 remedy.

3. Sick-role behavior is the activity under-

taken, for the purpose of getting well, by 

those who consider themselves ill.

and family (p. 223). It is not merely pathology 

or a diagnosis anymore, and the individual and 

family develop their own meanings and percep-

tions of the condition, and ultimately their own, 

unique illness behaviors. The earliest concept of 

illness behavior was described in a 1929 essay 

by Henry Sigerist. His essay described the “spe-

cial position of the sick” (as cited in Young, 

2004). Talcott Parsons developed this concept 

further and described the “sick role” in his 1951 

work, The Social System. A brief examination 

of the sick role provides context to the illness 

experience, perceptions, and behavior.

Sick Role

Talcott Parsons, a proponent of structural– 

functionalist principles, viewed health as a func-

tional prerequisite of society. From Parsons’s 

point of view, sickness was dysfunctional and 

was a form of social deviance (Williams, 2005). 

From this functionalist viewpoint, social systems 

are linked to systems of personality and culture 

to form a basis for social order (Cockerham, 

2001, p. 160). Parsons viewed sickness as a 

response to social pressure that permitted the 

avoidance of social responsibilities. Anyone 

could take on the role he identified, as the role 

was achieved through failure to keep well.

The four major components of the sick role 

include:

• The person is exempt from normal social 

roles.

• The person is not responsible for his/her 

condition.

• The person has the obligation to want to 

become well.

• The person has the obligation to seek and 

cooperate with technically competent help. 

(Williams, 2005, p. 124) 



of illness (Rudell et al., 2009). Although both 

models hold credence for individuals and fami-

lies with chronic illness, this text uses the work of 

Leventhal and colleagues as a basis for the dis-

cussion of illness perceptions and behaviors.

Prior to focusing on behaviors, a discussion 

of illness perceptions is needed, as they are the 

basis for the behaviors exhibited by individuals 

and families. The literature uses two terms,  illness 

representations and illness perceptions. Both 

refer to how the client (and family) view the ill-

ness. Illness representations belong to clients and 

are interpreted by clients and may not  conform to 

scientific beliefs (as cited in Lee, Chaboyer, & 

Wallis, 2010; Diefenbach, Leventhal, Leventhal, 

& Patrick-Miller, 1996). In a majority of studies, 

illness representations are measured by the Illness 

Perception Questionnaire, the Illness Perception 

Questionnaire-Revised, or the Briet Illness 

Perception Questionnaire. Each of these question-

naires assesses the cognitive and emotional 

responses to illness (www.uib.no.ipq). For pur-

poses of this chapter, the words will be used inter-

changeably, although medical sociologists might 

question that decision.

Why are illness perceptions of interest to 

healthcare providers? The primary reason is that 

these perceptions directly influence the emotional 

response that clients and families have to the ill-

ness (Petrie & Weinman, 2006). How one behaves 

due to the illness, implements coping strategies, 

and generally responds to the illness is based on 

one’s perceptions. Clients and their families do 

not simply develop their own illness beliefs and 

perceptions within a vacuum, but they are molded 

by their everyday social interactions (Marks et al., 

2005), their past experiences, and their culture. 

Clients and families build mental models to 

make sense of an event (Petrie & Weinman, 

2006). Thus, when a client and family face a 

McHugh and Vallis (1986) suggest that perhaps 

instead of categorizing behavior as health-

related, illness-related, or sick-role–related that it 

makes more sense to look at illness behavior on a 

continuum. By doing this, the term illness behav-

ior can be broadly defined, and this  charac-

terization is more helpful, because the distinction 

between health and illness behaviors is arbitrary 

at times (p. 8).

A more current definition of illness behav-

ior suggests that illness behavior “includes all of 

the individual’s life which stems from the expe-

rience of illness, including changes in function-

ing and activity, and uptake of health services 

and other welfare benefits” (Wainwright, 2008, 

p. 76). Simply put, when an individual defines 

him/herself as ill, different behaviors may be 

displayed.  A behavior could be as simple as 

seeking medical treatment or as complex as the 

individual’s emotional response to the diagnosis. 

As more acute conditions become chronic in 

nature, there is more interest in how individuals 

behave in these circumstances. Individuals with 

chronic illness are living longer and are creating 

new norms of illness behavior.

Illness Perceptions

According to Rudell, Bhui, and Priebe (2009), 

two theories have dominated illness perception 

research: 1) the explanatory model (EM) from 

Kleinmann (1985); and 2) illness representations 

(IR) as a part of the self-regulatory theory 

(Leventhal, Leventhal, & Cameron, 2001). 

Explanatory models are associated with mental 

illness as Kleinmann is a cross-cultural psychia-

trist and anthropologist. Leventhal and col-

leagues, on the other hand, based their research 

on psychological theory. They argue that there is 

both a cognitive and an emotional representation 
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otherwise. Thus, your beliefs and perceptions of 

the situation can be changed overnight, and in 

turn, your attitudes and behaviors do so as well.

Clients and families with chronic illness 

need to make sense of their illness. They construct 

models of the illness in an attempt to be logical 

and inject sense into their lives. Often the diagno-

sis of a chronic condition doesn’t make sense to 

clients. The model is created to make the situation 

rational to the individual and family. The model is 

dynamic and fluid throughout the illness or threat; 

it’s what clients and families with chronic illness 

“hang their hat on”—it helps them cope. 

The literature about the effects of illness per-

ceptions and beliefs on behavior and treatment is 

vast. What follows are some representative 

research studies that demonstrate current and con-

tinuing work in this area. Although there is work 

with clients who have a number of different 

chronic illnesses or injuries such as spinal cord 

injury (deRoon- Cassini, de St. Aubin, Valvano, 

Hastings, & Horn, 2009), the majority of studies 

have focused on heart disease.

Heart Disease

Several studies have explored the relationships 

among quality of life, adherence to and choice of 

treatment, and illness beliefs/perceptions. 

Juergens, Seekatz, Moosdorf, Petrie, and Rief 

(2010) studied 56 patients undergoing coronary 

artery bypass grafting (CABG). Participants 

were assessed using the Illness Perception 

Questionnaire-Revised (IPQ-R) prior to and 

3 months post-surgery. The researchers con-

cluded that patients’ beliefs before surgery 

strongly influenced their recovery from surgery. 

They added that perhaps patients could benefit 

from some pre-surgery cognitive interventions to 

change maladaptive beliefs (p. 553). Similarly, 

Alsen, Brink, Persson, Brandstrom, and Karlson 

(2010) found that patients’ illness perceptions 

health threat, a model of that event is developed. 

The idea behind a model is that clients can then 

visualize the threat and become active problem 

solvers. Within those models are their percep-

tions of the diagnosis, the illness experience, the 

treatment, and the consequences, which in turn, 

forecast how they will behave and/or respond to 

the crisis. Often these models may not make 

sense to an outsider, and often they may be built 

on faulty information. The model is dynamic, 

changing as new data from healthcare providers, 

their own experiences, and other sources are 

presented to the client and family and become 

incorporated into the model.

Leventhal and colleagues (2001) identified 

five dimensions that represent a client’s view of 

their illness: 1) identity of the illness— connecting 

the symptoms with the illness and having an 

understanding of the illness; 2) timeline— duration 

and progression of the illness; 3) causes—per-

ceived reason for the illness; 4) consequences—

what will be the physical, psychosocial, and 

economic impact of the illness; and lastly 5) con-

trollability—can this disease be controlled or 

cured?  After identification of these dimensions, 

Leventhal and colleagues. believe that coping and 

appraisal follow. 

However, is it that simple? Leventhal and 

colleagues’ explanation leads one to believe that 

everything fits into a neat little box and there is 

a natural, linear progression from identity to 

control/curability. Imagine that a chronic illness 

has either entered your life or affected someone 

in your family. You may have had some sort of 

identity of it prior to diagnosis, but now that the 

condition is “yours,” that perception changes. 

Plus, you have the Internet to provide you with 

more information than you can absorb. You 

begin with the idea that this condition is control-

lable, and perhaps curable, but you f ind a 

 plethora of websites and data that tell you 



clients perceived more serious consequences, 

expected their illness to last a long period of time, 

and reported more symptoms and emotional 

responses. The working clients had a strong belief 

in the controllability of their condition and a bet-

ter understanding of the disease (its identity). 

Influences on Illness Behavior

Illness behavior is shaped by sociocultural and 

social-psychological factors (Mechanic, 1986). 

What follows in this section are examples of 

these factors.

Culture of Poverty

The culture of poverty (see Chapter 13) influ-

ences the development of social and psychologi-

cal traits among those experiencing it. These 

traits include dependence, fatalism, inability to 

delay gratification, and a lower value placed on 

health (Cockerham, 2001, p. 123). The poor, 

who have to work to survive, often deny sick-

ness unless it brings functional incapacity 

(Helman, 2007). Different cultures may define 

and interpret health and illness in a variety of 

ways (see Chapter 13). Individuals with chronic 

illness in the culture of poverty will have differ-

ent looking illness perceptions and behaviors 

depending on their unique ethnic origins.

Demographic Status

Marital status may influence illness behavior as 

well. In general, married individuals require 

fewer services because they are healthier, but 

utilize other services because they are more 

attuned to preventive care (Thomas, 2003). 

Searle, Norman, Thompson, and Vedhara (2007) 

examined the influence of the illness percep-

tions of clients’ signif icant others and their 

impact on client outcomes and illness percep-

tions. Differences in illness representations of 

influenced health outcomes after myocardial 

infarction. Broadbent, Ellis, Thomas, Gamble, 

and Petrie (2009) indicate that a brief in-hospital 

illness perception intervention changed percep-

tions and improved rates of return to work in 

patients with myocardial infarction. 

In a sample of clients with atrial fibrillation, 

patients’ perceptions about their symptoms and 

medication at diagnosis affected their health-

related quality of life (Lane, Langman, Lip, & 

Nouwen, 2009).  Negative illness beliefs were 

significantly predictive of higher levels of depres-

sive symptomology at 3 and 9 months in clients 

with coronary artery disease (Stafford, Berk, & 

Jackson, 2009). Illness beliefs were also signifi-

cantly associated with depressive symptomology 

and health-related quality of life in  clients with 

coronary artery disease. In a study examining 

adherence to secondary prevention regimens, ill-

ness beliefs contributed to adherence to those 

behaviors (Stafford, Jackson, & Berk, 2008). 

Two representative studies in hypertension 

have included the relationships between treat-

ment and illness perceptions. Chen, Tsai, and 

Chou (2010) tested a hypothetical model of 

 illness perception and adherence to prescribed 

medications. Using a sample of 355 hyperten-

sive patients, findings suggested that adherence 

could be enhanced by improving the patient’s 

perception of controllability. Other researchers 

have argued that illness perceptions/beliefs 

about hypertension have played a role in the 

choice of medication for treatment of hyperten-

sion (Figueiras et al., 2010). 

Work Participation

Hoving, van der Meer, Volkova, and Frings-

Dresen (2010) completed a systematic review of 

illness perceptions and participating in work 

(however, only three studies met the authors’ cri-

teria for review). They found that nonworking 
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Past Experience

One’s education and learning, socialization, and 

past experience, as defined by one’s social and 

cultural background, mediate illness behavior. 

Past experiences of observing one’s parents being 

stoic, going to work when they were ill, avoiding 

medical help, all influence their children’s future 

responses. If children see that “hard work” and 

not giving in to illness pays off with rewards, 

they will assimilate those experiences and mirror 

them in their own lives. Elfant, Gall, and 

Perlmuter (1999) evaluated the effects of avoid-

ant illness behavior of parents on their adult chil-

dren’s adjustment to arthritis. Even after several 

decades, children’s early observations of their 

parents’ illness behaviors appear to affect their 

own adjustment to arthritis. Those clients whose 

parents avoided work and other activities when ill 

with a minor condition reported greater severity 

of arthritis and its limitations, depression, and 

helplessness when compared to clients whose 

parents did not respond to minor illness with 

avoidance (Elfant et al.,  1999, p. 415).

What if parents and adolescents have differ-

ing views on illness perceptions? The illness per-

ceptions of 30 adolescents and their parents were 

compared to see the effects on the adolescents’ 

outcomes (Salewski, 2003). Parents’  illness rep-

resentations had little impact on their children’s 

outcomes. In families with high similarity 

between the parents’ perceptions and the adoles-

cents’ perceptions, the adolescents reported 

more well-being (Salewski, 2003, p. 587).

In another vein, how parents respond to 

their children’s health complaints may later 

influence how the children, as adults, cope with 

illness. Whitehead and colleagues (1994) stud-

ied the influence of childhood social learning on 

the adult illness behavior of 383 women aged 20 

significant others and clients have been shown to 

influence psychological adaptation in chronic 

fatigue syndrome and Addison’s disease (cited in 

Searle et al., 2007). Searle and colleagues sought 

to understand illness representations in clients 

with type II diabetes and their partners. However, 

in this study, almost without exception, there 

was agreement between the illness representa-

tions of patients and their partners. Another aim 

of the study was to determine the influence of 

the partner or significant other on the clients’ ill-

ness representation. There was some evidence to 

suggest that partners’ representations partially 

mediated clients’ representations on exercise and 

dietary behaviors (Searle et al., 2007).

Gender may influence illness behavior and 

“help-seeking” behavior in chronic conditions. 

Sociologic analysis has suggested that women are 

more likely than men to seek medical help for 

nonfatal and chronic illness (Bury, 2005). 

Morbidity rates demonstrate that women are more 

likely to be sick than men and thus seek more pro-

fessional medical help (Bury, 2005, p. 55). Lorber 

(2000) states that women are not more fragile 

than men, but are just more self- protective of their 

health status.

Increasing age often brings chronic condi-

tions and disability. However, older individuals 

in poor health (as measured by medicine’s stan-

dard measures) often do not see themselves in 

this way. What may influence older adults’ per-

ceptions of their illness and subsequent behav-

ior may not even be considered by healthcare 

professionals as “relevant.” Kelley-Moore, 

Schumacher, Kahana, and Kahana (2006) iden-

tified that  cessation of driving and receiving 

home health care influenced older adults’ illness 

perceptions,  causing them to self-identify as 

disabled.



with serious illness. As healthcare providers, do 

not underestimate the client’s and family’s 

 perception of their illness and its effect on 

 outcomes.

IMPACT AND ISSUES RELATED 
TO ILLNESS BEHAVIOR  

As illness behavior is described, it is important to 

reiterate the difference between the terms disease 

and illness. Disease is the  pathophysiology—

the change in body structure or function that can 

be quantified, measured, and defined. Disease is 

the objective “measurement” of symptoms. As 

Wainwright (2008) states, 

disease within the medical model is materi-
alist and assumes that the mechanisms of 
the body can be revealed and understood in 
the same way that the working of the solar 
system can be understood through gazing at 
the night sky.  (p. 77) 

Illness is what the client and family experience. 

It is what is experienced and “lived” by the cli-

ent and family, and includes the “meaning” the 

client gives to that experience (Helman, 2007). 

Both the meaning given to the symptoms and 

the client’s response, or behavior, are influenced 

by the client’s background and personality as 

well as the cultural, social, and economic con-

texts in which the symptoms appear (p. 126).

The Illness Experience 
and Subsequent Behavior

The diagnosis of a chronic disease and subse-

quent management of that disease bring unique 

experiences and meanings of that process to 

the client and family. The biomedical world 

to 40 years of age. Illness behavior was mea-

sured by frequency of symptoms, disability 

days, and physician visits for menstrual, bowel, 

and upper respiratory symptoms. Findings 

included that childhood reinforcement of men-

strual illness behavior significantly predicted 

adult menstrual symptoms and disability days, 

and childhood reinforcement of cold illness 

behavior predicted adult cold symptoms and 

disability days. The study’s data supported the 

hypothesis that specif ic patterns of illness 

behavior are learned during childhood through 

parental reinforcement and modeling, and that 

these behaviors continued into adulthood 

(Whitehead et al., 1994, p. 549).

In a small study examining illness percep-

tions in clients with critical illness in a medical 

intensive care unit, as well as their surrogates, it 

was hypothesized that perceptions would vary 

by demographic, personal, and clinical mea-

sures (Ford, Zapka, Gebregziabher, Yang, & 

Sterba, 2010). Although client/surrogate factors, 

including race, faith, and pre-critical illness 

quality of life were significant, clinical mea-

sures were not. Researchers concluded that cli-

nicians should recognize the variability in 

illness perceptions and the possible implications 

this might have for patient/surrogate and health-

care provider  communication. 

One cannot minimize the impact of the past 

experiences of the individual and family on how 

they deal with their own chronic illnesses, their 

children’s, parents’, and/or siblings’. Each of 

those experiences affects how the individual and 

family perceive their current health challenge. 

These experiences could be positive as well as 

negative. A negative healthcare experience with a 

relatively minor injury/illness could have a stron-

ger influence than that of a positive experience 
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scores. Using the model of Levanthal and col-

leagues (2001), less emotional distress predicted 

more frequent health behaviors and more posi-

tive mental health scores; whereas those women 

who perceived their fibromyalgia to have more 

serious consequences and as less controllable 

were more likely to have higher scores on the 

Fibromyalgia Impact Questionnaire (p. 359).

Price (1996) describes individuals with a 

chronic disease as developing an illness career 

that responds to changes in health, his or her 

involvement with healthcare professionals, and 

the psychological changes associated with 

pathology, grief, and stress management 

(p. 276). This illness career is dynamic, flexible, 

and goes through different stages of adaptation 

as the disease itself may change.

Powerlessness

This construct is a major component of the illness 

experience. As such, an entire chapter in this book 

has been devoted to this subject (see Chapter 12).

Loss of Self

Charmaz (1983) coined the phrase “loss of self ” 

with her research in the 1980s, interviewing indi-

viduals with chronic illness through a symbolic 

interactionist perspective. The influences on the 

loss of self develop from the chronic condition(s) 

and the illness experience. Charmaz describes 

clients’ illness experience as living a restricted 

life, experiencing social isolation, being discred-

ited, and burdening others. Slowly the individual 

with chronic illness feels his or her self-image 

disappear: a loss of self, without the development 

of an equally valued new one (p. 168).

In another study of 40 men with chronic ill-

ness, Charmaz (1994) describes different  identity 

dilemmas than with women. Charmaz sees these 

men as “preserving self.” As men come to terms 

disregards illness and its meaning and focuses 

instead on disease. Disease can be quantified 

and measured, and it can be considered a “black-

and-white” concept. Disease fits into the medi-

cal model’s framework. 

Illness, and the unique meaning that each of 

us attaches to it, does not fit into a neat little box; 

it is not black and white, but consists of many 

shades of gray and thus defies measurement and 

categorization. Illness is a subjective label that 

reflects both personal and social ideas about 

what is normal as much as the pathology behind 

it (Weitz, 1991). Kleinmann (1985) expressed 

concern that researchers have “reduced sickness 

to something divorced from meaning in order to 

avoid the hard and still unanswered technical 

questions concerning how to actually go about 

measuring meaning and objectivizing and quan-

tifying its effect on health status and illness 

behavior” (Kleinmann, 1985, p. 149). While 

realizing the importance of this scientific work, 

Kleinmann (1985) sees it as “detrimental to the 

understanding of illness as human experience,  

because they redefine the problem to subtract 

that which is mostly innately human, beliefs, 

feelings” (p. 149).

The common sense self-regulation model 

(Leventhal et al., 2001) seeks to explain that 

individual illness perceptions influence coping 

responses to an illness. This perspective explains 

that clients construct their own illness represen-

tations to help them make sense of their illness 

experience. It is these representations that form 

a basis for appropriate or inappropriate coping 

responses (Leventhal et al., 2001). Stuifbergen 

Phillips, Voelmeck, & Browder (2006) used a 

convenience sample of 91 women with fibromy-

algia to explore their illness representations. 

Overall, the women had fairly negative percep-

tions of their illness. Emotional representations 

explained 41% of the variance in mental health 



living with a long-term illness. Five themes 

emerged: loss and uncertainty, learning one’s 

capacity and living accordingly, maintaining fel-

lowship and belonging, having a source of 

strength, and building anew. However, clearly the 

guiding premise of each woman was that chronic 

illness brought about reassessment and forma-

tion of a new understanding of self, and a sense 

of being revalued by the world (Lundman & 

Jansson, 2007).

Chronic Sorrow

The concept of chronic sorrow was first described 

by Olshansky in 1962 when he was working with 

parents of children with learning disabilities. His 

conclusion was that chronic sorrow was a natural 

response to a tragedy instead of becoming neu-

rotic (p. 193). Two more recent studies discuss 

the existence of chronic sorrow in individuals 

with chronic illness.  Sixty-one clients with mul-

tiple sclerosis were interviewed about chronic 

sorrow and also screened for depression. Thirty-

eight of the 61 clients met the criteria for chronic 

sorrow. The participants in the study described 

feeling sorrow, fear, anger, and anxiety. 

Frustration and sadness were constantly present, 

or were periodically overwhelming (Isaksson, 

Gunnarsson, & Ahlstrom, 2007, p. 318). Seven 

themes were identified: loss of hope, loss of con-

trol over the body, loss of integrity and dignity, 

loss of a healthy identity, loss of faith that life is 

just, loss of social relations, and loss of freedom 

(Isaksson et al., 2007).  Implications for health-

care providers included providing psychological 

support for these individuals. How does one pro-

vide the appropriate help when the client per-

ceives such significant losses? What realistic 

help can healthcare professionals provide?

Similarly, Ahlstrom (2007) interviewed 30 

adults of working age with an average disease 

duration of 18 years. Sixteen of the 30 adults 

with illness and disability, they preserve self by 

limiting the effect from illness in their lives. They 

intensify control over their lives. Many assume 

that they can recapture their past self, and they try 

to do so. They may devote vast amounts of energy 

to keeping their illness contained and the disabil-

ity invisible to maintain their masculinity. At the 

same time, they often maintain another identity at 

home—thus they create a public  identity and a 

private identity to preserve self (Charmaz, 1994, 

p. 282).

Moral Work

Townsend, Wyke, and Hunt (2006) describe the 

moral dimension of the chronic illness experi-

ence in their qualitative study. Their work 

speaks to the fact that moral work is integral to 

the illness, similar to the biographical and 

everyday “work” of Corbin and Strauss (1988). 

The participants in their study spoke about the 

need to demonstrate their moral worth as indi-

viduals, that it was their moral obligation to 

manage symptoms alongside their daily life 

(Townsend et al., 2006, p. 189).

Devalued Self

In a qualitative study of Chinese immigrant 

women in Canada, Anderson (1991) describes 

how these women with type I diabetes have a 

devalued self, not only from the disease but also 

because of dealing with being marginalized in a 

foreign country where they do not speak the lan-

guage. Similar to the “loss of self ” described by 

Charmaz, Anderson discusses women who need 

to reconstruct a new self. Influencing this deval-

ued self were the interactions with healthcare 

professionals, which were frequently negative in 

nature, adding to their stress. 

Similarly, eight older women with a chronic 

disease were asked to describe the meaning of 
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response to having a name for the recurrent and 

troublesome symptoms. This reaction results 

from the decrease in stress over the unknown. 

These clients have an enormous stake in how 

their illnesses are understood. They seek to 

achieve the legitimacy necessary to elicit sym-

pathy and avoid stigma, and to protect their own 

self-concept (Mechanic, 1995).

Asbring (2001) identified two themes from 

her qualitative study in which women with CFS 

or fibromyalgia were interviewed. She describes 

an earlier identity partly lost, and coming to 

terms with a new identity. Asbring uses the term 

identity transformation with the women she 

interviewed. However, she also saw illness gains 

in these women. The illness and its limitations 

provided the women with time to think and 

reflect on their lives and perhaps rearrange pri-

orities. Therefore, the illness experience of these 

women may be seen as a paradox with both 

losses and gains (Asbring, 2001, p. 318).

Larun and Malterud (2007) examined 20 

qualitative studies in a meta-ethnography about 

the illness experiences of individuals with CFS 

to summarize the illness experiences of the indi-

viduals as well as the physicians’ perspectives. 

Across studies, clients spoke of being “con-

trolled and betrayed by their bodies” (Larun & 

Malterud, 2007, pp. 22–23). Although physical 

activities were mostly curtailed, individuals 

spoke of mental fatigue that affected memory 

and concentration, they described diff iculty 

with  following conversations, and several clients 

felt that their learning abilities had decreased 

(p. 24). One of the themes that emerged was tell-

ing stories about bodies that no longer held the 

capacity for social involvement. For some indi-

viduals the most distressing part of the illness 

were the negative responses from family mem-

bers, the workplace, and their physicians, who 

experienced chronic sorrow. The losses in this 

study are consistent with other studies on 

chronic sorrow even though the group was het-

erogeneous regarding diagnosis.

The Legitimization of Chronic 
Illness

With some illnesses, especially when symptoms 

are not well defined and diagnostic tests may be 

ambiguous, receiving legitimization from a 

 physician or other healthcare professional may 

be difficult and frustrating. Denial of opportu-

nity to move into the sick role leads to “doctor 

hopping,” placing clients in problematic 

 relationships in which they must “work out” 

solutions alone (Steward & Sullivan, 1982). As a 

result, symptomatic persons may be left to ques-

tion the truth of their own illness perceptions. 

How do you build a mental model of your illness 

(as a basis for problem solving) if healthcare 

providers and society in general are skeptical of 

your symptoms? 

As examples, two current chronic condi-

tions often defy diagnosis and are slow to 

respond to treatment. Chronic fatigue syndrome 

(CFS) and fibromyalgia are typically seen as dis-

eases of young women. In both diseases there is 

uncertainty with respect to etiology, treatment, 

and prognosis. They have been contested ill-

nesses, in that some question their existence 

(Asbring, 2001). Without legitimatization from 

physicians or the healthcare system, these clients 

are labeled as hypochondriacs or malingerers. 

Some of these clients are referred to psycholo-

gists or psychiatrists when a physical diagnosis 

cannot be made and diagnostic test results are 

normal.

When a diagnosis is finally made, the cli-

ent frequently shows a somewhat joyous initial 



with MUS—medically unexplained symptoms. 

Not having a diagnosis limits legitimate access to 

the sick role and the ability to build a mental 

model of the illness. One of the biggest hurdles is 

that society does not grant permission to be ill in 

the absence of a disease with a name.

Professional Responses to Illness 
Behavior and Roles

Healthcare professionals generally expect those 

entering the acute hospital setting to conform to 

sick role behaviors. Most people entering the hos-

pital for the first time are quickly socialized and 

expected to cooperate with treatment, to recover, 

and to return to their normal roles. Provider 

expectations and client responses are in line with 

social expectations and fit with the traditional 

medical model of illness as acute and curable. 

When clients are compliant and cooperative, 

questioned the legitimacy of their illness behav-

ior because of the dynamic symptoms of CFS 

(p. 25). Thus their physicians’ beliefs about CFS 

influenced the clients’ perceptions of the disease 

and therefore their illness experience. To sum-

marize, the researchers’ analysis determined that 

clients’ sense of identity becomes more or less 

invalid and that a change in identity of the indi-

viduals was experienced.

Dickson, Knussen, and Flowers (2008) 

describe the personal loss and identity crisis in 

their study of 14 individuals diagnosed with 

CFS. Participants talked about the illness that is 

their life and controls every aspect of their daily 

lives. Self-comparison took place between the 

participants’ former selves and their “ill selves.” 

Skepticism from others brought further crises 

of self.

Lastly Nettleton (2006) describes interviews 

with 18 neurology patients in the United Kingdom 

CASE STUDY

Mary Ellen is a 35-year-old woman with unexplained neurological symptoms. She is a rela-

tively new client to the clinic where you work. However, she has been seen by your clinic 

 several times over the last 3 months. Originally her diagnosis was “probable multiple 

 sclerosis.” However, that diagnosis has been ruled out. Mary Ellen’s clinical symptoms include 

double vision (at times), transient numbness and tingling down the right side of her body, and 

general weakness and fatigue. Although she has been employed full time as a staff associate at 

the county assessor’s office, she has been forced to go on short-term disability. In her phone 

call to the office this morning, she is frustrated. She states, “I feel like no one is believing 

me—that you people think that I am making this up. I’m going to lose my job if you can’t 

figure this out.  I’m not a psych case.”

Discussion QuestionsDiscussion Questions

1. How do you make sense of this client’s illness behavior? 

2. What strategies might you use to deal with this client?

3. How could you apply the frameworks for practice mentioned in this chapter to this client 

situation?
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whom they interact. Clients with multiple chronic 

conditions may focus on maintaining stability of 

their chronic conditions to prevent unnecessary 

symptoms, whereas their healthcare providers are 

more likely to focus on managing the current 

acute disorder. In addition, clients who have had 

multiple prior admissions are more likely to use 

their hospital savvy to gain what they want or 

need from the system. During hospitalization, 

these individuals may demand certain treatments, 

specific times for treatment, or routines outside of 

hospital parameters. They may keep track of times 

that various routines occur or complain about or 

report actions of the staff as a means to an end 

they consider important. In a grounded theory 

study in the United Kingdom, Wilson, Kendall, 

and Brooks (2006) explored how client expertise 

is viewed, interpreted, defined, and experienced 

by both clients and healthcare professionals. With 

nursing playing a key role in empowering clients 

with chronic disease to self-manage their condi-

tions, knowing how that client expertise is viewed 

(by the care provider) is extremely important. 

Generally, in this study of 100 healthcare profes-

sionals (physicians, nurses, physical therapists), 

the nurses found the expert patients to be more 

threatening than other healthcare professionals 

did. The nurses had issues with accountability, 

perceived threats to their professional power, and 

potential litigation. The data from the study 

 demonstrated that the nurses lacked a clear role 

definition and distinct expertise in working with 

patients with chronic disease and were unable to 

work in a flexible partnership with self-managing 

patients (Wilson et al., 2006, p. 810).

Lack of Role Norms for Individuals 
with Chronic Illness

Chronic illnesses require a variety of tasks be per-

formed to fulfill the requirements of both the 

healthcare professionals communicate to them 

that they are “good patients” (Lorber, 1981). 

When clients are less cooperative, the staff may 

consider them problematic or nonadherent.

The percentage of individuals with chronic 

illness entering hospitals is increasing, and often 

these admissions are due to superimposed acute 

illness or exacerbations of the chronic condition. 

Additionally, older adults in particular may have 

more than one chronic condition. Many of these 

individuals have had their chronic illnesses for 

long periods and have had prior hospital experi-

ences. Multiple contacts with the healthcare 

 system result in loss of the “blind faith” that the 

individual once had in that  system. Individuals 

with chronic illness seek a different kind of rela-

tionship with healthcare professionals, in which 

there is “give and take” and that can empower 

the client. The extent to which a client with 

chronic illness is included in the formulation of 

his or her treatment plan likely influences the 

assumption of responsibility for it and, ulti-

mately, its success (Weaver & Wilson, 1994).

Thorne’s (1990) study of individuals with 

chronic illness and their families found that their 

relationships with healthcare professionals 

evolved from what was termed “naïve trust” 

through “disenchantment” to a final stage of 

“guarded alliance.” She proposed that the “rules” 

that govern these relationships should be entirely 

different for acute illness and chronic illness. 

Although assuming sick-role dependency may 

be adaptive in acute illness, where medical 

expertise offers hope of a cure, it is not so in 

chronic illness. Individuals with chronic illness 

are the “experts” in their illnesses and should 

have the ultimate authority in managing those 

illnesses over time.

When individuals with chronic illness are 

hospitalized, they view the situation quite differ-

ently than do the healthcare professionals with 



Frameworks and Models 
for Practice

A review of the literature since the last edition of 

this book did not yield any new frameworks for 

caring for those with chronic illness. With 

chronic illness increasing, evidence-based frame-

works need to be developed. As stated previously, 

not all healthcare providers have the skills to care 

for those with long-term illness. Meeting the psy-

chosocial needs of clients with chronic illness, 

alone, is an ominous task. Caring for a client with 

chronic illness requires a framework or model for 

practice that differs from that of caring for those 

with acute, episodic disease. The frameworks that 

follow are examples, and are not intended to be 

all inclusive.

These frameworks and models should not be 

confused with the disease management models 

discussed in Chapter 19. Disease management 

models address the physical symptoms of a con-

dition. Some of those models assign an algorithm 

to the condition where clients receive certain 

“care” when their blood work is at an inappropri-

ate level, or their symptoms “measure” a certain 

degree of seriousness. These models manage the 

disease, but not the illness. Illness frameworks 

and models address the illness experience of the 

individual and family that occurs as a result of 

changing health status.

Chronic Illness and Quality of Life

In the early 1960s, Anselm Strauss, working 

with Barney Glaser, a social scientist, and 

Jeanne Quint Benoliel, a nurse, interviewed 

dying patients to determine what kind of “care” 

was needed for these clients (Corbin & Strauss, 

1992). As a result of those early interviews, 

Strauss and colleagues (Strauss & Glaser, 1975; 

Strauss et al., 1984) published a rudimentary 

framework that addressed the issues and 

medical regimen and the individual’s personal 

lifestyle. However, there is a lack of norms for 

those with chronic illness. What is expected of a 

client recovering from cancer surgery? An exacer-

bation of rheumatoid arthritis? A flare-up of 

inflammatory bowel disease? Assume sick-role 

behaviors are discouraged, or not? These individ-

uals enter and remain in a type of impaired, “at-

risk” role. Implicit behaviors for this role are not 

well defined by society, leading to a situation of 

role ambiguity. Given this lack of norms, influ-

ences on the client include the degree of disability 

(with different attributes of disability producing 

different consequences), visibility of the disability 

(the less the visibility, the more normal the 

response), self-acceptance of the  disability (result-

ing in others’ reciprocating with acceptance), and 

societal views of the disabled as either economi-

cally dependent or productive. Without role defi-

nition, whether disability is present or not, 

individuals are unable to achieve maximum levels 

of functioning. Individuals must adapt their defi-

nitions of themselves to their limitations, and to 

what the anticipated future imposes on them 

because of the chronic condition (Watt, 2000). 

What is normal illness behavior?

INTERVENTIONS  

There is no “magic” list of interventions to assist 

and support clients and their families with the 

illness experience. The current healthcare  system 

with its acute-care focus, fix-and-cure model, 

and a prescription for each symptom, does not 

fit with caring for individuals long term. These 

clients do not need their illness behavior “fixed” 

or “cured,” but instead they need a healthcare 

professional who will listen and understand the 

illness experience and not the disease process. 

What follows are suggestions that assist and 

support clients and their families.
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experience of the client; 2) integrate existing lit-

erature about chronicity into their practice; and 

3) provide direction for building nursing models 

that guide practice, teaching, research, and 

 policy-making (p. 10).

A trajectory is defined as the course of an 

illness over time, plus the actions of clients, 

families, and healthcare professionals to man-

age that course (Corbin, 1998, p. 3). The illness 

trajectory is set in motion by pathophysiology 

and changes in health status, but there are strate-

gies that can be used by clients, families, and 

healthcare professionals that shape the course of 

dying and thus the illness trajectory (Corbin & 

Strauss, 1992). Even if the disease may be the 

same, each individual’s illness trajectory is dif-

ferent and takes into account the uniqueness of 

each individual (Jablonski, 2004). Shaping does 

not imply that the ultimate course of the disease 

will be changed or the disease will be cured, 

merely that the illness trajectory may be shaped 

or altered by actions of the individual and  family 

so that the disease course is stable, fewer exac-

erbations occur, and symptoms are better con-

trolled (Corbin & Strauss, 1992).

Within the model, the term phase indicates 

the different stages of the chronic illness experi-

ence for the client. There are nine phases in the 

trajectory model, and although it could be con-

ceived as a continuum, it is not linear. Clients 

may move through these phases in a linear fash-

ion, regress to a former phase, or plateau for an 

extended period. In addition, having more than 

one chronic disease influences movement along 

the trajectory. Another term used in the model is 

biography. A client’s biography consists of pre-

vious hospital experiences and useful ways of 

dealing with symptoms, illness beliefs, and 

other life experiences 

concerns of individuals with chronic illness. 

Although the term trajectory was coined at that 

time, it did not become fully developed until 

20 years later. Strauss and colleagues’ frame-

work was simple, but it was an early attempt to 

examine the illness experience of the individual 

and family as opposed to the disease. If health-

care professionals could better understand the 

illness experience of  clients and families, per-

haps more appropriate care would be provided. 

Basic to this care is understanding the key prob-

lems of chronic illness, including:

• Prevention of medical crises and their man-

agement if they occur

• Controlling symptoms

• Carrying out of prescribed medical regimens

• Prevention of, or living with, social isolation

• Adjustment to changes in the disease

• Attempts to normalize interactions and life-

style

• Funding—finding the necessary money

• Confronting attendant psychological, mari-

tal, and familial problems (Strauss et al., 

1984, p. 16)

After identifying the key problems of the indi-

vidual and family with chronic illness, Strauss 

and colleagues (1984) suggested basic problem-

solving strategies, family and organizational 

arrangements, and then re-evaluating the conse-

quences of those arrangements.

The Trajectory Framework

From the work of Strauss and colleagues in the 

1960s and 1970s, the trajectory framework was 

further refined in the 1980s. Corbin and Strauss 

(1992) developed this framework so that nurses 

could: 1) gain insight into the chronic illness 



the terminal phase. Rolland was one of the first 

authors to describe chronic illness, and in this 

case the chronic phase, as the “long haul,” the 

day-to-day living with chronic illness. Lastly, the 

terminal phase is divided into the preterminal 

phase, where the client and family acknowledge 

that death is inevitable, and the period following 

death (Jablonski, 2004, p. 54).

Shifting Perspectives Model of Chronic 
Illness

This model resulted from the work of Thorne 

and Paterson (1998), who analyzed 292 quali-

tative studies of chronic physical illness that 

were published from 1980 to 1996. Of these, 

158 studies became a part of a metastudy in 

which client roles in chronic illness were 

described. The work of Thorne and Paterson 

reflects the “insider” perspective of chronic ill-

ness as opposed to the “outsider” view, the 

more traditional view. This change in perspec-

tive is a shift from the traditional approach of 

patient-as-client to one of client-as-partner in 

care (p. 173). Results from the metastudy also 

demonstrated a shift away from focusing on 

loss and burden, and an attempt to view health 

within illness.

Analysis of these studies led to the devel-

opment of the Shifting Perspectives Model of 

Chronic Illness (Paterson, 2001). The model 

depicts chronic illness as an ongoing, continu-

ally shifting process where people experience a 

complex dialectic between the world and them-

selves (p. 23). Paterson’s model considers both 

the “illness” and the “wellness” of the  individual 

(Paterson, 2003). The illness-in-the-foreground 

perspective focuses on the sickness, loss, and 

 burden of the chronic illness. This is a common 

The initial phase of the trajectory model is 

the pretrajectory phase, or preventive phase, in 

which the course of illness has not yet begun; 

however, there are genetic factors or lifestyle 

behaviors that place an individual at risk for a 

chronic condition. An example would be the 

individual who is overweight, has a family his-

tory of cardiac disease and high cholesterol, and 

does not exercise.

During the trajectory phase, signs and 

symptoms of the disease appear and a diagnos-

tic workup may begin. The individual begins to 

cope with implications of a diagnosis. In the 

stable phase, the illness symptoms are under 

control and management of the disease occurs 

primarily at home. A period of inability to keep 

symptoms under control occurs in the unstable 

phase. The acute phase brings severe and unre-

lieved symptoms or disease complications. 

Critical or life-threatening situations that require 

emergency treatment occur in the crisis phase. 

The comeback phase signals a gradual return to 

an acceptable way of life within the symptoms 

that the disease imposes. The downward phase 

is characterized by progressive deterioration and 

an increase in disability or symptoms. The tra-

jectory model ends with the dying phase, char-

acterized by gradual or rapid shutting down of 

body processes (Corbin, 2001, pp. 4–5).

Chronic Illness and the Life Cycle

Rolland’s (1987) illness trajectory model encom-

passes three phases: 1) crisis, 2) chronic, and 

3) terminal. The crisis phase has two subphases 

consisting of the symptomatic period prior to 

diagnosis and the period of initial adjustment 

just after diagnosis. The chronic phase is the 

period between the beginning of treatment and 
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either wellness or illness in the foreground. This 

individual states:

I think there is danger when researchers 
think there is a right way to have a chronic 
illness. There is only one way . . . the one 
you choose at the moment . . . generally I 
live in the orange. If red is illness and yel-
low represents wellness, then I like to be a 
blend of both things . . . in the orange . . . It 
is not a good idea for me to be completely 
yellow because then I forget that I have MS 
and I do stupid things that I pay for later. 
And if I am totally in the red, I am too de-
pressed to do anything. (Paterson, 2003, 
p. 990) 

Dealing with Dependency

Chronic illness is fraught with unpredictable 

dilemmas. Even when an acute stage is past, the 

client’s energy for recovery may be sapped by 

the uncertainty about the future course of the ill-

ness, the effectiveness of medical regimens, and 

the disruption of usual patterns of living. 

Awareness of behavioral responses and when 

they occur can help the professional avoid pre-

mature emphasis on independence until the 

 client can collaborate in working toward a return 

to normal roles. 

Miller (2000) recommends several strate-

gies for decreasing clients’ feelings of power-

lessness as they work toward independence:

• Modifying the environment to afford cli-

ents more means of control

• Helping clients set realistic goals and 

expectations

• Increasing clients’ knowledge about their 

illness and its management

reaction of those recently diagnosed with a 

chronic disease. The overwhelming conse-

quences of the condition, learning about their 

illness, considerations of treatment, and long-

term effects contribute to putting the illness in 

the foreground. The disease becomes the indi-

vidual’s identity.

Illness-in-the-foreground could also be a 

protective response by the individual and be 

used to conserve energy for other activities. 

However, it could be used to maintain their 

identity as a “sick” person, or because it is con-

gruent with their need to have sickness as their 

social identity and receive secondary gains 

(Paterson, 2001).

With the wellness-in-the-foreground per-

spective, the “self ” is the source of identity 

rather than the disease (Paterson, 2001, p. 23). 

The individual is in control and not the disease. 

It does not mean, though, that the individual is 

physically well, cured, or even in remission of 

the disease symptoms. The shift occurs in the 

individual’s thinking, allowing the individual to 

focus away from the disease. However, any 

threat that cannot be controlled will transition 

the individual back to the illness-in-the-fore-

ground perspective. Threats include disease pro-

gression and lack of ability to self-manage the 

disease, stigma, and interactions with others 

(Paterson, 2001).

Lastly, neither the illness perspective nor 

the wellness perspective is right or wrong, but 

each merely reflects the individual’s unique 

needs, health status, and focus at the time 

(Paterson, 2001). In Paterson’s research pub-

lished in 2003, one of her study participants was 

concerned that those reading about the Shifting 

Perspectives Model might interpret the two per-

spectives as “either/or”—that one has to have 



Self-Management

The participants in the study by Kralick, Koch, 

Price, and Howard (2004) identif ied self- 

management as a process that they initiated to 

bring about order in their lives. This is in sharp 

contrast to how most healthcare professionals 

describe self-management in a structured patient 

education program that assists clients in adher-

ing to their medical regimen. The participants 

saw self-management as creating a sense of 

order, and a process that included four themes: 

1) recognizing and monitoring the boundaries; 

2) mobilizing the resources; 3) managing the 

shift in self-identity; and 4) balancing, pacing, 

planning, and prioritizing (Kralick et al., 2004, 

pp. 262–263). Kralick and colleagues suggest 

• Increasing the sensitivity of health profes-

sionals and significant others to the power-

lessness imposed by chronic illness

• Encouraging verbalization of feelings

Utilizing knowledge of illness roles in planning 

interventions allows the healthcare professional 

to maximize time spent with the client. One 

such intervention that could be improved by 

integrating knowledge of illness roles is educa-

tion (see Chapter 15). The client who is still in 

the highly dependent phase cannot benefit from 

education. As improvement in physical status 

occurs, emphasis on the desire to return to nor-

mal roles creates motivation to learn about the 

condition and necessary procedures for maxi-

mizing health. As the client moves into the 

impaired role and becomes aware of the neces-

sity to maximize remaining potential, education 

provides a highly successful tool both in the 

hospital and at home.

Evidence-Based Practice BoxEvidence-Based Practice Box

Ten full-time nursing students, all diag-

nosed with at least one chronic illness, 

were interviewed to examine their illness 

experience. Participants looked for ways 

to be ordinary because they perceived 

they were different from the norm. 

Chronic conditions included systemic 

lupus erythematous, Raynaud’s syndrome, 

rheumatoid arthritis, psoriasis, chronic 

back pain, irritable bowel syndrome, 

fibromyalgia, relapsing-remitting multiple 

sclerosis, type I diabetes mellitus, chronic 

urinary tract infections, anorexia/bulimia, 

and adrenal hyperplasia. Using Colaizzi’s 

phenomenological method, four major 

themes emerged: 1) needing to be normal, 

2) dealing with the behaviors of others, 

3) enduring the restrictions of illness, and 

4) learning from self to care for others. 

Throughout the students’ experiences, 

they tried to negate their illness or their 

abnormal behavior and maintain their val-

ued social role as students.  Participants 

felt that their chronic illness created  an 

inner strength and gave them intuitive 

knowledge about the body and how to bet-

ter understand the needs of  others.

Source: Dailey, M. (2010). Needing to 

be normal: The lived experience of 

chronically ill nursing students. Interna-

tional Journal of Nursing Education 

Scholarship, 7(1), Article 15. 

10.2202/1548-923X.1798.
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Such communication enhanced their relation-

ships with clients.

Kaptein, Klok, Moss-Morris, and Brand 

(2010) reviewed 19 studies that examined how ill-

ness perceptions could impact an individual’s 

control of asthma. Using the Common Sense 

Model of Self-Regulation as a basis, the authors 

created their own model of how these perceptions 

affected self-management. The conclusion of the 

authors was that self-management was deter-

mined mainly by behavioral factors and not 

sociodemographic factors. One of those behav-

ioral factors was  illness perceptions. They note 

that changing a client’s illness perceptions is 

called for to help the client and healthcare pro-

vider achieve optimal asthma control (Kaptein 

et al., 2010, p. 199). 

Research

Do we understand and can we place in an appro-

priate context the meaning of illness for clients? 

Why do some individuals ignore symptoms and 

refuse to seek medical advice, while others with 

the same condition seek immediate care and 

relief from their “social roles” at the slightest 

symptom? A relatively minor symptom in one 

individual causes great distress, whereas more 

serious health conditions in others cause little 

concern.

Stuifbergen and colleagues (2006) suggest 

that it is unclear from the literature how illness 

perceptions change over time and how specifi-

cally these perceptions are influenced. These 

researchers believe that if illness perceptions can 

be altered, then interactions with those in a posi-

tive manner could be encouraged. Bijsterbosch 

and colleagues (2009) noted that illness percep-

tions did change over time and were related to 

the progression of the disability (p. 1058). Illness 

that self-management is a combination of a pro-

cess by clients and families and a structure of 

patient education.

The Women to Women project has been 

instrumental in helping women with chronic 

 illness in rural states manage their illnesses. 

Through a computer intervention model that 

provides education, support groups, and fosters 

self-care, women have successfully managed 

their illness responses (Sullivan, Weinert, & 

Cudney, 2003).

Clients with chronic illness use multiple 

techniques to manage symptoms, maintain 

social roles, be the “good patient,” and maintain 

some degree of normality. Townsend, Wyke, and 

Hunt (2006) describe the moral obligation of 

individuals to self-manage their symptoms and 

manage their selves. Although individuals are 

trying to manage both symptoms and social 

roles, the priority is always given to behaviors 

that typify a “normal” life and identity manage-

ment over managing the symptoms of the 

 disease (p. 193).

Critical to working with clients and fami-

lies in self-managing both their disease and 

their illness is appropriate client–healthcare pro-

vider communication. Thorne, Harris, Mahoney, 

Con, and McGuiness (2004) interviewed clients 

with end-stage renal disease, type II diabetes, 

multiple sclerosis, and fibromyalgia to deter-

mine what clients perceived as priorities. Across 

all diseases, the concepts of courtesy, respect, 

and engagement were important. Certainly 

courtesy and respect are fairly clear in their 

meaning. Engagement was described by clients 

as an extension of courtesy and respect. An 

example would be a healthcare professional 

engaged with a client in problem solving and 

care management, in which they experienced a 

feeling of teamwork/working together (p. 301). 



perceptions regarding the number of symptoms 

attributed to osteoarthritis (OA), and the level of 

perceived control and perceived consequences of 

OA were predictive of more disability.

Mechanic (1986, 1995) asks a question that 

is still pertinent today: What are the processes or 

factors that cause individuals exposed to similar 

stressors to respond differently and present unique 

illness behavior? There is such variation in how 

individuals perceive their health status, seek or 

not seek medical care, and function in their social 

and work roles. What causes these differences?

This author poses another question. What 

can we do as healthcare providers to change ill-

ness perceptions of clients?  A growing body of 

evidence shows that more negative views of ill-

ness held by clients are associated with poorer 

outcomes (Petrie & Weinman, 2006). What can 

we do to effect change in chronic sorrow? How 

can we give clients a sense of hope? How do we 

value clients so that they don’t feel they have 

devalued lives? Chronic illness is the condition as 

the client and family experience it. What can we 

do to make a difference in the lives of our clients 

and families?

OUTCOMES  

Illness behavior is not deviant and does not need 

to be fixed. However, we need to support our cli-

ents and understand the lived experience of the 

illness. As healthcare professionals, we are effi-

cient and effective working within the  disease 

model. However, the client lives in the illness 

model as well. Because nursing is an art and a 

science, there is a strong “fit” with the illness 

model. The best outcome for clients with chronic 

illness would be the healthcare professional 

 supporting and assisting the client through the 

 illness experience.

 Using this chapter as a guide, how would 

you support and work with an individual 

that has either CFS or fibromyalgia? How 

do your own past healthcare experiences 

influence your practice with these clients?

Dealing with “expert” patients can be 

 difficult. Often your own “power” as a 

healthcare professional is threatened. 

How do you deal with “expert” patients 

and make it a collaborative relationship?

There are no norms for individuals with 

long-term illness. What does this mean 

and how does it apply to the clients 

with chronic illness that you care for?

Differentiate between health and illness 

behavior and give examples of each for 

someone with end-stage heart failure, 

endometriosis, or esophageal cancer.

How do healthcare professionals influence 

the illness behavior of clients and fami-

lies in positive ways or negative ways?

Apply each of the frameworks for practice 

described in this chapter to clients with 

chronic illness that you care for.

Reflect on your own past and present 

health and illness experiences. What 

influences your own illness behaviors?

STUDY QUESTIONS

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.
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or disgrace” (2011b). Goffman (1963) traced 

the historic use of the word stigma to the 

Greeks, who referred to “bodily signs designed 

to expose something unusual and bad about the 

moral status of the signifier” (p. 1). These signs 

were cut or burned into a person’s body as an 

indication of being a slave, a criminal, or a trai-

tor. Notice the moral and judgmental nature of 

these stigmas. The disgrace and shame of the 

stigma became more important than the bodily 

evidence of it. Labeling, stereotyping, separa-

tion, status loss, and discrimination can all 

occur at the same time and are considered com-

ponents of the stigma (Link & Phelan, 2001).

THEORETICAL FRAMEWORKS: 
STIGMA, SOCIAL IDENTITY, 
AND LABELING THEORY  

Society teaches its members to categorize 

persons by common defining attributes and 

characteristics (Goffman, 1963). Daily routines 

establish the usual and the expected. When we 

INTRODUCTION  

This chapter demonstrates how the concept of 

stigma has evolved and is a significant factor in 

many chronic illnesses and disabilities. It also 

explores the relationship of stigma to the con-

cepts of prejudice, stereotyping, and labeling. 

Because stigma is socially constructed, it varies 

from setting to setting. In addition, individuals 

and groups react differently to the stigmatizing 

process. Those reactions must be taken into con-

sideration when planning strategies to improve 

the quality of life for individuals with chronic 

illnesses.

Although stigmatizing is common, not all 

individuals attach a stigma to their disease or 

disability. This chapter does not assume that all 

who come in contact with those who are dis-

abled or chronically ill devalue them; rather, it 

insists that each of us examine our values, 

beliefs, and actions carefully.

Merriam Webster (2011a) defines stigma 

as a “mark of shame or discredit, an identifying 

mark or characteristic,” and as a “mark of guilt 

Stigma
My car came to a stop at the intersection. I looked around me at all the people in the other cars, but 

no one there was like me. They were apart from me, distant, different. If they looked at me, they 

couldn’t see my defect. But if they knew, they would turn away. I am separate and different from ev-

erybody that I can see in every direction as far as I can see. And it will never be the same again.

—Client with new diagnosis of cancer

Diane L. Stuenkel and Vivian K. Wong

CHAPTER 3
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society as deviant behavior, despite the fact that 

tremor and dyskinesias associated with 

Parkinson’s disease may be the cause (Miller, 

Noble, Jones, & Burn, 2006). Therefore, the 

concept of deviance versus normality is a social 

construct. That is, individuals are devalued 

because they display attributes that some call 

deviant (Kurzban & Leary, 2001). 

During the 2 decades following Goffman’s 

work in the 1960s, extensive criticism arose 

concerning the impact and long-term conse-

quences of stigma on social identity. In the area 

of mental illness, critics resisted the theory that 

stigma could contribute to the severity and chro-

nicity of mental illness. In a series of studies, 

Link proposed a modified labeling theory that 

asserted that labeling, derived from negative 

social beliefs about behavior, could lead to 

devaluation and discrimination. Ultimately, 

these feelings of devaluation and discrimination 

could lead to negative social consequences 

(Link, 1987; Link et al., 1989; Link et al., 1997). 

Those who are labeled with mental illness often 

are excluded from social activities and discrimi-

nated against when they do participate.

In 1987, Link compared the expectations of 

discrimination and devaluation and the severity 

of demoralization among clients with newly 

diagnosed mental illness, repeat clients with 

mental illness, former clients with mental ill-

ness, and community residents (Link, 1987). He 

found that both new and repeat clients with 

mental illness scored higher on measures of 

demoralization and discrimination than commu-

nity residents and former clients with mental ill-

ness. Further, he demonstrated that high scores 

were related to income loss and unemployment.

In 1989, Link and colleagues tested a mod-

if ied labeling theory on a similar group of 

clients with newly diagnosed mental illness, 

meet strangers, certain appearances help us 

anticipate what Goffman called “social iden-

tity.” This identity includes personal attributes, 

such as competence, as well as structural ones, 

such as occupation. For example, university stu-

dents usually tolerate some eccentricities in 

their professors, but stuttering, physical handi-

caps, or diseases may bestow a social identity of 

incompetence. Although this identity is not 

based on actuality, it may be stigmatizing.

One’s social identity may include: 1) physi-

cal activities, 2) professional roles, and 3) the 

concept of self. Anything that changes one of 

these, such as a disability, changes the individu-

al’s identity and, therefore, potentially creates a 

stigma (Markowitz, 1998). Goffman (1963) 

used the idea of social identity to expand previ-

ous work done on stigma. His theory defined 

stigma as something that disqualifies an indi-

vidual from full social acceptance. Goffman 

argued that social identity is a primary force in 

the development of stigma, because the identity 

that a person conveys categorizes that person. 

Social settings and routines tell us which cate-

gories to anticipate. Therefore, when individuals 

fail to meet expectations because of attributes 

that are different and/or undesirable, they are 

reduced from accepted people to discounted 

ones—that is, they are stigmatized.

Goffman recognized that people who had 

stayed in a psychiatric institute or a prison were 

labeled. To label a person as different or deviant 

by powers of the society is applying a stigma 

(Goffman, 1963). In general, labeling theory is 

the way that society labels behaviors that do not 

conform to the norm. For instance, an individual 

experiencing constant drooling or the leakage of 

food that requires frequent wiping of the mouth 

exhibits behaviors different from the norm. The 

diff iculty in swallowing may be labeled by 



different dimensions, which have different 

effects on self. Rejection and social isolation 

lead to diminished self-esteem. Social isolation 

influences body image. A lack of sense of per-

sonal control stems from social isolation and 

financial insecurity. Social isolation appears to 

be the only dimension of stigma that affects 

each component of self.

Camp, Finlay, and Lyons (2002) questioned 

the inevitability of the effects of stigma on self 

based on the hypothesis that, in order for stigma 

to exert a negative influence on self-concept, the 

individuals must first be aware of and accept the 

negative self-perceptions, accept that the iden-

tity relates to them, and then apply the negative 

perceptions to themselves. A study of women 

with long-term mental health problems found 

that these women did not accept negative social 

perceptions as relevant to them. Rather, they 

attributed the negative perceptions to deficien-

cies among those who stigmatized them. These 

researchers found no evidence of the passive 

acceptance of labels and negative identities. 

These women appeared to avoid social interac-

tions where they anticipated feeling different 

and excluded, and formed new social net-

works with groups in which they felt accepted 

and understood. Whereas they acknowledged 

the negative consequences of mental illness, 

there did not appear to be an automatic link 

between these consequences and negative self- 

evaluation. Factors that contributed to a positive 

self-evaluation included membership in a sup-

portive in-group, finding themselves in a more 

favorable circumstance than others with the 

same problems, and sharing experiences with 

others who had knowledge and insight about 

mental illness.

In summary, stigma, defined as discredit-

ing another, arises from widely held social 

repeat clients with mental illness, former cli-

ents, untreated clients, and community residents 

who were well (Link et al., 1989). They found 

that all groups expected clients to be devalued 

and discriminated against. They also found that, 

among current clients, the expectation of deval-

uation and discrimination promoted coping 

mechanisms of secrecy and withdrawal. Such 

coping mechanisms have a strong effect on 

social networks, reducing the size of those net-

works to persons considered to be safe and 

trustworthy.

In 1997, Link and colleagues tested modi-

fied labeling theory in a longitudinal study that 

compared the effects of stigma on the well-

being of clients who had mental illness and a 

pattern of substance abuse to determine the 

strength of the long-term negative effects of 

stigma and whether the effects of treatment have 

counterbalancing positive effects (Link et al., 

1997). They found that perceived devaluation 

and discrimination, as well as actual reports of 

discrimination, continued to have negative 

effects on clients even though clients were 

improved and had responded well to treatment. 

They concluded that healthcare professionals 

attempting to improve quality of life for clients 

with mental illness must contend initially with 

the effects of stigma in its own right to be 

successful.

Fife and Wright (2000) studied stigma 

using modified labeling theory as a framework 

in individuals with HIV/AIDS and cancer. They 

found that stigma had a significant influence on 

the lives of persons with HIV/AIDS and with 

cancer. However, they also found that the nature 

of the illness had few direct effects on self- 

perception, whereas the effects on self appeared 

to relate directly to the perception of stigma. 

Their f indings suggested that stigma has 
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complete this task, the adolescent must be able 

to utilize formal operational thinking within a 

context of expanded social experiences to evolve 

a sense of self that integrates not only the simi-

larities, but also the differences observed 

between the self and others. Social interactions 

and messages from the sociocultural environ-

ment about what is desirable and what is not 

desirable guide and direct the adolescent toward 

an identity that incorporates desired similarities 

and rejects undesired differences. The influences 

and preferences of peers become important as 

the adolescent seeks acceptance of this newly 

developed sense of identity. The skill of labeling 

and stigmatizing individuals with intolerable 

differences is wielded with frightening force and 

sometimes terrible consequences—the 1999 

Columbine High School tragedy is one example.

Intolerance often results in bullying and 

peer aggressiveness in the adolescent. Wang, 

Iannotti, Luk, and Nansel (2010) examined sub-

types of bullying in a national sample of 7,475 

adolescents in the United States. Bullying of all 

types (verbal, physical, relational, cyber, and 

cell phone) that occurred among students in 

grades 6 to 10 was related to depression, physi-

cal injuries, and increased medication use to 

manage nervousness and insomnia. Bullying, 

including cyberbullying, has also been linked to 

suicidal thoughts and behaviors in the adoles-

cent (Brunstein Klomek, Sourander, & Gould, 

2010; Hinduja & Patchin, 2010).

Normal adolescent maturation may include 

dealing with sudden growth spurts, changes in 

body image, and even acne associated with fluc-

tuating hormone levels. Australian researchers 

(Magin, Adams, Heading, Pond, & Smith, 2006) 

explored the experience of adolescents living 

with very visible skin disorders (e.g., severe 

acne, psoriasis). These youth (aged 11–18 years) 

beliefs about personality, behavior, and illness, 

and is communicated to individuals through a 

process of socialization. When individuals dis-

play the condition that engenders the mark of 

discredit, they may experience social devalua-

tion and discrimination. Stigma clearly attaches 

to individuals with mental illness as well as indi-

viduals with infectious and terminal diseases. 

Stigma may produce changes in perception of 

body image, social isolation, rejection, loss of 

status, and perceived lack of personal control. 

However, there is some evidence to suggest that 

stigma does not attach universally to individuals 

with marked behavior or conditions. Some indi-

viduals appear resistant to stigma, identifying 

flaws in the society conveying the negative 

beliefs. These individuals share experiences 

with others who have knowledge of and sensi-

tivity to being stigmatized and benefit from the 

ability to perceive themselves as equal to or bet-

ter off than others with the same condition.

Unique Aspects of Stigma

There are special circumstances in which stigma 

can be perceived with enhanced distinction. 

Individuals who lack a fully developed sense of 

personal identity and who are reliant upon 

external sources to reinforce their internal sense 

of worthiness may be uniquely prone to a sense 

of stigma. Adolescence can be used as an exam-

ple. There are aspects of society that tend to be 

highly valued by individuals, and when that 

society communicates stigma, the stigmatizing 

beliefs are uniquely powerful. Religion and cul-

ture are examples, as well as issues concerning 

self-infliction and punishment.

The task of developing a stable, coherent 

identity is one of the most important tasks of 

adolescence (Erikson, 1968). To successfully 



outweighed the need to protect oneself. The 

concepts of self-worth and self-esteem are inter-

woven with stigma.

Most stigmas are perceived as threatening 

by and to others. Criminals and social deviants 

are stigmatized because they create a sense of 

anxiety by threatening society’s values and safety. 

Similarly, encounters with sick and disabled indi-

viduals also cause anxiety and apprehension, but 

in a different way. The encounter destroys the 

dream that life is fair. Sick people remind us of 

our mortality and vulnerability; consequently, 

physically healthy individuals may make nega-

tive value judgments about those who are ill or 

disabled (Kurzban & Leary, 2001). For example, 

some sighted individuals may regard those who 

are blind as being dependent or unwilling to take 

care of themselves, an assumption that is not 

based on what the blind person is willing or able 

to do. Individuals with AIDS are often subjected 

to moral judgment. Those with psychiatric illness 

have been stigmatized since medieval times 

(Keltner, Schwecke, & Bostrom, 2003). As a 

result, these individuals deal with more than their 

symptomatology; on a daily basis they contend 

with those who perceive them as less worthy or 

valuable, because they possess a stigma.

Some individuals are stigmatized because 

the behavior or difference is considered to be 

self-inflicted and, therefore, less worthy of 

help. Alcoholism, drug-related problems, and 

mental illness are frequently included in this 

category (Crisp et al., 2000; Ritson, 1999). In 

fact, alcoholism as a disease is highly stigma-

tized as compared to other mental illnesses 

(Schomerus et al., 2010). HIV/AIDS and hep-

atitis B are examples of infectious diseases in 

which the mode of infection is considered to 

be self-inflicted as a result of socially unac-

ceptable  behavior ;  therefore ,  a ffec ted 

were stigmatized and frequently were the targets 

of teasing and bullying behaviors by peers.

Culture may determine stigma as well. For 

some conditions, such as traumatic brain injury 

(Simpson, Mohr, & Redman, 2000), HIV/AIDS 

(Heckman et al., 2004), and epilepsy (Baker, 

Brooks, Buck, & Jacoby, 2000), stigma and 

social isolation cross cultural boundaries. On the 

other hand, in a study of attitudes about home-

lessness in 11 European cities, Brandon, Khoo, 

Maglajlie, and Abuel-Ealeh (2000) found 

marked differences in attitudes between coun-

tries, with high levels of stigma predominating in 

former Warsaw Pact countries. A determination 

of racial and/or cultural inferiority of a minority 

group by a dominant group may result in racism, 

discrimination, and stigma (Weston, 2003).

Religion may also play a role in stigma. In a 

study of five large religious groups in London 

that examined attitudes about depression and 

schizophrenia, it was found that fear of stigma 

among nonwhite groups was prevalent, and par-

ticularly the fear of being misunderstood by 

white healthcare professionals not of the same 

religious group (Cinnirella & Loewenthal, 1999).

The label and associated stigma of a dis-

ability or disease excludes individuals from 

social interaction or alters social relationships 

whereas their intellectual or physical handicaps 

alone may not (Link et al., 1997). Vulnerable 

populations are in jeopardy of forming 

unhealthy relationships. Results from a South 

African study (Rohleder, 2010) indicated that 

the stigma of disability increased participation 

in risky behaviors. Individuals with a physical 

or mental disability were more likely to engage 

in unsafe sexual practices, thereby increasing 

their risk of contracting HIV/AIDS. The desire 

to form an attachment and establish a physical 

relationship with another human being 
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the mental illness stereotype rather than to the 

person’s actual physical and mental capabilities.

Similarly, Herek, Capitanio, and Widaman 

(2003) reported on the stigmatizing effects of 

the label of HIV/AIDS. They found that those 

individuals who reported a perceived reduction 

in the level of stigma attached to HIV/AIDS 

overall still generally expressed negative feel-

ings toward people with AIDS and favored a 

name-based reporting system such as that used 

by the public health department for other com-

municable diseases.

Types of Stigma

Stigma is a universal phenomenon and every 

society stigmatizes. Goffman (1963) distin-

guished among three types of stigma. The first 

is the stigma of physical deformity. The actual 

stigma is the deficit between the expected norm 

of perfect physical condition and the actual 

physical condition. For example, many chronic 

conditions create changes in physical appear-

ance or function. These changes frequently 

create a difference in self- or other-perception 

(see Chapter 6). 

Stigma can arise from a normal physiologi-

cal process—aging. The normal aging process 

creates a body far different from the television 

commercial “norm” of youth, physical beauty, 

and leanness. Younger people tend to differenti-

ate themselves from older people based on the 

differences in appearances, physique, and men-

tality. Butler (1975) first termed “the process of 

systemically stereotyping and discriminating 

against people because they are old” as ageism 

(p. 894). Detrimental consequences may follow 

after labeling a person as elderly, senior citizen, 

or aged. For example, a person who is hard of 

hearing may refuse to use a hearing aid to avoid 

individuals are stigmatized (Halevy, 2000; 

Heckman et al., 2004).

In the past, the words “shame” and “guilt” 

were used to describe a concept similar to 

stigma—a perceived difference between a 

behavior or an attribute and an ideal standard. 

From this perspective, guilt is defined as self-

criticism, and shame results from the disap-

proval of others. Guilt is similar to seeing 

oneself as discreditable. Shame is a painful feel-

ing caused by the scorn or contempt of others. 

For example, a person with alcoholism may feel 

guilty about drinking and also feel ashamed that 

others perceive his or her behavior as less than 

desirable.

Whenever a stigma is present, the devaluing 

characteristic is so powerful that it overshadows 

other traits and becomes the focus of one’s per-

sonal evaluation (Kurzban & Leary, 2001). This 

trait, or differentness, is sufficiently powerful to 

break the claim of all other attributes (Goffman, 

1963). As an example, the fact that a nurse has 

unstable type I diabetes may cancel her/his 

remaining identity as a competent health profes-

sional. The stigma attached to a professor’s 

stutter may overshadow academic competence.

The extent of stigma resulting from any 

particular condition cannot be predicted. 

Individuals with a specific disease do not uni-

versally feel the same degree of stigma. On the 

other hand, very different disabilities may pos-

sess the same stigma. In writing about individu-

als with mental illness, Link and colleagues 

(1997) described variations in symptomology 

among them; however, individuals without 

 mental illness did not take those variations into 

account. All individuals who were disabled were 

seen as sharing the same stigma—mental 

 illness—regardless of their capabilities or sever-

ity of their illness. That is, people responded to 



healthcare professionals agree that prejudice 

has no place in the healthcare delivery system. 

Although some professionals display both sub-

tle and overt intolerance, others strive to treat 

persons of every age, race, and nationality with 

sensitivity. However, prejudice against individu-

als with chronic illnesses exists as surely as 

racial or religious prejudice.

The three types of stigma may overlap and 

reinforce each other (Kurzban & Leary, 2001). 

Individuals who are already socially isolated 

because of race, age, or poverty will be addi-

tionally hurt by the isolation resulting from 

another stigma. Heukelbach and Feldmeier 

(2006) stated that scabies infestations are asso-

ciated with poverty in undeveloped countries, 

which contributes to the stigmatization of both 

diagnosis and treatment. Those who are finan-

cially disadvantaged or culturally distinct (that 

is, stigmatized by the majority of society) will 

suffer more stigma should they become dis-

abled. Poor women with HIV feared the stigma 

associated with HIV/AIDS more than dying of 

the disease (Abel, 2007).

Psychologists and sociologists have built on 

Goffman’s theory to address the concepts of felt 

stigma and enacted stigma (Jacoby, 1994; 

Scambler, 2004). Felt stigma is the internalized 

perception of being devalued or “not as good as” 

by an individual. It may be related to fears of 

being treated differently or of being labeled by 

others, even though the stigmatizing attribute is 

not known or outwardly apparent. The other 

component of felt stigma is shame (Scambler, 

2004). Individuals view themselves as discredit-

able. The quote at the beginning of this chapter is 

an example of a client experiencing felt stigma. 

Enacted stigma, on the other hand, refers to 

behaviors and perceptions by others toward the 

individual who is perceived as different. Enacted 

being labeled as “getting old”. In fact, hearing 

loss was considered a perceived stigma in aging 

and the use of hearing aids was associated with 

being disabled in one longitudinal qualitative 

study (Wallhagen, 2010). In another study, 

adults (n = 103) 60 to 70 years old were found 

to be more sensitive to stereotyping threats 

affecting memory performance (Hess, Hinson, 

& Hodges, 2009). In other words, if the older 

adult is conscious of how his or her behavior 

may reflect negatively on the older adult popula-

tion, he or she may have increased anxiety and 

reduced memory capacity. Although physical 

decline, loneliness, and depression in the older 

adult have been well documented in the litera-

ture, interventions must be implemented to 

enhance “positive aging” (Stephens & Flick, 

2010). Health promotion and positive aging atti-

tudes can only be accomplished when the stigma 

of ageism is abolished. 

The second type of stigma is that of charac-

ter blemishes. This type may occur in individu-

als with HIV/AIDS, alcoholism, mental illness, 

or sexually transmitted diseases. For example, 

individuals infected with HIV face considerable 

stigma because many believe that the infected 

person could have controlled the behaviors that 

resulted in the infection (Halevy, 2000; 

Heckman et al., 2004; Herek et al., 2003; 

Weston, 2003). Likewise, individuals with eat-

ing disorders such as anorexia nervosa fear 

being stigmatized (Stewart, Keel, & Schiavo, 

2006). The fear of stigma can be a major barrier 

to seeking treatment.

The third type of stigma is tribal in origin 

and is known more commonly as prejudice. This 

type of stigma originates when one group per-

ceives features of race, religion, or nationality 

of another group as deficient compared with 

their own socially constructed norm. Most 

Theoretical Frameworks: Stigma, Social Identity, and Labeling Theory 53



54 CHAPTER 3 / Stigma

cancer. Both the cancer and the assistive device 

may not be readily visible, but once the person 

begins to speak, the individual is at risk of being 

labeled as “different” by others.

American values contribute to the perception 

of chronic illness as a stigmatizing condition. 

That is, the dominant culture emphasizes quali-

ties of youth, attractiveness, and personal accom-

plishment. The work ethic and heritage of the 

Western frontier provide heroes who are strong, 

conventionally productive, and physically healthy. 

Television and magazines demonstrate, on a daily 

basis, that physical perfection is the standard 

against which all are measured, yet these societal 

values collide with the reality of chronic disease. 

A discrepancy exists between the realities of a 

chronic condition, such as arthritis or HIV/AIDS, 

and the social expectation of physical perfection.

A disease characteristic or one having an 

unknown etiology may contribute to the stigma 

of many chronic illnesses. In fact, any disease 

having an unclear cause or ineffectual treatment 

is suspect, including Alzheimer’s disease (Jolley 

& Benbow, 2000) and anxiety disorders (Davies, 

2000). Clients with Alzheimer’s disease also 

may be stigmatized because of perceptions relat-

ing to their level of decision-making competence 

(Werner, 2006). Diseases that are somewhat 

mysterious and at the same time feared, such as 

leprosy, are often felt to be morally contagious.

Stigma can be associated with inequitable 

treatment, although the relative severity of such 

inequitable treatment often varies with the 

degree of severity of the stigmatized condition. 

For example, public policy about HIV/AIDS has 

acted both to increase accessibility to treatment 

and potentially to limit the civil rights of the 

stigmatized individuals (Herek et al., 2003). In 

addition, the shame, guilt, and social isolation 

of some stigmatized individuals may lead to 

stigma is the situational response of others to a 

visible, overt stigmatizing attribute of another 

(Jacoby, 1994; Scambler, 2004). Hesitating or 

failing to shake hands with a person who has 

vitiligo, a dermatologic condition characterized 

by hypopigmentation of the skin, is an example 

of enacted stigma.

Felt and enacted stigma may overlap. 

“Smoke-free” regulations are now in effect across 

the United States and abroad. Whereas these laws 

have been enacted to protect the public from the 

carcinogens and toxins present in secondhand 

smoke, the smoking behavior may be viewed as an 

unfavorable attribute. By association, the individ-

ual who smokes may be seen as “less than” or as 

less favorable. Thus, the individuals who smoke 

may experience both felt stigma and enacted 

stigma. Indeed, some smokers and recent ex-

smokers in Scotland described themselves as “lep-

ers” (Ritchie, Amos, & Martin, 2010). The 

temporary segregation occurring as a result of 

“smoking sections” led them to stigmatize them-

selves as well as their behaviors and that of other 

smokers.  

Stigma is prevalent in our society and, once 

it occurs it endures (Link et al., 1997). If the 

cause of stigma is removed, the effects are not 

easily overcome. An individual’s social identity 

has already been influenced by the stigmatizing 

attribute. A person with a history of alcoholism 

or mental illness continues to carry a stigma in 

the same way that a former prison inmate does. 

Chronic Disease as Stigma

Individuals with chronic illness present devia-

tions from what many people expect in daily 

social interchanges. In general, most people do 

not expect to meet someone with an electronic 

voice-box following treatment for laryngeal 



The Individual Living with Stigma

Stigmatized individuals respond to the reac-

tions of others in a variety of ways. They are 

often unsure about the attitudes of others and, 

therefore, may feel a constant need to make a 

good impression. Individuals living with stigma 

each and every day may choose to accept soci-

ety’s or others’ view of them, or choose to reject 

others’ discrediting viewpoints. Culture may 

limit the coping choices that are available, par-

ticularly in relation to disclosing a mental ill-

ness. In a study of West Indian women coping 

with depression, Schreiber, Stern, and Wilson 

(2000) found that “being strong” was the cul-

turally sanctioned behavior for depression, 

rather than disclosure.

Passing

Passing oneself off as “normal” is one strategy 

used by individuals living with a stigmatizing 

condition. Pretending to have no disability or a 

less stigmatic identity (Dudley, 1983; Goffman, 

1963; Joachim & Acorn, 2000) may be an 

option if the stigmatizing attribute is not readily 

visible. Passing is a viable option for those with 

felt stigma associated with conditions such as 

type II diabetes or a positive AIDS antibody test 

but no symptoms. The process of passing may 

include the concealment of any signs of the 

stigma. Some individuals refuse to use adaptive 

devices, such as hearing aids, because this tells 

others of their disability. Another example is the 

abused client who provides reasonable explana-

tions for bruises, swelling, and injuries. The 

practice of “passing” may significantly impair 

the health-seeking behavior of the abused indi-

vidual, particularly where sociocultural barriers 

to disclosure exist (Bauer, Rodriguez, Quiroga, 

& Flores-Ortiz, 2000).

inequitable treatment for their families. Because 

of the secrecy associated with being HIV-

positive, affected clients and family members 

may not be able to access needed mental health, 

substance abuse rehabilitation, or infectious dis-

ease therapies (Salisbury, 2000).

The stigma associated with HIV/AIDS or the 

associated high-risk behaviors may impact public 

health screening efforts (Glasman, Weinhardt, 

DiFranceisco & Hackl, 2010). Men of Mexican 

descent were less likely to participate in free HIV-

screening events. Findings suggested that partici-

pation in HIV testing could stigmatize these men 

due to the association of HIV infection with high-

risk behaviors (men having sex with men, illicit 

drug use). By avoiding testing, these men were 

avoiding the possibility of enacted stigma. A 

study of Irish women of childbearing age found 

the same reasoning behind avoiding screening for 

chlamydia (Balfe et al., 2010). Undergoing 

screening for the disease was associated with 

risky behaviors and promiscuity, which would 

result in felt stigma and possibly enacted stigma.

This chapter has defined stigma and pre-

sented a framework for understanding stigma as a 

social construct. All types of stigma share a com-

mon tie: In every case, an individual who might 

have interacted easily in a particular social situa-

tion may now be prevented from doing so by the 

discredited trait. The trait may become the focus 

of attention and potentially turn others away.

IMPACT OF STIGMA  

Stigma has an impact on both the affected indi-

vidual and those persons who do not share the 

particular trait. Responses to stigma vary and 

will be discussed from the perspective of the 

person living with stigma, the layperson, and 

the healthcare professional.
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CASE STUDY

Case Study #1Case Study #1

Richard Wilson is a 43-year-old, married, high school science teacher. He is 100 pounds over-

weight and smokes cigarettes (1 pack per day for the past 20 years). He is thankful that he is in 

reasonably good health, although he does state that “my doctor started making me take a blood 

pressure pill every day when I saw her 2 months ago.” Mr. Wilson lives in a state that has 

recently enacted smoke-free legislation. He rarely travels because he is concerned that he “will 

not fit in those tiny airplane seats.”

Discussion QuestionsDiscussion Questions

1. What type of stigma is Mr. Wilson at risk for? How would you assess this client’s self-

perception of stigma?

2. What strategies can the healthcare provider offer this client to reduce the effects of 

stigma?

3. At Mr. Wilson’s next blood pressure check appointment, how can the nurse evaluate 

whether the client has made progress in reducing felt and/or enacted stigma?

4. What strategies can the healthcare professional use to help break through the barriers of 

enacted stigma by members of the healthcare team toward individuals with negatively 

perceived lifestyle behaviors?

5. One goal stated in the Healthy People 2020 document is to promote healthy nutrition and 

weight. How can the healthcare professional assess nutritional status and make recom-

mendations for behavioral change without stigmatizing the individual? 

Case Study #2Case Study #2

Dr. Min Pak is a 78-year-old retired nursing professor from Korea. While visiting her son in the 

United States, she developed nausea, vomiting, diarrhea, and abdominal pain. She went to a nearby 

urgent care center. The nurse at the urgent care center just finished checking her vital signs.

Dr. Pak:  What are my blood pressure and temperature?

Nurse:  Blood pressure is a little low and you have a low-grade temperature.

Dr. Pak: Could you please tell me the numbers?

Nurse: Blood pressure is in the 90s and you have a slight fever. Trust me, you don’t 

need to know the exact numbers. By the way, when was the last time you had 

something to eat or drink, sweetie?

Dr. Pak:  [thinking]

Nurse: When did you last have something to eat or drink? [speaking louder and gestur-

ing eating and drinking with mouth and hand]

Dr. Pak: I heard you. That was 3 hours ago. 



to reflect on or discuss the painful incidents. Well 

adjusted individuals who are comfortable with 

their identity, have dealt with stigma for a long 

time, and choose not to respond to the reaction of 

others, may disregard it (Dudley, 1983).

Other examples are wheelchair athletes. 

These athletes disregard perceptions that their dis-

abilities prohibit them from participating in stren-

uous, athletic endeavors. Any person who has 

observed these well conditioned athletes racing 

their wheelchairs up hills in competitive meets 

may find it difficult to consider them discredited.

Going public with a serious medical diagno-

sis is another example of disregard by acting in 

the face of negative consequences. One positive 

aspect of going public is the potential for asser-

tive political action and social change. Celebrities 

such as Muhammed Ali, Earvin (Magic) Johnson, 

Michael J. Fox, and the late Christopher and 

Dana Reeve, among others, have captured public 

attention and acted positively to reduce enacted 

stigma by disclosing their personal struggles with 

a variety of conditions.

Resistance and Rejection

Similar to disregard, resistance and rejection are 

additional strategies used in response to stigma 

Covering

Because of the potential threat and anxiety- 

provoking nature of disclosing a stigmatizing 

difference, most people deemphasize their dif-

ferentness. This response, called covering, is an 

attempt to make the difference seem smaller or 

less significant than it really is (Goffman, 1963). 

Covering involves understanding the difference 

between visibility and obtrusiveness; that is, the 

condition is openly acknowledged, but its con-

sequences are minimized. Persons with special 

dietary requirements may deny the importance 

of maintaining the restriction in a social situa-

tion, even though they follow it. The goal is to 

divert attention from the defect, create a more 

comfortable situation for all, and minimize the 

risk of experiencing enacted stigma.

Humor, used in a skillful and lighthearted 

manner by the stigmatized individual, may 

decrease the anxiety of others and avoid an awk-

ward encounter. This form of covering neutral-

izes the anxiety-producing subject; therefore, it is 

no longer taboo and can more easily be managed.

Disregard

A person’s first response to enacted stigma may 

be disregard. In other words, they may choose not 

Nurse: You marked on the health form that you have chronic pancreatitis. How often 

and how much do you drink? And, of what kind?

Discussion QuestionsDiscussion Questions

1. What type of stigma is Dr. Pak experiencing?

2. Describe the nurse’s attitudes and perceptions of stigma.

3. What interventions to reduce stigma would you suggest the client and the healthcare pro-

vider implement?

4. What are the implications for professional nursing practice?

CASE STUDY (Continued)
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Information Management

In addition to the stigmatized individual, family 

members often acquire a secondary stigma as a 

result of association (Goffman, 1963) and must 

deal with their own responses to situations of 

enacted stigma. Mothers who are HIV-positive 

expend significant effort to protect their chil-

dren from the negative effects of disclosure of 

their HIV status (Sandelowski & Barroso, 

2003). Likewise, family members who care for 

persons with HIV/AIDS share the stigma and 

are discredited, resulting in rejection, loss of 

friends, and harassment (Gewirtz & Gossart-

Walker, 2000; Salisbury, 2000).

Information management is used by both 

the individual and loved ones in dealing with 

felt and enacted stigma. The world may be 

divided into a large group of people to whom 

they tell nothing and a small group of insiders 

who are aware of the stigmatizing condition. 

Healthcare professionals may use information 

management in an attempt to lessen the likeli-

hood of stigma for a client. For example, listing 

a diagnosis of Hansen’s disease or mycobacte-

rial neurodermatitis gives the client the option 

of revealing the alternate name of leprosy, with 

its accompanying historical stigma.

The Layperson: Responses 
to and Effects of Stigma

Responses of an individual to a stigmatized 

person vary with the particular stigma and the 

individual’s past conditioning. Because soci-

ety specifies the characteristics that are stig-

matized, it also teaches its members how to 

react to that stigma. Differences between 

groups based on nationality and culture have 

been found in attitudes toward those with dis-

abilities (Brandon et al., 2000; Cinnirella & 

(Dudley, 1983). Individuals may speak out and 

challenge rules and protocol if their needs are 

not met. More recently, Franks, Henwood, and 

Bowden (2007) noted that resisting and reject-

ing were strategies used by maternal mental 

health clients. These disadvantaged mothers 

outright rejected or actively resisted the judg-

ments of professionals who held negative opin-

ions. Broader societal misconceptions, such as 

the belief all teen mothers are on welfare, also 

were rejected. The use of resistance or rejection 

can be used to preserve or bolster a more posi-

tive self-identity and effect larger societal 

changes.

Isolation

Human beings have a proclivity for separating 

themselves into small subgroups because stay-

ing with one’s own group is easier, requires less 

effort, and, for some individuals, is more conge-

nial. However, this separation into groups tends 

to emphasize differences rather than similarities 

(Link et al., 1989; see Chapter 5).

Closed interaction from within may 

enhance one’s feelings of normality because the 

individual is surrounded by others who are simi-

lar (Camp et al., 2002). The process of isolation 

can occur any time outsiders are seen as threat-

ening or are reminders that the world is different 

from the in-group.

Staying with like others may be a source 

of support, but some individuals with a disabil-

ity or chronic illness may feel more comfort-

able when they are surrounded by nondisabled 

individuals. A young woman, disabled since 

birth, feels better around nondisabled people 

because she has always considered herself nor-

mal. Her attitude reminds us to use caution 

when making assumptions about the percep-

tions of others.



are a negative type of category. They are a social 

reaction to ambiguous situations and allow us to 

react to group expectations rather than to indi-

viduals. When individuals meet those with 

physical impairments, expectations are not clear 

(Katz, 1981). People often are at a loss as to 

how to react, so placing the individual with 

chronic illness in a stereotyped category reduces 

the ambiguousness toward him or her and makes 

the situation more comfortable for those doing 

the stereotyping. Much less effort is required to 

sustain a bias than is required to reconsider or 

alter it.

Using stereotypes to understand individu-

als decreases our attention to other positive 

characteristics (Hynd, 1958). Categorizing tends 

to make one see the world as a dichotomy. For 

example, people are categorized as either men-

tally delayed or not, even though mental capa-

bilities exist on a continuum, with all of us 

falling somewhere along the line.

Responses such as scapegoating and ostra-

cizing people with HIV/AIDS have increased 

the impact of this disease and delayed treatment 

(Distabile, Dubler, Solomon, & Klein, 1999; 

Rehm & Franck, 2000; Salisbury, 2000). These 

responses also impede appropriate health edu-

cation aimed at prevention.

Labeling

The label attached to an individual’s condition is 

crucial and influences the way we think about 

that individual. The diagnosis of HIV/AIDS is a 

powerful label, possibly resulting in the loss of 

relationships and jobs. People with learning dis-

abilities may not mind being called slow learn-

ers, but may be startled by being called mentally 

retarded (Dudley, 1983). Their response indi-

cates that they see this latter term as a negative 

label.

Loewenthal, 1999). Just as children learn to 

interact with others who are culturally differ-

ent by watching and listening to those around 

them, they also learn how to treat individuals 

with chronic illness or disabilities by incorpo-

rating societal judgments. Sadly, these reac-

tions are often negative. 

With the advances in telecommunication 

and electronic communication, the general pub-

lic is more aware of chronic physical and mental 

illnesses. Yet an online survey by the American 

Psychiatric Association (2010) on the percep-

tion of mental illness found that the stigma still 

persisted. Adults (n = 2,285) who responded to 

the survey revealed an increased acceptance 

to mental disorders, especially when they had a 

personal experience of the disease with family 

and friends. Other responders kept a more open 

mind after obtaining accurate information on 

mental illnesses from the mass media, celebrity 

figures, and Internet sources. 

Devaluing

People may believe that the person with the 

stigma is less valuable, less human, or less 

desired. Unfortunately, many of us practice 

more than one kind of discrimination and, by so 

doing, effectively reduce the life chances of the 

stigmatized individual (Goffman, 1963). 

Devaluing results in enacted stigma as demon-

strated by those who categorize individuals as 

inferior or even dangerous. Use of words such 

as “cripple” or “moron” also represent a devalu-

ing of individuals.

Stereotyping

Categories simplify our lives. Instead of having 

to decide what to do in every situation, we can 

respond to categories of situations. Stereotypes 
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(2005) studied the stigma of mental illness in 

the hospital setting. Labeling a client as men-

tally ill had a negative impact on both the client 

and the healthcare professional. Clients believed 

that they were ignored or treated differently 

because they had mental illness. They feared 

how the healthcare professional would respond 

to them. The healthcare professional showed 

disbelief toward physical ailments because the 

client had “mental disease.” Healthcare provid-

ers also assumed that mental illness was associ-

ated with an unpredictable behavior that might 

affect the healthcare professional–client rela-

tionship (Liggins & Hatcher, 2005). Clearly, 

interventions to reduce perceptions of stigma 

and episodes of enacted stigma in the hospital 

setting are needed.

The attitude of the healthcare provider is 

vital in reducing the stigma associated with 

chronic illness. Healthcare professionals who 

are nonjudgmental, empathic, and knowledge-

able were observed to reduce the perception of 

stigma in a specialized HIV/AIDS unit. Stigma 

was minimized when nurses and other interdis-

ciplinary team members identified themselves 

with the behaviors of the clients, held a positive 

view of the disease, and reached consensus in 

the delivery of appropriate care (Hodgson, 

2006).

Another study of medical students’ per-

spectives of illness disclosed a surprising aspect 

of stigma. Medical students revealed a high 

level of concern over the perception of social 

stigma attached to their own personal health 

problems and the resulting professional jeop-

ardy they might encounter upon disclosure 

(Roberts, Warner, & Trumpower, 2000).

Healthcare professionals potentially dis-

play all the reactions and responses toward 

 discredited individuals that laypersons do. 

Professional Responses: Attitudes 
and Perceptions of Stigma

In the United States, most healthcare profession-

als share the American dream of achievement, 

attractiveness, and a cohesive, healthy family. 

These values influence our perceptions of indi-

viduals who are disabled, chronically ill, or other-

wise considered “less than normal.” Although the 

factors that contribute to these individual differ-

ences vary, the consequences of stigma associated 

with chronic illnesses are similar in different 

health conditions and cultures (Van Brakel, 2006).

Attitudes

It is not surprising that society’s values and defi-

nitions of stigma affect the attitudes of health-

care professionals. Attitudes can be changed by 

interactions with clients and acquaintances with 

chronic illness (Sandelowski & Barroso, 2003). 

Students’ confidence in clients’ ability to cope 

with a disease increased with professional expe-

rience. In a similar manner, knowing someone 

with a chronic disease increased positive atti-

tudes. When healthcare professionals (general 

practitioners, nurses, and counselors) were 

asked about their perceptions of depression 

among older adults, they agreed that the older 

adults displayed embarrassment and shame 

when disclosing feelings of depression. Older 

adults were perceived as reluctant to seek men-

tal health services because depression was iden-

tified as a stigma. Whether these perceptions of 

the healthcare professionals are consistent with 

those of the older adults will require further 

examination (Murray et al., 2006).

Perceptions

Healthcare professionals’ perceptions of stigma 

affect care outcomes. Liggins and Hatcher 



Health Reform Act proposed an increase in cov-

erage in the treatment of mental illness and sub-

stance abuse. Clients with a pre-existing health 

condition such as cancer, HIV/AIDS, substance 

abuse, or mental illness will not be denied treat-

ment. Funding will be provided to develop pro-

grams in Medicaid and in the community to 

improve the coordination and quality of behav-

ioral healthcare services. In addition, grants will 

be offered for projects and research to increase 

the public awareness of mental health and sub-

stance abuse prevention and management. It is 

hoped that by increasing awareness of the nature 

of chronic illnesses and addictions among the 

general public, and with increased accessibil-

ity to health care for all, the issue of stigma 

attached to the aforementioned problems will be 

decreased.

Healthcare Professional and Client 
Interactions

The healthcare professional who is aware of his 

or her own biases, beliefs, and behaviors has 

already begun to mitigate the effects of stigma 

for the client and family members. Being aware 

of the societal context and implications that a 

diagnosis of chronic illness carries with it 

enables the healthcare professional to work with 

the client to develop strategies to prevent, 

reduce, or cope with potentially stigmatizing 

conditions.

Professional Attitudes: Cure versus Care

Traditionally, the goal of health care has been to 

cure the client. Because chronic illness is now 

more prevalent than infectious disease or acute 

illness, this criterion of success may be inappro-

priate. Cure is neither essential nor necessary in 

order that the client benefit. Instead, caring, 

Therefore, caregivers need a thorough under-

standing of these responses if we are to over-

come the effects of stigmatizing behavior or to 

eliminate it outright. Understanding the concept 

of stigma increases one’s ability to plan inter-

ventions for clients with chronic illnesses 

(Joachim & Acorn, 2000).

INTERVENTIONS: COPING WITH 
STIGMA OR REDUCING STIGMA  

A chronic illness or disability imposes various 

constraints on an individual’s life. The stigma of 

a specif ic disorder adds additional burdens, 

often far greater than those caused by the disor-

der itself (Joachim & Acorn, 2000). Individuals 

with chronic conditions usually receive medical 

treatment, but few interventions may be directed 

at reducing the effects of the associated stigma.

Helping others to manage the effects of 

stigma is not simple and should be approached 

with care. At best, change will be slow and 

uneven. However, consistent and knowledgeable 

interventions aimed specifically at reducing the 

impact of stigma are as crucial as those that 

reduce blood pressure or chronic pain. The fol-

lowing section discusses appropriate strategies 

healthcare providers can employ in their prac-

tice to address the issue of stigma.

National Healthcare Reform

Alleviating stigma is more effective in a politi-

cally supportive environment. As part of the 

healthcare reform under the Obama administra-

tion, the U.S. Congress passed the Health 

Reform Act (Healthcare.gov, 2010). This act 

combined both the Patient Protection and 

Affordable Care Act and the Healthcare 

Education and Reconciliation Act of 2010. The 
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relationship that can be mutually satisfying. In 

other words, the client should be as satisfied 

with the recommendations and decisions as 

the provider is. In addition, each party depends 

on the other for information culminating in a 

satisfactory solution. The client needs the pro-

vider’s experience and expertise; the provider 

needs not only the client’s history and symp-

toms but his or her priorities, expectations, 

and goals. Sometimes a choice between treat-

ments with relatively equal mortality rates is 

necessary—for example, surgery or radiation 

for cancer treatment. The professional can 

offer expert knowledge regarding long-term 

effects of radiation and changes in body image 

due to surgery. The client must decide the rela-

tive value of side effects of the alternative pro-

posed treatments. Because the “right” decision 

depends on the individual, input from both cli-

ent and healthcare provider is necessary to 

produce a course of action that is mutually 

acceptable.

When healthcare professionals become 

more comfortable with allowing clients a 

greater range of participation and decision mak-

ing, the relationship decreases some of the stig-

matizing effects of the disability. Healthcare 

professionals must create an atmosphere in 

which individuals with chronic conditions not 

only are expected to cooperate, but are encour-

aged to express their concerns, observations, 

expectations, and limitations. Together, they 

explore alternative strategies and decide on one 

that is agreeable to both. When a client’s priori-

ties and goals are valued and incorporated into 

the regimen, an increased sense of acceptance 

emerges. Therefore, the respect and regard for 

clients demonstrated by this model provide 

effective tools to counteract some stigmatizing 

effects of illness.

demonstrated by valuing and assisting, should 

be the criterion. With the increasing number of 

people with chronic illnesses, professionals 

must learn to accept those characteristics 

accompanying chronic illness: an indeterminate 

course of disease, relapses, and multiple treat-

ment modalities. Cost containment is a central 

focus in healthcare delivery. Providers must not 

lose sight, however, of health policy consider-

ations that include ideas of personhood and 

equitable health care sensitive to the reality of 

stigmatizing chronic illness (Gewirtz & 

Gossart-Walker, 2000; Roskes, Feldman, 

Arrington, & Leisher, 1999; Salisbury, 2000).

The Mutual Participation Model

The manner in which health care is delivered 

may increase or decrease the effects of stigma. 

Encouraging a client’s participation in health-

care decision making is an outward demonstra-

tion of respect and regard for that person. 

Establishing the client as a partner in setting 

goals demonstrates one’s acceptance and valu-

ing of the individual. On the other hand, when 

healthcare professionals make decisions regard-

ing treatment or goals without consulting a cli-

ent, they reinforce the person’s feeling of being 

discredited or discreditable. Therefore, any 

mode of care delivery that increases client par-

ticipation enhances that person’s perception of 

self-worth and reduces the effects of stigma. 

The mutual participation model is the model of 

choice in managing chronic diseases because it 

enhances the client’s feelings of self-worth. The 

client is responsible for long-term disease man-

agement, and the healthcare professional is 

responsible for helping the client help him- or 

herself.

Mutual participation divides power evenly 

between professional and client and leads to a 



possible and the degree assumed possible by those 

who are not disabled. If the difference can be 

resolved, nonacceptance ceases to be a problem.

The remedy for this dilemma is simple. 

Nondisabled individuals can simply indicate 

that they want the disabled individual to partici-

pate, leaving to him or her the decision of 

whether to become involved. Perhaps the indi-

vidual with the disability would like to partici-

pate, but in a different way. For example, the 

young adult who has juvenile arthritis may not 

regret being unable to actually fish if he or she 

can go along on the trip and spend time social-

izing with friends. Healthcare professionals can 

encourage their clients to look for these oppor-

tunities to participate as they are able.

Family members or significant others who 

are involved in the client’s care must not be for-

gotten. An ethnographic study of immediate 

family members of burn survivors explored the 

perceptions of stigma (Rossi, Vila Vda, Zago, & 

Ferreria, 2005). The stigma associated with the 

burn and the accompanying feelings of loss of 

control affected both the client and the family. 

The family had fears of facing the reactions 

from society, which encompassed feelings of 

sadness, anger, denial, resignation, and/or anxi-

ety. Some family members expressed feelings of 

shame when living with someone whose role 

and appearance changed due to the burn inju-

ries. Thus, it is imperative that the perceptions 

of both the stigmatized person and the family 

are assessed.

Client-Centered Interventions

Strategies to Increase Self-Worth

Societal norms and values are a major determi-

nant of an individual’s sense of self-esteem and 

self-worth. The person who does not possess the 

Healthcare professionals who establish a 

therapeutic relationship with their client are ide-

ally situated to assess their client’s perceptions 

of felt or enacted stigma. Asking open-ended 

questions to ascertain how the client perceives 

himself or herself, the meaning of the disease to 

the client, and types of interactions with others 

may elicit valuable information. Family mem-

bers and significant others may be included in 

the assessment as well.

It is particularly important to distinguish 

between nonparticipation and nonacceptance 

when caring for stigmatized individuals. 

Nonparticipation is an abstinence from social 

activities that is based on limitations caused by 

a disability or illness. Nonacceptance, on the 

other hand, is a negative attitude—a resistance 

or reluctance on the part of the nondisabled per-

son to admit the disabled person to various 

kinds and degrees of social relationships 

(Ladieu-Leviton, Adler, & Dembo, 1977). A 

person with a disability who chooses not to join 

a camping trip is a nonparticipant; the physical 

disability serves as the basis for that person’s 

decision not to participate. Deciding not to 

invite that person to join the group, whether or 

not participation is possible, is nonacceptance; 

it preempts the person’s choice and is a form of 

enacted stigma.

Commonly, individuals without a disability 

cannot accurately estimate the limits of poten-

tial participation for those with a disease or 

 disability—a key point for healthcare profession-

als to remember. Typically, the physical limita-

tions imposed by a disability are overestimated by 

others. If nondisabled individuals incorrectly 

assume that a disabled individual is not able to 

participate, that is a form of nonacceptance. Such 

nonacceptance is created by the difference 

between the degree of participation that is actually 
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were interviewed, it was found that the disease 

was purposefully concealed or selectively dis-

closed to shield from social judgment or to 

enhance social belonging at work (Grytten & 

Maseide, 2005). In describing studies of clients 

with cerebral palsy, cancer, facial deformity, 

arthritis, and multiple sclerosis, Shontz (1977) 

noted that the personal meaning of the disability 

to each client was uniformly regarded as crucial. 

For example, individuals who feel valuable 

because they are healthy and physically fit usu-

ally experience feelings of worthlessness if they 

contract a chronic condition. But people with 

diabetes will never be without a regimen and the 

necessary paraphernalia; visually impaired indi-

viduals will never see normally again. Therefore, 

the individuals’ reactions and ability to accom-

modate these discrepancies determine their atti-

tudes of worth and value.

In contrast, some individuals with chronic 

conditions can accept deviations from expected 

norms and feel relatively untouched. They have 

reordered life’s priorities; no longer is the 

absence of disease or disability their major cri-

terion for self-worth. Rather, an alternative 

 ideology evolves to counter the “standard” ide-

ologies. A strong sense of identity protects 

them, and they are able to feel acceptable in the 

face of the stigma (Goffman, 1963).

This identity belief system, also called cog-

nitive belief patterns, refers to a person’s per-

spective. It includes one’s perceptions, mental 

attitudes, beliefs, and interpretations of experi-

ences (Link et al., 1997). Individuals who are 

stigmatized by the major society may believe 

and perceive that their groups are actually supe-

rior or at least preferable. These belief patterns 

offer protection from the stigmatized reactions 

of others. Yet, being in a specific cultural or 

 ethnic group does not always provide protection 

expected attribute is quite aware of this discredit 

as an equal and desired individual in society. In 

addition, individuals with chronic conditions may 

find their own deformities or failings decrease 

their self-respect. That is, not only do stigmatized 

individuals have to deal with the responses of 

others (enacted stigma), but some experience 

strong negative feelings about their own self-

worth (felt stigma). These internalized percep-

tions may be more difficult to deal with than the 

illness or disability itself. Examples of negative 

feelings were described by 60 study participants 

with epilepsy. More than half of the participants 

experienced feelings of shame, fear, worry, and 

low self-esteem, and one-fourth had the percep-

tion of stigma (de Souza & Salgado, 2006).

In another study, obese individuals and their 

family members noted both stigmatization and dis-

crimination on the basis of weight. They reported 

being constantly reminded by family members, 

peers, healthcare providers, and strangers that they 

were inferior as compared to those who were not 

obese (Rogge, Greenwald, & Golden, 2004). 

In an attempt to change self-perception of 

stigma, Abel (2007) utilized an intervention of 

emotional writing disclosure for women with 

HIV. Women who participated in the intervention 

had more positive scores on the Stigma Scale tool 

at the end of the 12-week pilot study than women 

in the control group. The stigma scale is a 28 item 

self-report questionnaire developed to measure 

the stigma felt by clients with psychiatric illness 

(King, Dinos, Shaw, Watson, Stevens, Passett 

et al., 2007). This journaling strategy may be one 

way the healthcare provider can help individuals 

change their internal perception of stigma.

With these internalized negative percep-

tions, some people with chronic illness choose to 

conceal the disease. When 14 people with a 

diagnosis of multiple sclerosis and their families 



Groups composed of people with similar 

conditions can be formal or informal and are 

enormously helpful. First, peer groups can be 

used to explore all of the potential response 

options discussed previously, such as resisting 

and passing. Second, problem-solving sessions 

in these groups explore possible solutions to 

common situations (Dudley, 1983). Finally, oth-

ers who share the stigma provide a source of 

acceptance and support for both the individuals 

with the chronic condition and their families. 

Maternal mental health clients developed and 

implemented an ongoing support group in con-

sultation with a healthcare professional (Franks 

et al., 2007). These women were able to promote 

and sustain their group for a 12-month period.

O’Sullivan (2006) reported on a unique 

twist to the self-help group. A Barcelona, Spain 

radio program was planned and implemented by 

persons with mental illness. The program sought 

to inform, educate, and break down the stigma 

and stereotypes associated with mental illness. 

Benefits to the participants included an increase 

in self-esteem and more positive self-perception.

A word of caution is needed. Sometimes 

stigmatized individuals feel more comfortable 

with nonstigmatized individuals than with like 

others as a result of a closer identity with the 

former. For example, not all women with cancer 

respond positively to the American Cancer 

Society’s Reach to Recovery support groups; 

some may feel more discomfort than support. 

Reputable online support groups present 

another option for people with the technologic 

equipment and skills to access these resources. 

The ability to control the encounter with like 

others in a safe haven may be appealing to many 

clients. The advent of social media sites such as 

Facebook may alter the way individuals access 

and develop support networks as well. Social 

against stigma in certain diseases. In fact, the 

stigma of having a mental illness is even more 

prominent among some ethnic groups. A litera-

ture review by Gary (2005) found that African 

Americans, Asian Americans, Hispanic 

Americans, and Indian Americans all perceived 

stigma related to mental illness in addition to the 

prejudice and discrimination already experi-

enced due to the affiliation with their particular 

ethnic group.

Cognitive belief patterns help individuals 

with chronic illnesses achieve identity accep-

tance and protection in the face of stigmatizing 

conditions. For example, after extensive cancer 

surgery, clients may consciously tell themselves 

that they are full human beings because the 

missing part was diseased or useless. The body, 

although disfigured, is now healthy and totally 

acceptable. Similarly, wheelchair athletes take 

pride in their superb physical condition and 

competitiveness. That is, one’s perception of 

self-worth influences one’s reactions to disease 

or disability. An individual’s question, “Am I 

worthwhile?” is answered by determining his or 

her own values and perspective. Therefore, cli-

ents’ definitions of themselves are crucial fac-

tors in self-satisfaction.

Support Groups

Goffman (1963) used the term the own for those 

who share a stigma. Those who share the same 

stigma can offer the “tricks of the trade,” accep-

tance, and moral support to a person living with 

stigma. Self-help or support groups are exam-

ples of persons who are the own. Alcoholics 

Anonymous (AA), for instance, provides a com-

munity of the own as well as a way of life for its 

members. Members speak publicly, demonstrat-

ing that people with alcoholism are treatable, 

not terrible, people.
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disabled or chronically ill to live in their own 

homes (see Chapter 23). Maintaining function 

and independence may lessen the impact of both 

felt and enacted stigma.

Developing Supportive Others

Supportive others are persons (professional and 

nonprofessional) who do not carry the stigma-

tizing trait but are knowledgeable and offer sen-

sitive understanding to individuals who do carry 

it. These people are called the wise by Goffman 

(1963) and are accorded acceptance within the 

group of stigmatized individuals. Desired 

behaviors are simply the ones friends or 

acquaintances would use. The stigmatized per-

son must be seen and treated as a full human 

being—viewed as more than body changes or 

orthopedic equipment, seen as a person who is 

more than a stigmatized condition.

The AIDS epidemic has added to the impe-

tus for the development of groups of supportive 

others. In many cities, the model of care for those 

with HIV/AIDS depends on volunteer, 

 community-based groups that supply food, trans-

portation,  in-home care, acceptance, and support. 

This community network is an adjunct to hospital 

care and provides a vivid example of wise others 

who are essential to the care of these clients.

Implications for Professional 
Practice

One way an individual can become wise is by 

asking straightforward, sensitive questions, such 

as inquiring about the disabled person’s condi-

tion. Many individuals with disabilities would 

welcome the opportunity to disclose as much or 

as little as they wish, because that would mean 

that the disability was no longer taboo. For 

example, the disabled person may prefer that 

sites may offer another means of establishing 

both social and supportive relationships with the 

amount of disclosure controlled by the person. 

One must be aware of the potential for misuse, 

misrepresentation, and violations of privacy that 

could occur. Research in this area is sorely 

needed. Ultimately, the “best” solution varies 

from individual to individual.

Other Considerations

Other points for the healthcare professional to 

consider are issues of “inclusion” and “exclu-

sion,” and how they impact stigma. Technology 

and assistive devices are signif icant factors 

because they underline the fact that “quality of 

life” is not a static entity. Until relatively 

recently, electric wheelchairs were not readily 

available. Now such wheelchairs exist, in pedi-

atric to bariatric sizes, as well as electric scoot-

ers that allow mobility for clients with a variety 

of conditions. Formerly, a person with paralyzed 

arms could only type slowly with a stick fas-

tened to a headband; now there are increasingly 

accurate voice-activated home computers that 

type as the person speaks. In the same vein, a 

person whose speech is unintelligible to most 

others can press symbols on a display board that 

produces full sentences spoken in a nonrobotic, 

smooth human voice. The savvy healthcare pro-

fessional will attend to technologic advances 

and assist clients in obtaining necessary aids to 

promote full functioning of the individual.

To that end, the opportunity to hire per-

sonal assistants is also important. Having such 

assistance allows individuals with severe dis-

abilities to have a far richer life than those with-

out such help. Many disability advocates are 

pressing for public money that is currently spent 

on nursing homes and other institutions to be 

redirected to enable individuals who are 



others ask about a cane or a walker rather than 

ignore it. This opportunity allows the disabled 

individual to reply with whatever explanation he 

or she wishes. Therefore, the disability is 

acknowledged, not ignored. It goes without say-

ing that these questions should be asked after a 

beginning relationship is established, as opposed 

to being asked out of idle curiosity.

The process of becoming wise is not simple; 

it may mean offering oneself and waiting for val-

idation of acceptance. Healthcare professionals 

who encounter individuals with chronic illness 

cannot prove themselves as wise imme-

diately. Validation requires consistent behavior 

by the professional that is sensitive, knowledge-

able, and accepting. Being wise is not a new role 

for nurses or other caring healthcare profession-

als. Nurses have traditionally worked in medi-

cally underserved areas with discredited persons 

and are accustomed to treating clients as individ-

uals, not as conditions. Nurses often assume the 

predominant role of gatekeepers to the healthcare 

delivery system for many devalued individuals. 

Often, clients with chronic  illnesses receive 

effective and efficient care from these nurses and 

other healthcare professionals, who have great 

opportunities to  perform the role of the wise.

Evidence-Based Practice BoxEvidence-Based Practice Box

This chapter has dealt primarily with 

adults’ perceptions of stigma and inter-

ventional strategies that healthcare pro-

viders can use to both raise awareness of 

and to decrease the incidence of stigma.  

The aging of the population in the United 

States and the continuing negative per-

ceptions surrounding mental illness are 

addressed in the Healthy People 2020 

document. One goal is to improve the 

health and well-being of our elder mem-

bers through such methods as screening, 

diagnosing, and treating mood disorders. 

A study by Conner and colleagues 

(2010) offers some insight into the impact 

of stigma and race on elders seeking treat-

ment for depression.

Purpose: To explore the impact 

of stigma (external and internal) on 

 treatment-seeking behaviors of older 

adults with depression by race (African 

American, Caucasian).

Sample:  A random sample of 

African American and Caucasian adults 

(n = 248) aged 60 years and older (mean 

age = 72) with mild to moderate depres-

sive symptoms as identified by the Patient 

Health Questionnaire-9.  

Method:  Participants were sur-

veyed via telephone to assess treatment-

seeking attitudes and behavior and 

related factors. Perceived external (pub-

lic) stigma was measured using a revised 

Perceived Devaluation Discrimination 

Scale. Internalized stigma were measured 

using the Internalized Stigma of Mental 

Illness tool. Attitudes toward mental 

health treatment were measured using a 

researcher-modif ied Attitudes Toward 

Seeking Professional Psychological Help 

Scale. Intention to seek treatment was 

measured by one item using a Likert-type 

scale. Chi squares, t-tests, and regression 

analyses were conducted.

Select Findings:  Older adults who 

were depressed perceived more external 

stigma and were less likely to seek treatment. 

(continues)
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Another strategy healthcare professionals 

can use to acquire real-life knowledge about 

individuals with a particular illness is to 

increase their interaction with people who have 

the disorder (Heijenders & Van Der Meij, 

2006). In addition to increasing exposure to and 

interaction with people who have a particular 

stigmatizing condition, Corrigan and Penn 

(1999) suggest that it is important for health-

care professionals to be exposed to people who 

are successfully coping with a condition; those 

who have recovered from mental illness, who 

are in remission, or who have been successfully 

rehabilitated. This knowledge can enable them 

to offer not only sensitive understanding and 

practical suggestions to individuals with 

chronic illness, but also hope. Nurses who work 

with HIV/AIDS clients, for instance, have the 

opportunity to find out which behavior is really 

effective and can learn about outcomes and cli-

ents’ reactions. This information is extremely 

valuable as providers advocate for similar cli-

ents and their families.

Implications for Professional 
Education

Healthcare professionals’ attitudes are represen-

tative of general societal views and so can be 

expected to include prejudices. Because health-

care professionals have prolonged relationships 

with chronically ill individuals, the impact of 

these prejudices can be great. Programs to teach 

professional staff to identify and correct precon-

ceived and often subconscious notions of cate-

gories and stereotypes deserve high priority 

(Dudley, 1983).

Providing intensive staff education for the 

purpose of reducing stigma perception by all 

employees in any particular agency is benefi-

cial. In addition, professional staff are then in a 

There were no statistically significant differ-

ences noted by race. A statistically signifi-

cant difference was found for treatment. 

African Americans were significantly less 

likely (X 2 = 11.1, df = 1, p < .0001) to have 

received mental health treatment.  African 

American elders reported more internal 

stigma (t = –2.18, p = .04) and held less 

favorable attitudes toward seeking treatment 

than Caucasians. A higher degree of inter-

nalized stigma was correlated (r = .136, 

p < .05) with intention to seek treatment. 

Regression analyses indicated that “internal-

ized stigma partially mediated the relation-

ship between race and attitudes toward 

treatment” (p. 538).

Conclusions: Perceptions of stigma 

negatively influenced treatment-seeking 

behaviors for all older adults with depres-

sion. All participants perceived high levels 

of public stigma. Strategies to reduce inter-

nalized stigma for African  American older 

adults should be implemented in order to 

improve attitudes toward seeking mental 

health treatment.  Although increased 

internal stigma was positively related to 

intent to seek treatment, this may be due to 

the individual’s depressive symptoms and 

perceived need. Implementing interven-

tions to reduce internalized stigma for 

older adults should be individualized. 

Source: Connor, K. O., Copeland, V. 

C., Grote, N. K., Koeske, G., Rosen, 

D., Reynolds, C. F., et al.  (2010).  

Mental health treatment seeking among 

older adults with depression: The im-

pact of stigma and race. American 

Journal of Geriatric Psychiatry, 18(6), 

531–543. 



problems; it is, however, one way to expose 

 stigmatized reactions such as stereotyping, to 

examine them, and to provide information to care-

givers. The group sessions described here may be 

appropriate for both nonprofessional and profes-

sional caregivers in the community or in agencies.

Implications for Community 
Education Programs

Educational programs that reduce the effects of 

stigma can be shared with the community at 

large. Many organizations, such as the American 

Cancer Society and the American Diabetes 

Association, provide speakers or literature for 

the community. Schools, scout troops, and 

church groups are ideal settings for sensitive 

introductions of individuals who have many pos-

itive values and characteristics but do not meet 

normal health expectations. For instance, indi-

viduals with HIV/AIDS have been the focus of 

group discussions in which children learn to see 

these people simply as other human beings. 

Educational programs, such as those that dispel 

the fears about mental illness, reduce the stigma-

tizing effects of that disease (Link et al., 1989).

Much of the stigma attached to chronic 

conditions still pervades society’s attitudes and 

policies (Herek et al., 2003); yet, situations have 

changed. In the 1970s, an unprecedented and 

multilayered surge of activism grew among 

individuals with disabilities and their advocates 

and resulted in significant social and structural 

change. Individuals with disabilities began to 

speak out by publishing magazines, creating 

films, and organizing political action on both 

the local and national levels. Their actions 

greatly influenced a landmark change, namely, 

the Americans with Disabilities Act (ADA), 

which was signed into law in 1990. This legisla-

tion requires the government and the private 

position to role model desired behaviors and to 

share information to help nonprofessional staff 

treat clients in an accepting manner.

One study of stigma-promoting behaviors 

provides ideas for healthcare professionals 

who wish to change their attitudes (Dudley, 

1983). In Dudley’s study, the most frequent 

stigma- promoting behaviors included the fol-

lowing: staring, denial of opportunities for 

 clients to present views, inappropriate lan-

guage in referring to clients, inappropriate 

restrictions of activities, violation of confiden-

tiality, physical abuse, and ignoring clients. 

In-service days that focus on both didactic pre-

sentation of communication strategies and 

role-playing–specif ic  scenarios would be a 

first step to eliminating situations of enacted 

stigma in the workplace.

One way to increase visibility and heighten 

awareness about the impact of stigma is to 

encourage structured contact between health-

care professionals and affected individuals 

(Joachim & Acorn, 2000). This approach should 

be preceded by group work with a knowledge-

able leader who can help identify and work 

through attitudes and reactions. For example, 

many nursing students do not like skilled  nursing 

facilities (SNFs) because older adults are seen as 

unappealing. A gerontology nurse specialist 

spent time with such a group of students before 

they began working in the SNF. She showed 

slides of faces etched with character and told sto-

ries of interesting experiences these individuals 

had that helped the students see the elderly as 

human beings. A group discussion between the 

specialist and students confronted myths and ste-

reotypical thinking regarding the stigma of aging. 

As a result, these students had a more positive 

experience at the SNF.

Knowledgeable preparation for contact with 

stigmatized individuals does not solve all 
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characteristics with the accompanying message, 

“Don’t be like this.” Awareness was heightened 

at the expense of furthering the stigma of the 

disabled individual. Healthcare professionals 

who volunteer to serve on executive boards of 

healthcare agencies or support agencies can 

offer guidance to those developing marketing 

campaigns, public service announcements, and 

community education materials.

Recent social changes have suggested that 

internalization of stigma based on prevailing 

social norms may be changing for some health 

problems. Rehabilitation programs for sub-

stance abuse are now commonly covered by 

health insurance, in part as a result of active 

consumer demand, evidencing a change of 

social attitude (Garf inkel & Dorian, 2000). 

The impact of stigmatizing conditions in 

women’s health, such as abortion and breast 

cancer with mastectomy, has been reduced 

(Bennett, 1997). These changes are, perhaps, 

evidence that visibility and disclosure may 

have a positive impact on the process of 

 negative stereotyping.

OUTCOMES  

Determining client outcomes, like many of the 

psychosocial concepts associated with chronic 

illnesses, is difficult. Some clients may be stig-

matized on a regular basis but have been able to 

overcome the personal feelings associated with 

it. Therefore, client outcomes of stigma might 

be the lack of other common psychosocial 

effects of chronic illness. For example:

• The client is not socially isolated, but is 

continuing his or her daily and normal 

activities without difficulty.

sector to provide disabled individuals with 

opportunities for jobs and education, access to 

transportation, and access to public buildings.

The media can also be influenced to present 

a more positive portrayal of people with chronic 

conditions. Providers and others can write to 

television networks that show individuals with 

disabilities functioning well and commend them 

for these portrayals. Likewise, people can be 

encouraged to voice their displeasure and to 

point out inaccuracies surrounding chronic con-

ditions. In late fall 2010, the National Alliance 

on Mental Illness called for individuals to write 

and email a major television network and a pop-

ular television show’s producer over a disparag-

ing, stereotypical portrayal of a historical 

figure’s mental illness. 

Mass media campaigns designed to 

increase awareness of certain conditions or risk 

factors for disease can backfire in terms of pre-

venting or reducing stigma. Clients with lung 

cancer not only perceived stigma of cancer in 

general (such as fear of disclosure, financial 

impact, body image changes, and effects on 

family and social relationships), but also the 

stigma that is associated with smoking and the 

shame of a self-inflicted disease, regardless of 

whether they stopped smoking or had never 

smoked. They experienced fear related to death 

as depicted by the mass media, families and 

friends avoiding contact, and being looked upon 

as being “dirty” in relation to smoking (Chapple, 

Ziebland, & McPherson, 2004).

Another study identified methods of health 

communication that were designed to increase 

public awareness but actually had the opposite 

effect of increasing public stigma (Wang, 1998). 

The health communication approaches con-

veyed individuals with obvious disabling 



• The client’s self-esteem remains high 

despite the chronic illness and accompany-

ing physical symptoms.

• Healthy relationships continue with family, 

friends, and supportive others.

• The client is not depressed and interacts 

appropriately with others.

Compare and contrast the concepts of felt 

stigma and enacted stigma. Are these 

two concepts mutually exclusive?

How does the process of labeling by oth-

ers influence the perception of felt 

stigma and the incidence of enacted 

stigma?

Advanced practice nurses can implement 

strategies to decrease the incidence of 

enacted stigma in society. What might 

the advanced practice nurse do in each 

of the following roles to decrease 

stigma: nurse administrator, nurse edu-

cator, clinician?

As a change agent in your practice setting, 

what strategies can you readily imple-

ment to increase awareness of stigma 

among administrators, healthcare pro-

fessionals, and support staff?

What strategies can you readily imple-

ment to decrease the perceptions of 

stigma by your clients?

Discuss the similarities and differences 

among prejudice, stereotyping, and 

labeling. What is the relationship to 

stigma?

STUDY QUESTIONS

 Resources

Mental Health Issues

Achieve Solut ions websi te:  ht tps: / /www

.achievesolutions.net/achievesolutions/en/tlc/

Content.do?contentId=21466

U.S. Department of Health and Human Services, 

Substance Abuse and Mental Health Services 

Administration stigma homepage: http://www

.whatadifference.samhsa.gov/ 

Stigma.org links to mental health websites: www

.stigma.org

Active Minds: Changing the Conversation on 

Mental Health (working to reduce the stigma 

of mental illness on college campuses): www

.activeminds.org 

National Alliance on Mental Illness Stigma 

Busters (click on Fight Stigma to sign up for 

StigmaBusters alerts and to access resources): 

www.nami.org 

HIV/AIDS Issues

HRSA Care Action—Providing HIV/AIDS Care 

in a Changing Environment: hab.hrsa.gov. 

Resources include a literature review on HIV 

and stigma, clinical guidelines.

HIV & AIDS: Stigma and Discrimination: http://

www.avert.org/hiv-aids-stigma.htm (Note: 

Avert.org is also available on Facebook.)

INTERNET RESOURCES

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.
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as well as how the healthcare professional and 

the setting providing care view the chronic condi-

tion. The elderly woman with arthritis who has 

been socialized to the primacy of medicine in the 

healthcare arena may rely solely on her physi-

cian-prescribed pharmaceutical treatment of her 

joint pain and fatigue. On the other hand, a young 

man with Hepatitis C gathers information from a 

wide variety of sources regarding the treatment 

and management of his chronic condition and 

maintains control of his treatment plan. The 

adaptation mechanism of the elderly woman 

and the young man are very different as well. 

Each individual brings to the illness their own 

 uniqueness—personality traits, past experiences, 

culture, values—to influence the adaptation pro-

cess in his or her own way.

Defining Adaptation

The terms adjustment and adaptation are used 

interchangeably in the literature (Stanton & 

Revenson, 2007) and will be in this chapter as 

well. Sharpe and Curran (2006) define adjust-

ment as a response to a change in the environ-

ment that allows an organism to become more 

suitably adapted to that change (p. 1154). Most 

definitions of adjustment or adaptation, how-

ever, elude to the lack of a psychological  disorder 

being present. An early description of adjust-

ment (and a continuing one) is the absence of a 

INTRODUCTION  

Persons with chronic illness chart a life course 

to successfully navigate the challenges that are 

inherent within themselves, their relationships, 

or the setting in which they find themselves. 

Throughout the course of their illness, individu-

als must rely on a healthcare system in which 

pharmaceuticals, machines, and a wide array of 

technology have become the hallmarks of 

 quality health care. Although the disease focus 

may be appropriate intermittently during the tra-

jectory of a chronic illness to meet the physical 

needs of the individual, this perspective does 

not meet the social, psychological, and emo-

tional needs of clients with chronic conditions. 

In other words, the disease focus of the health-

care system does not and cannot manage the 

 illness experience of the client and family.

Early work by Visotsky, Hamburg, Goss, 

and Lebovits in 1961 in studying clients with 

polio posed some initial questions regarding 

adaptation. They asked their clients how it was 

possible to deal with this stressor, polio, and 

what coping behavior(s) could predict a favor-

able outcome. Fifty years later, the same ques-

tions are being asked. Although we have made 

progress in understanding certain components of 

adaptation, many questions remain unanswered. 

The lens for viewing chronic illness is deter-

mined by numerous variables within the person 

Adaptation
Pamala D. Larsen and Faye I. Hummel 
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necessitates adjustment in multiple life domains; 

2) there are positive and negative outcomes of 

adjustment; 3) adjustment is dynamic; 4) adjust-

ment can be described only within the context of 

each unique individual; and 5) heterogeneity is 

the rule rather than the exception in adjustment. 

Each of these concepts are further described in 

the sections that follow.

Chronic Illness Necessitates Adjustment in 
Multiple Life Domains

We know from caring for clients that adjust-

ment is more than just physical; it crosses 

interpersonal, cognitive, emotional, and 

behavioral domains. Adjustment is a holistic 

event in the client, with all domains being 

inter related. Therefore, a change in one 

domain may affect adjustment in another 

domain (Stanton & Revenson, 2007; Stanton, 

Collins, & Sworowski, 2001; Stewart, Ross, & 

Hartley, 2004). Cognitive adaptation might 

involve personal self-evaluation or self- 

reflection. Adap-tation in the behavioral 

domain includes returning to work or resum-

ing the role of the “breadwinner” of the fam-

ily. Anxiety, in the emotional domain, may 

affect the ability to socialize in the interper-

sonal domain or influence blood pressure in 

the physical domain. Emotional adaptation 

could be the absence of depression, and inter-

personal adaptation may be the willingness to 

be “social” again. Again, each domain may 

affect the other.

Adjustment Involves Both Positive and 
Negative Outcome Dimensions

Typically we think of outcomes of chronic ill-

ness as being negative, as evidenced by dis-

tress, psychological dysfunction, relationships 

in disarray, and so forth. As stated previously, 

one def inition of positive adjustment is the 

diagnosed psychological disorder, psycholo-

gical symptoms, or negative mood (Stanton, 

Revenson, & Tennen, 2007). Even in Visotsky’s 

study in 1961 with clients with polio, there was a 

movement to discount that definition. While the 

presence or absence of a psychological disorder 

may be a part of adjustment, it is only one indi-

cator of it.

Adjustment to illness has been operational-

ized as good quality of life, well-being, vitality, 

positive affect, life satisfaction, and global self-

esteem (Sharpe & Curran, 2006). Conversely, 

adjustment disorder is defined as the develop-

ment of clinically signif icant emotional or 

behavioral symptoms in response to an identifi-

able stress or stressor (American Psychological 

Association, 2000).

There is little consistency in the literature 

in def ining adaptation or adjustment. Each 

author/researcher defines adaptation or adjust-

ment differently based on their own theoretical 

framework or outcome measurement. As one 

example, Kiebles, Doerfler, and Keefer (2010) 

in their study of adjustment to inflammatory 

bowel disease defined adjustment as a compos-

ite of perceived disability, psychological func-

tioning, and disease-specific and health-related 

quality of life (p. 1). 

This chapter provides an overview of adap-

tation in individuals with chronic illness. With 

entire books devoted to coping and adaptation, 

the depth of this chapter is limited. However, 

classic sources and models are included, along 

with interventions appropriate for individuals 

and families with chronic illness.

IMPACT  

Conceptualization of Adjustment

Stanton and Revenson (2007) identified five 

attributes of adjustment: 1) chronic illness 



changes in one’s physical condition that affect 

adaptation, but changes in the rest of the individ-

ual’s life. A spouse loses his/her job, a child is 

seriously injured, or a parent is no longer able to 

care for him- or herself are examples of factors 

that affect the adaptation of the client with 

chronic illness.

Adjustment Can Be Viewed Only from 
within the Context of the Individual

There is variability in adaptation, and that is to 

be expected. From the context of the individual, 

the physical symptoms, the functional changes, 

and the uncertainty may or may not be pertinent 

to the individual. Each stressor of the illness has 

a different relevance for each individual, and as a 

result will elicit a different reaction from each 

individual. The context of each individual is dif-

ferent, whether it be his or her age, gender, eth-

nicity, or socioeconomic status. The 35-year-old 

married woman with three grade-school-aged 

children with newly diagnosed breast cancer has 

a different context than the 80-year-old woman 

with the same diagnosis. Although that is an 

extreme example, the variation that exists among 

individuals cannot be underestimated.

Heterogeneity Is the Rule, Not the Exception

Anecdotally we know that if we put 20 women of 

the same age with the same stage of breast cancer 

and same prognosis in a room, each of those indi-

viduals will adapt to their chronic condition differ-

ently. Some will be considered by most as “well 

adjusted,” whereas others might be considered 

maladjusted. The remaining individuals may fall 

somewhere in the middle. The person’s individual 

determinants and uniqueness  affect the ability of 

the individual to adapt to the illness. Although 

commonalities exist among individuals with 

chronic illness, there is significant variability as 

well.

absence of a psychological disorder. However, 

there may be a positive side of chronic illness 

as well.

It is not unusual to hear individuals with 

chronic illness say things like, “having this dis-

ease has been the best thing that ever happened 

to me—it made me wake up to see what was 

important.” There may be positive aspects of 

chronic disease, but how clients come to view it 

in this way is not known. Folkman, Moskowitz, 

Ozer, and Park (1997), in their study of HIV-

positive and HIV-caregiving partners of men 

with AIDS, found that although study partici-

pants reported high levels of depressive symp-

toms, they also demonstrated positive morale 

and positive states of mind when compared with 

general population norms.

One way to describe these paradoxical 

f indings is a concept called response shift. 

Sprangers and Schwartz (2000) coined this 

phrase to describe a change in the meaning of 

one’s self-evaluation of a target construct as a 

result of 1) change in an individual’s internal 

standards of measurement, 2) change in the 

individual’s values, or 3) reconceptualization of 

the target construct (p. 12).

Although anecdotally we consider negative 

outcomes of chronic illness more common, 

research demonstrates that positive adjustment 

may more accurately represent the adjustment 

experience of most individuals with chronic dis-

ease (Stanton & Revenson, 2007). 

Adjustment Is a Dynamic Process

Adjustment to chronic illness is neither linear nor 

lockstep (Stanton & Revenson, 2007, p. 568). As 

exacerbations occur—as in rheumatoid arthritis 

or multiple sclerosis, the cancer recurs, or the 

physical limitations of heart failure increase, 

each change requires readjustment or readapta-

tion. In addition, changes may not be limited to 
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behavior reoriented themselves to the situation 

and accepted the consequences of the illness. 

Identifying a client’s behavior can better help the 

healthcare professional in planning appropriate 

interventions.

Models

As researchers, we have a broad goal to under-

stand the process of adaptation, predict out-

comes, and by having predictive ability be able 

to modify interventions to meet the needs of our 

clients. A model that is able to perform all those 

activities is preferable for practice; however, a 

perfect model does not exist at this time. What 

follows are sample models from the  literature.

Biomedical Model

The medical model provides a framework for 

assumptions about the nature of health and 

 illness. The client is a complex set of anatomic 

parts and interrelated systems. Anatomic, physi-

ologic, and/or biochemical failures translate 

into etiologies of ill health, thus promoting a 

disease-oriented approach to care. This theoreti-

cal perspective of chronic illness is reflected in 

the language and actions of healthcare profes-

sionals who refer to “the diabetic in room 328,” 

rather than to Mrs. Sanchez, who has diabetes.

Pathophysiology, pharmacotherapy, and 

technology are emphasized and become promi-

nent in the diagnosis and intervention of all 

 illness and disease, albeit acute or chronic. 

Antonovsky (1979) considered the medical 

model a dichotomous model. If pathology is 

present, then there is illness, and wellness or 

health is not possible. Explanatory assumptions 

and theories are used for determining the cause 

of symptoms, and uniformity of causality and 

treatment of disease is inferred.

Differences in individual adjustment 

abound in the literature. Helgeson, Snyder, and 

Seltman (2004) in a study of women with breast 

cancer from 4 to 55 months after diagnosis 

found that 43% of the sample evidenced high 

and stable psychological quality of life, 18% 

had a somewhat lower quality of life, 26% evi-

denced low psychological functioning, and 12% 

had an immediate and substantial decline in 

psychological function.

Dew and colleagues (2005) identified five 

groups of distinct distress prof iles in heart 

transplantation patients over several years. 

Groups evidenced: 1) consistently low distress; 

2) consistent, signif icant levels of distress; 

3) high distress for the initial 3 months; 4) high 

distress at 3 years; and 5) fluctuating distress.

The Self in Chronic Illness

Chronic illness changes the body and forces 

identity changes (Brink, 2009). Before illness, 

most individuals take their health for granted. 

Any disruption of normality may cause a threat 

to the self (Charmaz, 1995). Bury (1982) concep-

tualizes this as a biographical disruption. The 

meaning of the illness and biographical disrup-

tion vary in significance for the individual and 

family. One’s self-concept and self- confidence 

may change due to chronic illness. Morea, Friend, 

and Bennett (2008) refer to the illness self- 

concept (ISC). The ISC, according to the authors, 

is the integration of illness into the self and, in 

turn, it affects the adjustment to chronic  illness.

Brink (2009), in her study with patients who 

were post-myocardial infarction, identified two 

different behaviors in her model: self- modifying 

and self-protecting behaviors. For example, self-

protecting behaviors may block lifestyle changes 

(p. 132). Individuals with self-modifying 



hypertension. Although she is able to financially 

manage, Mrs. Jones’s stress and worry exacer-

bate her hypertension. Mrs. Jones does not 

inform her physician that the probable cause of 

her elevated blood pressure is related to her 

stress. The physician responds to Mrs. Jones’s 

hypertension with a change of medication to 

manage her symptoms. The quantification of all 

signs and symptoms of disease fails to address 

the total illness experience of the individual. 

With increased attention to genetic research and 

gene technologies, the biomedical theories of 

disease continue to be reinforced, with less 

emphasis on the individual’s social context and 

experiences (Dixon-Woods, 2001).

Despite the limitations of the biomedical 

model in adaptation, its usefulness is apparent 

during the acute phase of chronic illness. 

Although the focus of the biomedical model is 

limited to disease and organic dysfunction, this 

model is central for adaptation to chronic ill-

ness, particularly at the time of diagnosis when 

individuals and families are overwhelmed with 

a new diagnosis and sorting out the facts about 

the illness. In addition, during periods of illness 

exacerbations, the biomedical model helps 

explain signs and symptoms and may provide a 

source of retreat and relief, depending on the 

stage of the chronic illness. There are times 

when individuals and families need current 

information about the chronic illness, signs and 

symptoms, the anticipated trajectory of the 

 illness course, the array of treatment modalities, 

and traditional as well as alternative strategies. 

The biomedical model is the foundation for 

 evidence-based healthcare practice and provides 

the gold standard for treatment and intervention. 

As a consequence, this model provides measur-

able goals for treatment and client outcomes 

relative to morbidity and mortality.

The biomedical paradigm tends to medical-

ize all human conditions in which symptoms 

can be controlled and cured with biomedical 

strategies. This model reduces the individual to 

a disease and fails to recognize the human 

aspects and experiences of the individual who 

happens to have a chronic illness (Sakalys, 

2000), and diminishes social and cultural expla-

nation of disease (Mirowsky & Ross, 2002). 

Physical complaints and signs or symptoms of 

disease become the hallmarks of interaction and 

discourse within the healthcare arena.

The relationship between the healthcare 

professional and the client with chronic illness 

is one of objectivity, biological pathology, diag-

nosis, and signs and symptoms, all of which 

require medical interventions. Healthcare pro-

fessionals tend to shield themselves from the 

human aspects of chronic illness, while their 

skill sets, techniques, and procedures become 

the focus of interaction with the client (Freeth, 

2007). Power and expertise are held exclusively 

by the healthcare system, and the interactions 

between the healthcare professional and the cli-

ent are directive and unbalanced. The individual 

with chronic illness becomes disempowered to 

engage in his/her own healthcare decisions and 

relies solely on the healthcare professional.

The biomedical model is insufficient in 

providing health care to individuals with chronic 

illness (Waisbond, 2007), as it fails to acknowl-

edge the breadth and depth of the illness experi-

ence. This model does not acknowledge the 

person with the chronic condition, who holds 

knowledge and expertise about the factors that 

influence his/her physical symptoms of chronic 

disease, in other words, the expert patient. For 

example, at the end of the month, Mrs. Jones 

becomes anxious that she will not have enough 

money to purchase her prescriptions for her 
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The Chronic Care Model has been used in 

caring for individuals with a variety of chronic 

conditions. Diabetes, in particular, has provided 

much research to support the model’s effective-

ness. Diabetes care modeled after the Chronic 

Care Model improved the overall quality of 

care and outcomes. This care included self- 

management support for persons with diabetes 

through goal-setting, follow up, referrals to com-

munity resources, and support for delivery sys-

tem redesign (Siminerio, Piatt, & Zgibor, 2005). 

Lazarus and Folkman Model

Although there are other stress and coping mod-

els, none are more well known than the one 

developed by Richard Lazarus and Susan 

Folkman (1984). Their model, a cognitive- 

phenomenological theory of stress, views adap-

tation to chronic illness through adapting to 

stressors. It is a transactional model of stress 

and coping, meaning that antecedent variables, 

such as personality traits, past experiences, and 

disease and treatment variables, act via mediat-

ing variables, such as coping strategies, to facil-

itate outcomes, and, in this case, adaptation. 

Stressors are mediated by primary appraisal, 

which is the individual’s gauge of the signifi-

cance and importance of the stressor. Primary 

appraisal is influenced by the background, expe-

riences, culture, ethnicity, and personality of the 

individual, and is, therefore, characterized by 

stability across situations (Folkman, Lazarus, 

Gruen, & DeLongis, 1986).

The second step of the model is secondary 

appraisal of the situation. The individual asks the 

question, “What can I do about this situation?” 

and this leads to the coping strategies used to 

manage the stressor. Secondary appraisal is influ-

enced by the physical and social environment and 

may be context specific (Stewart et al., 2004). To 

Chronic Care Model

The goal of chronic illness care is to manage 

symptoms and minimize disability rather than 

cure disease. The Chronic Care Model in which 

client self-management is a key component 

(Bodenheimer, Lorig, Holman, & Grumback, 

2002) was developed to address deficiencies 

in the medical model of healthcare systems in 

managing chronic conditions. The Chronic 

Care Model first appeared in the literature in 

1998 (Wagner, 1998) and was later refined by 

Wagner and colleagues (Wagner et al., 2001). 

Subsequent research of interventions with 

chronic illness has resulted in best practices 

and a national program for improving chronic 

 illness care (Robert Wood Johnson Foundation, 

2006–2011). The Chronic Care Model is proac-

tive and is focused on keeping the person with 

chronic illness as healthy as possible. Within 

this model, six major elements interact to pro-

duce high-quality care and  evidence-based 

interventions for persons with chronic condi-

tions in health systems at the community, orga-

nization, practice, and individual levels. The six 

elements are: 1) the healthcare system or 

healthcare organization; 2) clinical information 

systems; 3)  decision support; 4) delivery sys-

tem design; 5) self- management support; and 

6) community, including organizations and 

resources for  clients with chronic  illness 

(Wagner et al., 2001).

As new treatment modalities for chronic 

illness become available, it is imperative for the 

healthcare provider to evaluate these interven-

tions in relation to the elements of the Chronic 

Care Model. In doing so, the healthcare pro-

vider is able to assume a leadership role in 

improving the care and outcomes for persons 

with chronic conditions (Dancer & Courtney, 

2010).



with chronic illness could be organized into four 

main categories: 1) disability-related (e.g., type 

of condition—terminal vs. nonterminal); 

2) sociodemographic factors of the individual 

(e.g., gender, age, ethnicity); 3) individual differ-

ences or personality (e.g., coping strategies, 

locus of control, personal meaning of the condi-

tion); and 4) social and environmental factors 

(e.g., social support, stigma). The interactions of 

these classes of variables significantly affected 

 adaptation.

Livneh and Antonak (1997) also saw the 

adaptation process as different from adaptation 

itself. They theorized that the process of adapta-

tion was fluid and dynamic, whereas adaptation 

status was the end result or outcome of the 

 process (Stewart et al., 2004).

Common Sense Model of Self-Regulation

The Common Sense Model of Self-Regulation 

(Leventhal, Leventhal, & Cameron, 2001) posits 

that the client’s illness beliefs and representations 

of that illness influence adaptation to the illness 

and health outcomes. According to the model, 

patients develop cognitive and emotional repre-

sentations of their condition to “make sense” or 

find meaning in the illness. Leventhal and col-

leagues (2001) identified five dimensions that 

represent a client’s view of their illness: 1) identity 

of the illness—connecting the symptoms with the 

illness and having an understanding of the illness; 

2) timeline—duration and progression of the ill-

ness; 3) causes— perceived reason for the illness; 

4) consequences—what will be the physical, psy-

chosocial, and economic impact of the illness; 

and 5) controllability—can this disease be con-

trolled? Cured? After identification of these 

dimensions, Leventhal and colleagues believe that 

coping and appraisal follow. There is significant 

evidence that an adaptive perception of a 

adapt involves applying the coping strategies that 

are most appropriate to the situation. Individuals 

use both problem-focused coping and emotion-

focused coping. Originally it was presumed by 

Lazarus and Folkman that the goal for all indi-

viduals was to utilize problem-focused coping, 

and that emotion-focused coping yielded poor 

adaptation to the stressor, in this case the illness. 

However, work since 1986 has supported that 

there is a place for emotion-focused coping as 

well as problem-focused coping (Stewart et al., 

2004).

Engel’s Biopsychosocial Model

Clearly a model that could address both the bio-

logical and psychosocial aspects of chronic dis-

ease would be a preferred one for health care. 

Engel (1977) was perhaps one of the earliest 

authors of such a model. The main theme of the 

model is the influence of biological, psychologi-

cal, and social influences on the disease process. 

Engel’s model outlined three ways in which a 

psychosocial factor could influence a health 

outcome: direct, indirect, and moderating. 

A direct effect would be a belief or value of the 

client that would preclude him or her from a 

specific medical intervention. An indirect effect 

would be defined through a mediational process 

(Stewart et al., 2004). An example would be an 

individual’s current symptoms, for instance 

 nausea and vomiting, decreasing the client’s 

 motivation to participate in a prescribed exer-

cise regimen, and thereby decreasing physical 

functioning. A moderating effect alters the 

causal relationship between a psychosocial fac-

tor and a health outcome.

Livneh and Antonak Model

Livneh and Antonak (1997), working from pre-

vious models, proposed that variables associated 

Impact 81



82 CHAPTER 4 / Adaptation

curable/controllable illness is related to better 

health and functioning (Hagger & Orbell, 2003). 

The Common Sense Model has been used 

extensively as a framework in research in 

chronic illness. Several examples follow:

• Relationship of illness representations and the 

end-stage appraisal of outcomes in clients 

with chronic cardiovascular disease 

(Karademas, Kynigopoulou, Aghathangelou, 

& Anestis, 2010) 

• Prediction of self-care behaviors in patients 

with end-stage renal disease (O’Connor, 

Jardine, & Millar, 2008)

• Prediction of disability by illness beliefs in 

clients with rheumatoid arthritis (Graves, 

Scott, Lempp, & Weinman, 2009)

• Relationship of illness representations, coping, 

and psychological adjustment in clients with 

Parkinson’s disease (Evans & Norman, 2009). 

• Illness beliefs and adherence behaviors in 

African American clients with hyperten-

sion (Hekler et al., 2008) 

Moos and Holahan Model

Stewart and colleagues (2004) suggest that an 

ideal model for adaptation should address four cri-

teria: 1) the reciprocal influences of biological, 

psychological, social, and behavioral variables of 

the client and the disease process; 2) be suffi-

ciently broad to apply to clients with a wide range 

of chronic illnesses and conditions; 3) be able to 

address the influences of culture, gender, ethnicity, 

and life stage of the client; and 4) be able to pre-

dict the level of client adaptation, which will then 

lead to appropriate interventions for the client.

Currently a search of the literature does not 

identify any “ideal” models that can meet the pre-

ceding criteria. Moos and Holahan (2007), how-

ever, have developed a simple model that provides 

a framework to view adaptation. Because of its 

ease of use and understanding, more detail is pro-

vided on this model.

M o o s  a n d  H o l a h a n ’s  f r a m ewo r k 

(Figure 4-1) is a way of conceptualizing cop-

ing and integrating it into a broader model. 

Panel III
Social and
 physical context

Panel II
Health-related
 factors

Panel I
Personal
 resources

Panel IV
Cognitive
 appraisal

Panel V
Adaptive
 tasks

Panel VI
Coping
 skills

Panel VII
Health-
 related
 outcomes

FIGURE 4-1 Conceptual Model of the Determinants of Health-Related Outcomes of Chronic 
 Illness and Disability.
Source: Moos, R.H., & Holahan, C.J. (2007). Adaptive tasks and methods of coping with illness and 
disability. In E. Martz & H. Livneh (Eds.). Coping with chronic illness and disability (pp. 107–128). 
New York: Springer.



Zauszniewski, Chung, and Krafcik (2001) 

found greater resourcefulness in coping strate-

gies among African American older adults with 

chronic illness than among white older adults. 

Degazon (1995), when exploring ethnic identi-

fication and coping strategies, found a signifi-

cant relationship between the ethnic group with 

which the individual identified and the coping 

strategy used. Religion was key to coping with 

chronic  illness for many African American 

older adults (Chin, Polonsky, Thomas, & 

Nerney, 2000). Loeb (2006) categorized coping 

strategies of African American older adults as: 

1) dealing with it, 2) engaging in life, 3) exer-

cising, 4) seeking information, 5) relying on 

God, 6) changing dietary patterns, 7) medicat-

ing, 8) self- monitoring, and 9) self-advocacy. 

These studies looked at coping specif ically; 

however, the relationship of coping with adapta-

tion is uncertain. In addition, it is clear that little 

is known about the implications of  culture and 

ethnicity in disease-related adaptation (Stanton 

et al., 2007).

The uniqueness of each individual influ-

ences how the chronic condition is appraised, 

what coping strategies are used, and how and if 

adaptation can be achieved. For instance, pessi-

mists report higher levels of hostility and 

depression on the day before coronary artery 

bypass graft surgery than do optimists (Maes, 

Leventhal, & deRidder, 1996). Clients who are 

optimists tend to cope in a more active, prob-

lem-oriented way, as opposed to pessimists who 

tend to use more avoidant or passive ways of 

coping. It is not clear how specifically these 

personality traits influence and affect coping. 

Carver, Scheier, and Weintraub (1989) have 

noted that the impact of personality characteris-

tics on coping is modest, and that coping prefer-

ences exist independently of personality factors. 

Although coping preferences could be viewed 

According to the model, there are five sets of 

factors that are associated with the selection of 

appropriate coping skills and the resulting 

health-related outcomes in this case, adaptation. 

The model includes three factors that  influence 

cognitive appraisal: 1) personal resources 

(Panel I); 2) health-related factors (Panel II); and 

3) the social and physical context (Panel III). 

Cognitive appraisal (Panel IV) then dictates what 

adaptive tasks (Panel V) need to be accom-

plished. Panels I through V mediate the choice of 

coping skills (Panel VI), leading to Panel VII, the 

outcome.

Personal Resources

This is a broad category that includes intel-

lectual ability, ego and self-confidence, reli-

gion, and prior health-related and coping 

experiences. Demographic characteristics, 

such as age,  gender, ethnicity, culture, and 

education are included in this category as 

well. Personal resources include personal-

ity—which may be viewed as either a risk fac-

tor or protective factor (Stanton et al . , 

2007)—locus of control, optimism, and auto-

nomy. Individuals who have a more internal 

locus of control, higher self- confidence and 

self-eff icacy, and a stronger sense of coher-

ence are more likely to rely on problem solv-

ing than other aspects of approach coping 

(Moos & Holahan, 2007, p. 110).

Ethnic group membership is associated 

with many psychological processes such as 

identity, group pride, and discrimination 

(Stanton et al., 2007). Each ethnic group or cul-

ture may have different values and beliefs that 

affect illness perceptions that, in turn, may 

affect adaptation (see Chapter 13; Cohen & 

Welch, 2000). For some cultures, chronic dis-

ease and disability may produce stigma such 

that adaptation is not possible.
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components in how the client appraises the 

 situation.

Social and Physical Context 

This context includes the relationships between 

the individuals with the chronic disease, their 

family members, caregivers, and social network. 

A supportive social context can enhance self-

efficacy, transforming appraisal of a health con-

dition as a challenge rather than a threat, and 

enhance reliance on approach coping. When 

family members or friends do not convey inter-

est, individuals with serious chronic conditions 

may avoid talking about their problem and be 

less likely to cope with the illness-related 

demands (Norton et al., 2005).

In general, social support is related to posi-

tive adaptation in several chronic diseases 

(Stanton et al., 2001). However, studies differ in 

how social support is conceptualized. Social 

support has been used as a coping strategy, a 

coping resource in the environment, and consid-

ered dependent on personality attributes and 

coping of the individual (Schreurs & deRidder, 

1997). Interpersonal relationships can both aid 

and hinder adaptation to chronic illness. For 

women in particular, interpersonal relationships 

are vital components of their adjustment to 

major stressors (Revenson, 1994).

Cognitive Appraisal

Appraising the illness is the first step in deciding 

the adaptive tasks that need to be accomplished. 

This is also the step in the adaptation process 

where the illness is appraised as either a challenge 

or a threat. How the illness is appraised, whether it 

is controllable or threatening, determines appro-

priate adaptive tasks and subsequent coping 

 strategies. Using Lazarus and Folkman’s model, 

primary appraisal of the “threat” or “event” 

as personality attributes, they may influence 

coping indirectly through their impact on 

appraisal (Maes et al., 1996).

Socioeconomic class affects health out-

comes directly and through environmental 

mechanisms, including access to care and risky 

and protective health behaviors (Stanton et al., 

2007). Although it can be conceptualized as a 

determinant of adaptation, the pattern is not uni-

directional (p. 570). Chronic conditions often 

influence work patterns and work disability. 

Work-related disability and loss of a job can 

decrease an individual’s socioeconomic status.

Health-Related Factors

These factors include the type of onset and pro-

gression of the chronic condition, the location 

of symptoms, the prognosis, and the type of 

 disability. Disease- and treatment-related  factors 

are often considered exogenous variables in adap-

tation (Stanton et al., 2001). A disease factor could 

be the stigma that the individual (and/or family) 

associates with the condition. Other disease fac-

tors could include a change in body image, declin-

ing mobility, extreme fatigue, and so forth. 

However, the existence and impact of disease fac-

tors may actually be influenced  significantly by 

other determinants, such as ethnicity, socioeco-

nomic status, and social support. Many studies do 

not reveal significant relationships of disease-

related factors with adjustment (Stanton et al., 

2001). The disease stage of a chronic condition is 

related inconsistently to adjustment (van’t Spijker, 

Trijsburg, & Duivenvorrden, 1997).

The characteristics of the disease as well as 

the treatment characteristics contribute to the 

appraisal of the disease-related event. Surgery, 

monitoring of physical symptoms (e.g. blood 

glucose), diet, radiation, chemotherapy, and all 

of the side effects of treatment are important 



Adaptive Tasks

Moos and Holahan (2007) identif ied seven 

adaptive tasks. Three of the seven tasks are 

related to the health condition and its treat-

ment, and the other four are more general and 

could apply to all life crises and transitions, 

not just chronic illness. The tasks include: 

1) managing symptoms, 2) managing treat-

ment, 3) forming relationships with healthcare 

providers, 4) managing emotions, 5) maintain-

ing a positive self-image, 6) relating to family 

members and friends, and (7) preparing for an 

uncertain future (Moos & Holahan, 2007, 

p. 112–114).

includes the appraisal of harm or loss that 

has already occurred, or threatened harm or loss 

(Folkman & Greer, 2000), and includes an 

 evaluation of its personal significance (Walker, 

Jackson, & Littlejohn, 2004). Secondary appraisal 

occurs when one assesses the situation’s control-

lability and compares to one’s available coping 

resources.

The individual who appraises their diagno-

sis of colon cancer as a death sentence will make 

very different decisions regarding treatment than 

another individual who sees hope. With such 

 different appraisals, coping and adjustment will 

be very different in these two individuals.

CASE STUDY

It was 5 months after Dan was reunited with his wife and two daughters that he began to expe-

rience sleep disorders, night sweats, nightmares, and “flashbacks” of the horrors of war he had 

experienced while he was deployed to Iraq. There he had seen many of his buddies killed and 

injured. He, too, was injured by enemy fire but had healed and recovered. Dan found himself 

withdrawing from his family, and he no longer wanted to participate in his children’s sporting 

events. He was experiencing conflict and difficulty at work. At a recent visit with his health-

care provider, Dan was diagnosed with post-traumatic stress disorder (PTSD). Dan was 

 devastated. He believed he had left his fears and memories of violence in Iraq. Dan had 

assumed he would return to his previous happy life with his family. Doubts and questions 

about his future rushed over him. What would he and his family need to do to return to and 

maintain secure and safe relationships? Would he be able to return to work? Would he be able 

to enjoy his  children’s activities and events? Would his life ever return to “normal”? Where 

would all of this end?

Discussion QuestionsDiscussion Questions

1. What are Dan’s personal resources, health-related factors, and social and physical factors 

that are contributing to his cognitive appraisal of the situation?

2. Compare and contrast the biomedical model and the Moos and Holahan model for adap-

tation for Dan and his chronic condition.

3. Discuss the role of the nurse for Dan and his family.
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specifically assist in developing and sustaining a 

sense of psychological well-being, despite unfa-

vorable circumstances (Folkman & Greer, 2000).

Other theorists have used different terms to 

describe coping. In addition to problem-focused 

and emotion-focused coping, meaning-focused 

coping has been identified as a type of coping in 

which cognitive strategies are used to manage 

the meaning of the situation (Folkman & 

Moskowitz, 2004).

Shaw uses the terms passive coping, which 

includes avoidance, and active coping, which is 

nonavoidance coping (Shaw, 1999). This two-

factor structure of coping is incorporated into 

the coping framework as an antecedent to the 

behavioral intention to cope as well as carry out 

the coping behavior. It is likely that individuals 

may have a number of coping responses at their 

disposal, although each individual may have 

their own preferred styles based on their person-

ality attributes (Shaw, 1999).

An issue in studying coping is that the cop-

ing strategy needs to be evaluated in the spec-

if ic context in which it is used (Folkman & 

Moskowitz, 2004). Coping strategies are not 

inherently good or bad, but instead their effec-

tiveness depends on the context in which they 

are used. Evaluation of the effectiveness of 

 coping requires first, selecting the appropriate 

outcomes, and second, paying attention to the fit 

between the coping and the situation (p. 754).

Adaptation/Adjustment

What do we know about adaptation? It is a com-

plex construct (like coping), it is multidimen-

sional, and it is holistic. However, it is rarely 

measured holistically in studies. Consensus does 

exist regarding the centrality of an individual’s 

appraisal of their adjustment. It is the client’s 

OVERVIEW OF COPING  

Richard Lazarus’s 1966 book, Psychological 

Stress and Coping, was an initial scholarly work 

that expanded how coping was conceptualized. 

Since that time, the coping literature has 

increased significantly, with researchers under-

taking studies to understand why some individu-

als fare better than others when encountering 

stress in their lives (Folkman & Moskowitz, 

2004). Coping is a process that unfolds in the 

context of a situation or condition that is 

appraised as personally signif icant, and as 

 taxing or exceeding the individual’s resources 

(Lazarus & Folkman, 1984). The coping process 

is initiated in response to the individual’s 

appraisal that important goals have been harmed, 

lost, or threatened (Folkman & Moskowitz, 

2004). What we have learned in the last 45 years 

is that coping is a complex, multidimensional 

process that is sensitive both to the environment 

and its demands and resources, and to personal-

ity traits that influence the appraisal of stress, in 

this case chronic illness, and the resources for 

coping (Folkman & Moskowitz, 2004). Coping 

is not a stand-alone concept or phenomenon, but 

embedded in a complex, dynamic process that 

involves the person, the environment, and the 

relationship between them.

Lazarus and Folkman (1984) described 

problem-focused and emotion-focused coping 

strategies. Problem-focused strategies alter 

 person–environment relationships, and the pur-

pose of emotion-focused strategies is to regulate 

internal states. Initially problem-focused strate-

gies were seen as “better,” or as able to influence 

health outcomes in a more positive manner. 

However, since Lazarus and Folkman posited 

their original work, that view has changed. 

Emotion-focused coping strategies may 



only lack of depressive symptoms to indicate 

adjustment will yield a partial picture of adjust-

ment (Stanton et al., 2001). Maes and colleagues 

posit that although anxiety and depression are 

important markers of adjustment, assessment of 

everyday life behaviors and activities may be 

much more relevant (p. 243).

deRidder and colleagues’ 2008 article 

appears to typify Maes and colleagues’ concern. 

The primary emphasis is on psychological effects 

as noted by the title of the article, “Psychological 

Adjustment to Chronic Disease.” Other factors in 

adaptation appear to be summarized in the subti-

tle “Satisfaction and Well-Being in Various Life 

Domains.” The more appropriate term, from this 

author’s point of view, is psychosocial adapta-

tion. as it more clearly defines and describes the 

whole person than does psychological adapta-

tion, which is too narrow.

One variable that was studied in the 1970s 

with Kobasa’s work and into the late 1980s and 

early 1990s by Pollock, is the concept of hardi-

ness. Brooks (2003) analyzed 125 articles pub-

lished from 1966 to 2002 to determine the 

significance of hardiness in adaptation. This 

“personal resource,” within Moos and Holahan’s 

(2007) framework, demonstrated a significant 

relationship to psychological, psychosocial, and 

physiological adaptation. Higher levels of hardi-

ness had positive outcomes in clients with 

chronic illness (Brooks, 2003, p. 11).

The current literature on hardiness is scarce; 

however, Brooks (2008) used a cross-sectional 

survey design involving 60 participants to look 

at the effect of health-related hardiness (HRH). 

Individuals who had higher HRH had better psy-

chosocial adjustment to their illness. Addi-

tionally, individuals with higher HRH had a 

higher self-perception of their health status 

(Brooks, 2008, p. 112). 

adjustment and perception, not the healthcare 

professional’s (Stanton et al., 2001).

We also understand that emotionally sup-

portive relationships set the stage for positive 

adjustment, whereas criticism, social con-

straints, and social isolation induce risk (Stanton 

et al., 2007). Active approach-oriented coping 

strategies manage disease-related challenges 

and may bolster adjustment, whereas concerted 

efforts to avoid disease-related thoughts and 

feelings are predictors of distress (p. 578). Two 

basic conclusions come from the descriptive 

research literature: most individuals appear to 

“adjust” well to chronic illness and there is con-

siderable variability in adjustment both across 

studies and across individuals within  single 

studies (Stanton et al., 2001).

In a review article on psychological adjust-

ment to chronic disease, deRidder, Geenen, 

Kuijer, and van Middendorf (2008) identified 

five elements of successful adjustment: 1) suc-

cessful performance of adaptive tasks; 2) absence 

of  psychological disorders; 3) the presence of 

low negative affect and high positive affect; 4) 

adequate function status, for example, going to 

work; and 5) satisfaction and well-being in vari-

ous life domains (p. 264). Some of these are eas-

ily “measured.” For example, absence or presence 

of a psychological disorder could be ascertained 

with a degree of certainty. However, other con-

ceptualizations cannot. 

Maes and colleagues (1996) believe that 

definitions of adjustment are too simplistic, as 

many studies operationalize adjustment in terms 

of psychological outcomes and neglect the med-

ical, cognitive, or social outcomes. Positive 

adjustment is not merely the absence of pathol-

ogy. Typical indicators of adjustment in research 

are positive and negative effects and represent 

two very different dimensions. Therefore, using 
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research to explore the concept of resilience. In 

this collaborative inquiry, data were gathered 

through email discussion groups. Data analysis 

revealed resilience meant having a strong sense 

of self-worth, the ability to benefit from experi-

ences, and the capacity to adapt. Resiliency is a 

process of reflection, learning, and action 

directed at overcoming adversity.

INTERVENTIONS  

The literature provides an abundance of descrip-

tive studies measuring coping and/or adaptation, 

but few interventional studies exist. It appears 

that we can measure coping or adaptation, 

but that we are unable to conceptualize those 

results into interventions or ways we can help cli-

ents better cope with or adapt to chronic illness.

Stanton and Revenson (2007) suggest that 

we improve the interpersonal context of our cli-

ents by teaching them to develop and maintain 

social ties, recognize and accept others’ help and 

emotional encouragement, or change their 

appraisals of the support they are receiving. 

Psychosocial interventions are directed toward 

individual-level change and may include cogni-

tive-behavioral, educational, and interpersonal 

support components. Support groups may pro-

vide emotional support as well as an educational 

focus. The education is expected to strengthen 

one’s sense of control over the disease, reduce 

feelings of confusion, and enhance decision 

making (Stanton & Revenson, 2007, p. 221). 

The peer support provides emotional support 

and thus enhances self-esteem, minimizes alone-

ness, and may reinforce coping strategies.

An earlier study that is still referred to fre-

quently in the literature is that of Folkman and 

colleagues’ (1997) coping effectiveness training 

How coping is related specifically to adjust-

ment has not been clearly described (Sharpe & 

Curran, 2006, p. 1154). Intellectually we believe 

that coping strategies do contribute to adaptation, 

and may be a mediator, but they probably  interact 

with other factors in contributing to adaptation 

(Stanton & Revenson, 2007).

Berg and Upchurch (2007) have advanced a 

model that speaks to dyadic coping and adjust-

ment. Their development–contextual model of 

couples coping with chronic illness views 

chronic illness as affecting the adjustment of 

both the client and the spouse such that coping 

strategies enacted by the patient are related to 

those enacted by the spouse and vice versa. In a 

sample of 190 couples with women having rheu-

matoid arthritis (RA), Sterba and  colleagues 

(2008) demonstrated that couple congruence 

concerning women’s personal control over RA 

and its cyclic nature predicted better psychologi-

cal adjustment in women longitudinally (p. 221).

In the chronic pain literature acceptance is 

a more common concept than coping variables 

used to described how clients adapt to chronic 

pain. Acceptance includes responding to pain-

related experiences without attempts at control 

or avoidance (Esteve, Ramirez-Maestre, & 

Lopez-Martinez, 2007). 

Resilience

Resilience is linked to the constructs of coping 

and adaptation (Maluccio, 2002). While resil-

ience captures a wide range of experiences, it is 

most notably understood as the ability to adapt 

in the face of adversity. Resilience helps people 

cope (Black & Ford-Giboe, 2004). Kralik, 

 vanLoon, and Visentin (2006) utilized interac-

tional processes inherent in participatory action 



education about the illness, goal setting and pac-

ing, relaxation strategies and attention diversion 

skills, cognitive therapy, communication skills, 

and management of high-risk situations (such as 

exacerbations of the illness).

McAndrew and colleagues (2008) devel-

oped two interventions based on the Common 

Sense Model of Self-Regulation. The first inter-

vention is a bottom-up concrete/behavioral 

approach that was used with clients with  diabetes. 

The approach begins with a focus on behavior to 

create an overarching view of diabetes as a 

chronic condition that requires constant self-reg-

ulation. The second intervention is conceived as a 

top-down or abstract/cognitive strategy that pro-

vides clients who have asthma with a conceptual 

framework that focuses on asthma being present 

even when it is asymptomatic (p. 197). The 

authors suggest that clients may benefit from 

starting with one strategy or the other. However, 

it is expected that successful interventions will 

combine both approaches.

Emotional Intelligence

Emotional intelligence describes the ability to 

understand, perceive, use, and manage the 

 emotions of self and others (McKenna, 2007). 

Emotional intelligence training includes six 

spheres of emotional competence: emotional 

openness/adaptation; the impact on and of oth-

ers; self-esteem/identity; management of stress; 

communication skills/social functioning; and 

goal management and motivation. It is sug-

gested that emotional self-management can 

affect the adjustment of individuals with chronic 

illness and this can be enabled by the use of 

emotional intelligence techniques by healthcare 

professionals (McKenna, 2007, p. 551).

with HIV-positive men. This interventional 

study based on Lazarus and Folkman’s (1984) 

stress and coping theory was effective in 

increasing the quality of life in these men. The 

training included: 1) appraisal training to disag-

gregate global stressors into specific coping 

tasks; 2) coping training to tailor application of 

strategies; and 3) social support training.

Nurses may be wise to capitalize on a cli-

ent’s religious beliefs and partner with clergy to 

effect adaptation (Loeb, 2006). Programs 

related to health education and screening, sup-

port groups, and physical activity that are based 

in a church may be helpful. Barg and Gullatte 

(2001) explain that church-based health pro-

gramming can frame health information in a 

way that may better fit with a client’s view of 

life, that is, their relationship with God.

From another perspective, Pakenham (2007) 

highlights the need for practitioners to facilitate 

clients’ cognitive processing of the implications 

and meaning of their illness. A blend of cogni-

tive-restructuring strategies, client-centered 

approaches, and existential approaches may be 

helpful to the client and family.

Cognitive-Behavioral Strategies

Cognitive-behavioral strategies can be used to 

teach coping skills to clients with chronic illness 

(Folkman & Moskowitz, 2004). Sharpe and 

Curran (2006) have also encouraged the use of 

cognitive-behavioral treatments (CBT), as the 

research literature is clear that CBT is effective in 

managing psychological distress associated with 

illness. Such programs include strategies with the 

aim of facilitating a realistic, but optimistic, atti-

tude toward illness and/or facilitating more adap-

tive coping strategies. Programs typically include 
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individual, and the outcome (the physical, 

emotional, and social adaptation). Although 

self-eff icacy is task- and situation-specif ic, 

programs that encourage that concept could 

influence adaptation. 

Self-Help Groups

As common as self-help and self-support groups 

are for those with chronic illness, one would 

expect the research literature to be clear as to 

their value. Unfortunately, that is not the case. 

Anecdotal articles exist, but there are few 

research-based articles. In addition, research 

commonly looks at such support groups for a 

short period—6, 10, 12, and 15 weeks—whereas 

a chronic illness can be present for 30, 40, or 

50 years. Therefore, the outcome that we might 

see in such studies is greatly diminished as the 

studies demonstrate outcomes at one point 

in time.

Dibb and Yardley (2006) investigated the 

role that social comparison might play in adap-

tation using a self-help group as the context. 

Social comparison proposes that individuals 

with similar problems compare each other’s 

health status. Often this comparison occurs 

within self-help groups, which consist of indi-

viduals with similar circumstances. It has been 

suggested that downward comparison, where 

comparison is made with a person who is doing 

less well, will initiate positive affect as it 

increases self-esteem. Conversely, upward com-

parison with a person doing less well may result 

in hope (Dibb & Yardley, 2006, p. 1603). Results 

of the study with 301 clients with Ménière’s dis-

ease demonstrated that positive social compari-

son was associated with better adjustment after 

controlling for other baseline variables, whereas 

Psychosocial Rehabilitation 

Breast cancer survivors attended a 1-week psy-

chosocial rehabilitation course consisting of 

moderate physical activity, lectures, group 

work, and addressing concerns about returning 

to work. The workshop was led by a multidisci-

plinary team. The researchers used the Common 

Sense Model of Self-Regulation as a framework 

for the study. Results demonstrated that illness 

perceptions of breast cancer survivors were not 

changed by a short psychosocial rehabilitation 

program (Jorgensen, Frederiksen, Boesen, 

Elsass, & Johansen, 2009).

Self-Management Programs

Based on the literature on chronic illness 

 self-management, Swendeman, Ingram, and 

Rotheram-Borus (2009) identified three broad 

categories in chronic disease self-manage-

ment. These categories included physical 

health, psychological functioning, and social 

relationships. Elements related to physical 

health were knowledge and behavior to main-

tain health status, whereas elements related to 

psychological functioning included self-effi-

cacy and empowerment as well as emotional 

status and identity shifts. Social relationship 

elements related to collaborative partnerships 

with healthcare professionals and family mem-

bers and social support. Self-management pro-

grams based on enhancing self-eff icacy are 

highly successful in reducing symptoms and 

encouraging behavior change in many chronic 

illnesses (Newman, 2006). Self-efficacy could 

be considered a personal context variable and 

thus may be a determinant in the appraisal of 

the illness, the coping strategies used by the 



negative social comparison was associated with 

worse adjustment over time.

Positive Life Skills

In a sample of 187 HIV-infected women, a 

 positive life skills workshop was effective in 

 increasing antiretroviral adherence, improving 

mental well-being, and reducing stress (Bova, 

Burwick, & Quinones, 2008). The workshop 

consisted of 10 weekly sessions with 6 to 

15 women in each group. Workshop facilitators 

shared a vision of a safe, positive, and respectful 

environment for women to learn and experi-

ence. Part of the workshop involved reframing 

negative meanings.

SUMMARY  

The literature on adjustment has been mostly 

spearheaded by the discipline of psychology. 

Thus the theme of that literature is psychologi-

cal adaptation versus psychosocial adaptation. 

Unfortunately this narrow focus only addresses 

one component of adaptation. Psychosocial 

adaptation or adjustment better encompasses 

the totality of caring for the client and family. 

Examining the literature also demonstrates that 

there is a lack of studies that focus on clients 

from different ethnicities, cultures, and socio-

economic groups. Most studies have been done 

with white, middle class populations (deRidder 

et al., 2008). Thus the generalizability of these 

studies is limited. What is clear is that we have a 

long way to go in understanding, effecting, mea-

suring, and influencing adaptation. With the 

increasing number of individuals with chronic 

disease, continuing research and study needs to 

be pursued in this area.

Evidence-Based Practice BoxEvidence-Based Practice Box

Adaptation in chronic illness is a multidi-

mensional construct. Adjustment to 

chronic illness requires attention to medi-

cal management of the disease as well as 

cognitive, emotional, behavioral, and psy-

chological factors of daily life. Multiple 

sclerosis (MS) is a chronic illness noted 

for unpredictability of symptoms and pro-

gression of illness as well as variability in 

day-to-day symptoms. The chronic and 

uncertain nature of MS requires coping 

and adjustment not only for persons with 

MS but their families as well. Little 

research has been conducted to identify 

successful or unsuccessful adaptation to 

MS. Previous research has focused on the 

experience of caregivers rather than how 

couples work in concert to navigate alter-

ations in their roles and responsibilities. 

Starks, Morris, Yorkston, Gray, & Johnson 

(2010) conducted a mixed methods study 

with couples in which one partner had 

MS. The purpose of the research was to 

identify strengths and adaptive coping 

behaviors as well as risk factors for rela-

tional stress. Data were collected through 

semi-structured interviews with eight 

couples to explore how these couples 

defined and identified their relationships, 

how they navigated role changes, and how 

they received external support. Data anal-

ysis was guided by a conceptual frame-

work of family adaptation to chronic 

illness. Results included two patterns of 

(continues)
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place within one’s group(s). The isolation may 

be voluntary or involuntary. In cognitively intact 

persons, social isolation can be identified as 

such by the isolate.  While some may consider 

isolation as purely subjective, the various 

dimensions of isolation argue against this singu-

lar position, as will be seen in this chapter.

The literature portrays social isolation as 

typically accompanied by feelings related to loss 

or marginality. Apartness or aloneness, often 

described as solitude, may also be a part of the 

concept of social isolation, in that it is a distanc-

ing from one’s network, but this state may be 

accompanied by more positive feelings and is 

often voluntarily initiated by the isolate. Some 

researchers debate whether apartness should be 

included in, or distinguished as a separate con-

cept from, social isolation. As seen in the litera-

ture that follows, social isolation has several 

definitions and distinctions, dependent upon 

empirical research and the stance of the observer.

When Is Isolation a Problem?

Social isolation ranges from the voluntary 

isolate who seeks disengagement from social 

intercourse for a variety of reasons, to those 

whose isolation is involuntary or imposed by 

others. Privacy or being alone, if actively cho-

sen, has the potential for enhancing the human 

INTRODUCTION  

Most of us actively seek human companionship 

or relationships. The lives of hermits or cloistered, 

solitary existences are extraordinary because they 

so vividly remind us that, usually, life is richer for 

the human contact we share. As valuable as life 

may be when we engage in a variety of relation-

ships, time reserved for solitude is also necessary 

as we seek rest or contemplative opportunity in 

“our own space.” The weaving together of indi-

vidual possibilities for social engagement or soli-

tude develops a certain uniqueness and texture in 

personal and community relationships. These dis-

tinctive personal configurations of engagement 

and disengagement have consequences for our 

work and social lives. It is critical, therefore, that 

healthcare professionals understand the value of 

social engagement and of solitude.

Isolation: A Working Definition

“Belonging” is a multidimensional social con-

struct of relatedness to persons, places, or 

things, and is fundamental to personality and 

social well-being (Hill, 2006). If belonging is 

connectedness, then social isolation is the dis-

tancing of an individual, psychologically or 

physically, or both, from his or her network of 

desired or needed relationships with other per-

sons. Therefore, social isolation is a loss of 

Social Isolation
Diana Luskin Biordi and Nicholas R. Nicholson
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years. Unlike some existentialists and social sci-

entists, healthcare professionals, with their prob-

lem-oriented, clinical approach, tend to regard 

social isolation as negative rather than positive.

The Nature of Isolation

Isolation can occur at four layers of the social 

concept. The outermost social layer is commu-

nity, where one feels integrated or isolated from 

the larger social structure. Next is the layer of 

organization (work, schools, churches), fol-

lowed by a layer closer to the person, that is, 

confidantes (friends, family, significant others). 

Finally, the innermost layer is that of the person, 

who has the personality, the intellectual ability, 

or the senses with which to apprehend and inter-

pret relationships (Lin, 1986).

In the healthcare literature, the primary 

focus is on the clinical dyad, so the examination 

of social isolation tends to be confined to the 

levels of confidante and person, and extended 

only to the organization and community for sin-

gle clients, one at a time. For the healthcare pro-

fessional, the most likely relationships are 

bound to expectations of individually centered 

reciprocity, mutuality, caring, and responsibility. 

On the other hand, health policy literature tends 

to focus on the reciprocity of community and 

organizations to populations of individuals, and 

so it deals with collective social isolation.

At the level of the clinical dyad, four pat-

terns of social isolation or interaction have been 

identified; although these were originally for-

mulated with older adults in mind, they can be 

analogized easily to younger persons by making 

them age-relative:

• Persons who have been integrated into 

social groups throughout their lifetime

psyche. On the other hand, involuntary social 

isolation occurs when an individual’s demand 

for social contacts or communications exceeds 

the human or situational capability of others. 

Involuntary isolation is negatively viewed 

because the outcomes are the dissolution of 

social exchanges and the support they provide 

for the individual or their support system(s). 

Some persons, such as those with cognitive defi-

cits, may not understand their involuntary isola-

tion, but their parent, spouse, or significant other 

may indeed understand that involuntary social 

isolation can have a negative and profound 

impact on the caregiver and care recipient.

When social isolation is experienced nega-

tively by an individual or his or her significant 

other, it becomes a problem that requires 

management. In fact, according to much of the 

literature, only physical functional disability 

ranks with social isolation in its impact on the 

client and the client’s social support network 

(family, friends, fellow workers, and so forth). 

Therefore, social isolation is one of the two 

most important aspects of chronic illness to be 

managed in the plan of care.

Distinctions of Social Isolation

Social isolation is viewed from the perspective 

of the number, frequency, and quality of con-

tacts; the longevity or durability of these 

contacts; and the negativism attributed to the 

isolation felt by the individual involved. Social 

isolation has been the subject of the humanities 

for hundreds of years. Who has not heard of 

John Donne’s exclamation, “No man is an 

island,” or, conversely, the philosophy of exis-

tentialism—that humans are ultimately alone? 

Yet the concept of social isolation has been 

systematically researched during only the last 50 



who is chronically ill. Moreover, depending on 

their own emotional and physical needs, friends 

and acquaintances may drop out of a person’s 

social support system until only the most loyal 

remain (Tilden & Weinert, 1987). Families, 

however, are likely to remain in the social 

network. As the social network reaches its 

limitations, it may itself become needful of 

interventions, such as respite care for the par-

ents of a child who is chronically ill or support 

groups for the siblings of children with cancer 

(Heiney et al., 1990).

Social Isolation versus Similar 
States of Human Apartness

Social isolation has been treated as a distinct 

phenomenon, or it has been combined or 

equated with other states relating to human 

apartness. The literature is replete with a variety 

of definitions of social isolation, many of which 

are interrelated, synonymous, or confused with 

other distinct but related phenomena.

Social Isolation and Alienation

Social isolation and alienation have been linked 

together or treated as synonymous in much of 

the healthcare literature, although these two 

concepts differ from one another. Alienation 

encompasses powerlessness, normlessness, iso-

lation, self-estrangement, and meaninglessness 

(Seeman, 1959). Powerlessness refers to the 

belief held by an individual that one’s own 

behaviors cannot elicit the results one desires or 

seeks. In normlessness, the individual has a 

strong belief that socially unapproved behaviors 

are necessary to achieve goals. Isolation means 

the inability to value highly held goals or beliefs 

that others usually value. Self-estrangement has 

come to mean the divorce of one’s self from 

• The “early isolate,” who was isolated as an 

adult but is relatively active in old age

• The “recent isolate,” who was active in 

early adulthood but is not in old age

• The “lifelong isolate,” whose life is one of 

isolation 

Feelings that Reflect Isolation

Social isolation can be characterized by feelings 

of boredom and marginality or exclusion 

(Weiss, 1973). Boredom occurs because of the 

lack of validation of one’s work or daily rou-

tines; therefore, these tasks become only busy 

work. Marginality is the sense of being excluded 

from desired networks or groups. Other feelings 

ascribed to social isolation include loneliness, 

anger, despair, sadness, frustration, or, in some 

cases, relief.

Description and Characteristics of 
Social Isolation

The existence of social isolation increases our 

awareness of the need for humans to associate 

with each other in an authentic intimate rela-

tionship, whether characterized by caring or 

some other emotion, such as anger. When we 

speak of social isolation, we think first of the 

affected person; then we almost immediately 

consider that individual’s relationships. This 

chapter will demonstrate that, as a process, 

social isolation may be a feature in a variety of 

illnesses and disabilities across the lifecycle.

As an ill person becomes more aware of the 

constricting social network and declining par-

ticipation, he or she may feel sadness, anger, 

despair, or reduced self-esteem. These emotions 

factor into a changed social and personal iden-

tity, but are also separate issues for the person 
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the psychological state of the individual, 

whereas social isolation relates to the sociologic 

status. Although it is true that social isolation 

might lead to loneliness, loneliness is not, in 

itself, a necessary condition of social isolation. 

Both conditions can exist apart from each other.

Peplau and Perlman’s (1986) view of loneli-

ness is distinct from the current North American 

Nursing Diagnosis Association’s (NANDA) 

nursing diagnosis of social isolation (Carpenito-

Moyet, 2010). The NANDA diagnosis extends 

from the person to include the possibility that a 

group could also experience a “need or desire 

for increased involvement with others but is 

unable to make that contact” (p. 30). Attached to 

that must be feelings of rejection or aloneness, 

insecurity in social situations, a desire for more 

contact with people or lack of meaningful rela-

tionships. In the NANDA definition, the model 

combines psychological feelings with the socio-

logic state of isolation, and thus blurs the 

distinctions so carefully treated by others. As 

will be demonstrated in this chapter, social iso-

lation becomes cause, process, or response, 

depending on analysis and circumstances. The 

complex sets of variables that figure into social 

isolation lend themselves to a variety of assess-

ments, diagnoses, and interventions. 

Social Isolation and Aloneness

Tightly linked with social isolation is the need 

for social support, which is the social context or 

environment that facilitates the survival of 

human beings (Lin, 1986) by offering social, 

emotional, and material support needed and 

received by an individual, especially one who is 

chronically ill. Although social support litera-

ture has focused on the instrumental and mate-

rial benefits of support, recent literature on 

social isolation relates isolation more to the 

one’s work or creative possibilities. Finally, 

meaninglessness is the sense that few signifi-

cant predictions about the outcomes of behavior 

can be made. Thus, one can see that isolation is 

only one psychological state of alienation. 

However, authors frequently merge the finer 

points of one or more of the five dimensions of 

alienation and call the result isolation.

Social Isolation and Loneliness

Although social isolation is typically viewed 

today as a deprivation in social contacts, Peplau 

and Perlman (1986) suggest that it is loneliness, 

not social isolation, that occurs when an indi-

vidual perceives her or his social relationships 

as not containing the desired quantity or quality 

of social contacts. In an even more subtle dis-

tinction, Hoeffer (1987) found that simply the 

perception of relative social isolation was more 

predictive of loneliness than actual isolation. 

Loneliness has been referred to as an alienation 

of the self and is sometimes seen as global, gen-

eralized, disagreeable, uncomfortable, and more 

terrible than anxiety (Austin, 1989). Loneliness 

differs from depression in that in loneliness, one 

attempts to integrate oneself into new relation-

ships, whereas in depression, there is a surren-

dering of oneself to the distress (Weiss, 1973).

Nonetheless, loneliness does relate to social 

isolation. In fact, loneliness is the one concept 

most invoked when social isolation is consid-

ered (Dela Cruz, 1986; Hoeffer, 1987; Mullins 

& Dugan, 1990; Ryan & Patterson, 1987). 

However, to use social isolation and loneliness 

as interchangeable terms can be confusing. To 

maintain clarity, loneliness should be considered 

the subjective emotional state of the individual, 

whereas social isolation is the objective state of 

deprivation of social contact and content 

(Bennet, 1980). Therefore, loneliness refers to 



isolation for both persons and groups, requires 

systematic empirical bases for refined distinc-

tions of isolation. Nurses should continue to 

build on earlier studies (see Lien-Gieschen, 

[1993] for a validation study of major identi-

fying characteristics of social isolation in the 

older adult) to empirically identify and distin-

guish the truly def ining characteristics of 

social isolation. As it presently stands, the 

nursing diagnosis of social isolation is rather 

holistic and resonates strongly with earlier 

dimensions of the concepts of alienation and 

loneliness. Carpenito-Moyet (2010) suggests 

that nurses change diagnoses from social iso-

lation to the diagnosis of loneliness or risk for 

loneliness, which is conceptually a clearer 

approach. However, the sociologic reality of 

social isolation remains, and can require inter-

vention in its own right.

PROBLEMS AND ISSUES OF SOCIAL 
ISOLATION  

Regardless of how social isolation occurs, the 

result is that basic needs for authentic intimacy 

remain unmet. Typically this is perceived as 

alienating or unpleasant, and the social isolation 

that occurs can lead to depression, loneliness, or 

other social and cognitive impairments that then 

exacerbate the isolation.

Several predisposing reasons for social 

isolation have been proposed: status-altering 

physical disabilities or illnesses; frailties asso-

ciated with advanced age or developmental 

delays; personality or neurologic disorders; 

and environmental constraints, which often 

refer to physical surroundings but are also 

interpreted by some to include diminished 

personal or material resources (Tilden & 

Weinert, 1987).

negative feeling state of aloneness. This feeling 

is associated with deficits in social support net-

works, diminished participation in these net-

works or in social relationships, or feelings of 

rejection or withdrawal.

Social Isolation as a Nursing 
Diagnosis

Social  isolation is def ined by NANDA 

(Carpenito-Moyet, 2010) as a state in which a 

client or group experiences or perceives a need 

or desire for increased involvement with others 

but is unable to make that contact. The 

NANDA definition has moved beyond the per-

son to the possibility that a group experiences 

social isolation. Yet the defining characteristics 

are those of a person’s subjective feelings of 

aloneness. In the current NANDA definition, 

only one of the major characteristics must be 

present for the diagnosis, and several minor 

characteristics are further described. Four 

major characteristics are noted: insecurity in 

social situations, a lack of meaningful relation-

ships, expressed feelings of aloneness or rejec-

tion, and a desire for contact with more people. 

Of the 12 minor characteristics, most relate to 

uncommunicativeness, whether in affect or 

decision making, or expressions of withdraw-

als. These are mostly personal characteristics, 

and although some may be generalizable to a 

group, not all are.

In the NANDA description, social isola-

tion is a cause or contributing factor to loneli-

ness, but it is not a response of loneliness. 

Related to social isolation are several other 

factors, for example, diseases, social situa-

tions, or secondary sequelae to social factors 

or environments. The current nursing diagno-

sis of social isolation, combining as it does 

both psychological and sociologic states of 
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their social networks, which leads to guilt, and 

can lead to strained silences and withdrawal. In 

the case of individuals with cancer (Burnley, 

1992; House, Landis, & Umberson, 1988; 

Reynolds & Kaplan, 1990) or heart disease 

(Kaplan et al., 1988; Orth-Gomer, Unden, & 

Edwards, 1988), social support is significant to 

their survival. For those who lack this social 

support, social isolation is not merely a meta-

phor for death but can hasten it.

Social Isolation and Stigma

Social isolation may occur as a result of stigma. 

Many persons will risk anonymity rather than 

expose themselves to a judgmental audience. 

Because chronic illnesses can be stigmatiz-

ing, the concern about the possibility of reveal-

ing a discredited or discreditable self can slow or 

paralyze social interaction (see Chapter 3). In a 

study examining chronic sorrow in HIV-positive 

patients, stigma created social isolation. Women 

with children, particularly African American 

women, were more stigmatized and isolated than 

gay men because others perceived the women as 

associated with “dirty sex,” contagion, and 

moral threat (Lichtenstein, Laska, & Clair, 

2002). Therefore, social roles and the robustness 

of network support affect social isolation.

Individuals with chronic illness and their 

families grapple with how much information 

about the diagnosis they should share, with 

whom, and when (Gallo et al., 1991). If the ill-

ness is manageable or reasonably invisible, its 

presence may be hidden from all but a select 

few, often for years. Parents of children with 

chronic illnesses were reported to manage 

stressful encounters and uncertainty by disguis-

ing, withholding, or limiting information to 

others (Cohen, 1993), an action that may add to 

limiting their social network. Jessop and Stein 

The Isolation Process

A typical course of isolation that evolves as an 

illness or disability becomes more apparent in 

the change in social network relationships. 

Friends or families begin to withdraw from the 

isolated individual or the individual from them. 

This process may be slow or subtle, as with indi-

viduals with arthritis, or it may be rapid, as with 

the person with AIDS. Unfortunately, the pro-

cess of isolation may not be based on accurate 

or rational information. For example, one 

woman with cancer reported that, at a party, she 

was served her drink in a plastic cup while 

everyone else had glasses (Spiegel, 1990).

Individuals with serious chronic illnesses 

come to perceive themselves as different from 

others and outside the mainstream of ordinary 

life (Williams & Bury, 1989). This perception of 

being different may be shared by others, who 

may then reject them, their disability, and their 

differentness. Part of this sense of being differ-

ent can stem from the ongoing demands of the 

illness. For example, social relationships are 

interrupted because families and friends cannot 

adjust the erratic treatment to acceptable social 

activities. From such real events, or from social 

perceptions, social isolation can occur, either as 

a process or as an outcome.

Individuals with chronic illness often face 

their own mortality more explicitly than do oth-

ers. For example, unmarried or younger clients 

with cancer express a loss of meaning in life, 

suggested to be due to cancer’s threat to their 

lives as they grapple with the meaning of life; 

they may withdraw from their networks or the 

networks may withdraw from them (Noyes et 

al., 1990; Weisman & Worden, 1976–1977; 

Woods, Haberman, & Packard, 1993).

Even if death does not frighten those with 

chronic illness, it frequently frightens those in 



who lose family, friends, and associated position 

and power are inclined to feelings of rejection, 

worthlessness, and loss of self-esteem (Ravish, 

1985). These feelings become magnified by the 

client’s culture if that culture values community 

(Litwin & Zoabi, 2003; Siplic & Kadis, 2002). 

An example of social isolation of both caregiver 

and care recipient occurred in a situation of a 

woman whose husband had Alzheimer’s disease. 

The couple had been confined for more than 2 

years in an apartment in a large city, from which 

her confused husband frequently wandered. Her 

comment, “I’m not like a wife and not like a sin-

gle person either,” reflected their dwindling 

social network and her loss of wifely privileges 

but not obligations. This ambiguity is common to 

many whose spouses are incapacitated. Moreover, 

after a spouse dies, the widow or widower often 

grieves as much for the loss of the role of a mar-

ried person as for the loss of the spouse.

The loss of social roles can occur as a result 

of illness or disability, social changes through-

out the lifespan (e.g., in school groups, with 

career moves, or in unaccepting communities), 

marital dissolution (through death or divorce), 

or secondary to ostracism incurred by member-

ship in a “wrong” group. The loss of social roles 

and the resultant isolation of the individual have 

been useful analytic devices in the examination 

of issues of the aged, the widowed, the physi-

cally impaired, or in psychopathology.

The Older Adult and Social 
Isolation

Older age, with its many losses of physical and 

psychological health, social roles, mobility, 

economic status, and physical living arrange-

ments, can contribute to decreasing social 

networks and increasing isolation (Creecy, 

Berg, & Wright, 1985; Howat, Iredell, Grenade, 

(1985) found that invisible illnesses of children 

with chronic illness led to greater difficulty in 

social interactions because of the uncertainty of 

ambiguity (disagreement about revealing or 

passing, or what courses of action to take). For 

example, parents of a child with cystic fibrosis 

may tell a teacher that the child is taking pills 

with meals because of a digestive disease 

(Cohen, 1993).

As siblings of children with cancer deal with 

the isolation of their brother or sister, they become 

vulnerable to being socially isolated themselves 

(Bendor, 1990). Social isolation not only burdens 

those with chronic illness, it also extends into 

family dynamics and requires the healthcare pro-

fessional to consider how the family manages. 

Nurses must explicitly plan for the isolation in 

families with children who are chronically ill 

(Tamlyn & Arklie, 1986). Thus, with social isola-

tion being a burden for the family, it requires the 

healthcare professional to consider how the family 

manages the illness and the isolation.

Where the stigmatized disability is quite 

obvious, as in the visibility of burn scars or the 

odor of colitis, the person who is chronically ill 

might venture only within small circles of under-

standing individuals (Gallo et al., 1991). Where 

employment is possible, it will often be work 

that does not require many social interactions, 

such as night work or jobs within protected envi-

ronments (sheltered workshops, home offices). 

Regardless of what serves as reminders of the 

disability, the disability is incorporated into 

the isolate’s sense of self; that is, it becomes part 

of his or her social and personal identity.

Social Isolation and Social Roles

Any weakening or diminishment of relationships 

or social roles might produce social isolation for 

individuals or their significant others. Clients 
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2002), and cognitive impairments (Barnes, 

Mendes de Leon, Wilson, Bienias, & Evans, 

2004; Holtzman et al., 2004; Zunzunegui, 

Alvarado, Del Ser, & Otero, 2003; Beland, 

Zunzunegui, Alvarado, Otero, & Del Ser, 2005). 

In a converse finding, older adults with extensive 

social networks were protected against dementia 

(Fratiglioni, Wang, Ericsson, Maytan, & 

Winblad, 2000; Fratiglioni, Paillard-Borg, & 

Winblad, 2004; Seidler, Bernhardt, Nienhaus, & 

Frolich, 2003; Wang, Karp, Winblad, & 

Fratiglioni, 2002). And, as described earlier, 

although low social engagement may not be a 

form of social isolation per se, it is a psychologi-

cal isolator and thus a risk factor in social isola-

tion (Howat et al., 2004). For example, 

depressive symptoms in older adults were shown 

to be decreased by social integration (Ramos & 

Wilmoth, 2003). Isolated older adults were 

shown to have increased risk for coronary heart 

disease (Brummett et al., 2001; Eng et al., 2002), 

and death related to congestive heart failure was 

predicted by social isolation (Murberg, 2004). 

Similarly, post-stroke outcomes, for example, 

additional strokes, myocardial infarction, or 

death, were predicted by pre-stroke isolation 

(Boden-Albala, Litwak, Elkind, Rundek, & 

Sacco, 2005). Isolated women before a diagnosis 

of breast cancer, when compared with socially 

integrated women, were found to have a 66% 

increase in all-cause mortality (Kroenke, 

Kubzansky, Schernhammer, Holmes, & 

Kawachi, 2006). Quality of life among breast 

cancer survivorship is impacted negatively by 

social isolation (Michael, Berkman, Colditz, 

Holmes, & Kawachi, 2002). Finally, and perhaps 

most relevant to health and cost outcomes, 

socially isolated older adults were found to be 

four to five times more likely to be re-hospital-

ized within a year from their previous hospital-

ization (Mistry et al., 2001).

Nedwetzky, & Collins, 2004; Ryan & Patterson, 

1987; Trout, 1980; Victor et al., 2002). This will 

become even more of an issue as the number of 

older adults is expected to increase arithmeti-

cally and proportionately in the next 2 decades 

(Fowles & Greenberg, 2009). Older adults cur-

rently make up 12.9% of the overall U.S. popu-

lation (Administration on Aging, 2010).  The 

prevalence of social isolation in older adults has 

been approximated to be at 2–20% (Victor, 

Scambler, Bond, & Bowling, 2000) and even as 

high as 35% in assisted-living arrangements 

(Greaves & Farbus, 2006).

Social isolation has been linked with 

functional disability. One definition of func-

tional disability is “the degree of difficulty or 

inability to independently perform basic activ-

ities of daily living (ADLs) or other tasks 

essential for independent living” (Mendes de 

Leon et al., 2001, p. S179).  Social networks 

may influence the functional disability process 

by preventing decline or facilitating recovery 

(Mendes de Leon et al., 1999).  Consequently, 

functional disability may impact social net-

works by preventing older adults from seeking 

engagement with other members. Network 

size and social interaction are signif icantly 

associated with functional disability risk 

(Mendes de Leon et al., 2001).  Older adults 

who are more socially engaged report less 

functional disability (OR = 0.84, 95% CI 

0.75–0.95) (Mendes de Leon, Glass,  & 

Berkman, 2003), and those who are a strong 

part of a social network have been found to 

have reduced risk of functional disability (p < 

0.01) (Mendes de Leon et al., 1999). 

Social isolation has been shown to be a seri-

ous health risk for older adults (Findlay, 2003), 

with studies indicating a relationship between 

all-cause mortality (Ceria et al., 2001), coronary 

disease (Eng, Rimm, Fitzmaurice, & Kawachi, 



Wenger, 1997). In fact, the quality of the social 

relationship may have more impact than the 

number of ties (Pinquart & Sorensen, 2001), 

which suggests that a few solid relationships 

may be more beneficial than many ties of poor 

quality.

The extent (from local to community and 

integrated to contained) and nature (positive or 

negative social relationships) of a social 

nework (Litwin, 1997; Wenger, Davies, 

Shahtahmasebi, & Scott, 1996) , affect health 

as well as social isolation (Seeman, 2000; 

CASE STUDY

Thomas is an 85-year-old man who has severe COPD, depression, and Type II diabetes.  He 

currently smokes cigarettes and has smoked for the last 45 years.  Thomas is a widower, but he 

has a live-in unmarried partner named Gretchen who has lived with him in their home for the 

past 8 years. Gretchen is very needy due to a recent Cerebral Vascular Accident (CVA), which 

left her with expressive aphasia and incontinence. Tom is a member of the local men’s club 

and was in charge of fundraising until recently. He had to give up his position because he 

needed to be at home more to watch over Gretchen. When talking about his home situation, 

Thomas states, “I hate to give up all the time with my buddies. I’ve been a member for 50 

years, but since she can’t tell me she’s wet, I have to check all the time.  If I’m not at home, 

who’s going to check?” Despite the fact that she is a lot of work physically and sometimes her 

inability to speak is discouraging, Thomas says he loves her company. He states that it is won-

derful to have a constant companion even though direct conversations are extremely difficult, 

but you are unsure if this is really how he feels.

Prior to retirement, Thomas was a certified public accountant who worked for a local 

office.  He enjoyed the interaction with his clients and was described as a very social person 

with numerous friends.  He had made lots of new friends through his skills in bringing in high 

returns on taxes for his clients. In fact, the best man at his wedding, Frank, initially was his tax 

client. Frank had bought Thomas a steak dinner to thank him for saving him and his wife lots 

of money, after which, the two became best friends.  The two men and their wives had shared 

many social occasions, but when Frank died years ago, Thomas became depressed and stopped 

wanting to go out socially.  At that time, Thomas’s wife of 50 years, Frances, had encouraged 

him to continue to go out and meet new people. He began to get out more and started to feel 

like his old self, when Frances died suddenly of a myocardial infarction. After her death 

Thomas refused to be social.  He said, “What’s the point of going out and meeting people, if 

they are just going to die on you?  I’d rather stay in.” He was also a man who had gone to 

church services every week and now doesn’t go anymore; instead he watches the services on 

TV. Thomas says, “God knows I’m still dedicated, so I don’t need to go out and chat about how 

great things are with a bunch of busybody church types—especially when things aren’t that 

great at all.”  About a year after his wife Francis died, he met Gretchen in the supermarket, and 

they have been partners ever since—both are happy to stay in most of the time. 
(continues)

Problems and Issues of Social Isolation 105



106 CHAPTER 5 / Social Isolation

has the potential to focus on health promotion 

and function maintenance, such as the identifi-

cation of social isolation and appropriate inter-

ventions (Resnick, 2007).

Strictly speaking, social isolation is not con-

fined to a place. The socially isolated are not 

necessarily homebound or place-bound, although 

that is typically the case. That being said, how-

ever, environments that are removed (such as 

rural locations) or those not conducive to safety 

(such as high-crime areas) can contribute to social 

isolation (Klinenberg, 2001). Social isolation as a 

Although much of the current research in 

social isolation with older adults has focused 

on community-dwelling adults, one growing 

segment of study is assisted-living arrange-

ments, which is one of the fastest growing seg-

ments of senior housing (Hawes, Phillips, 

Rose, Holan, & Sherman, 2003). In assisted-

living settings where there are many internal 

(to the setting) social networks, life satisfac-

tion, quality of life, and perception of home 

were positively reported (Street, Burge, 

Quadagno, & Barrett, 2007). Assisted living 

Thomas was functioning at a moderate to high level, but recently had a fall secondary to 

shortness of breath related to emphysema and an acute syncopal episode.  He was hospitalized 

for the shortness of breath, the mild abrasions from the fall, and to have a neurological work 

up.  His respiratory status returned to baseline with the addition of a new inhaler, his neuro-

logical status checked out well and, thankfully, there were no broken bones. Because he is 

Gretchen’s primary caretaker, her granddaughter flew in from out of town to take care of her 

until Thomas was released.  He was released after 3 days in the hospital with an admission to 

the local visiting nurses’ agency for an estimated time of 4 weeks of visits.

As you sit in the car, having completed your reading of Thomas’ chart, you wonder how 

this man turned from a social accountant to someone who has been hospitalized for an injurious 

fall.  Additionally, you wonder about how the many psychosocial factors play into his well-being 

and the well-being of Gretchen. Thomas has stopped seeing his friends, has stopped attending 

church, has had a decline in his overall health, has implied he doesn’t really belong anywhere, 

and, aside from Gretchen, has a lack of fulfilling relationships—all leading to a possible diagno-

sis of social isolation.  As you walk to the front door with your chart and admission paperwork, 

you see Thomas through the window silently crying by himself on the porch.

Discussion QuestionsDiscussion Questions

 1. Given Thomas’s history, identify the factors that put him most at risk for social isolation.

 2. When considering nursing interventions for Thomas, what would be the number one 

health issue to address?  In your opinion, is Thomas a social isolate? Why or why not?

 3. Do you consider Gretchen, Thomas’s live-in partner, a positive or negative influence on 

his life?  Explain your answer.

CASE STUDY (Continued)



healthier residents. The investigators found that 

family and longer standing friendships served as 

better buffers to social isolation than did other 

residents. Impressionistically, however, the 

number of research citations about social isola-

tion in England and Ireland, as well as in other 

European countries, seems to have increased 

since the 1980s and 1990s in contrast to the 

research in social isolation in the United States. 

More recent social isolation research in the 

United States focuses on policy that seems 

to incorporate the socially isolated individual 

into more viable social networks.

Social Isolation and Culture

As globalization and sensitivity to U.S. multicul-

turalism increases, with its concurrent absorption 

of multiethnic, multilingual, and multi-religious 

individuals into yet other cultures, there is an 

overlap into mainstream healthcare systems. This 

is especially true of cultural groups that have not 

assimilated into the dominant culture. Language 

differences and traditional living arrangements 

may impede social adaptation. In addition, many 

immigrants, especially those who are chronically 

ill, are less able to engage in support networks, 

given their long working hours, low-paying jobs, 

lack of health insurance, and changes in family 

lifestyles and living arrangements. Changes may 

occur over the second and third generations, but 

this is less true where the immigrants’ home cul-

tures are geographically close, such as Mexican 

Americans who live along the U.S.–Mexican 

border, or when reminders of traditions are more 

visible (Jones, Bond, & Cason, 1998).

An extensive literature review on health 

care and its relationship with culture demon-

strated two overarching issues: 1) the defini-

tions of culture are conceptually broad and/or 

function of location has been demonstrated, par-

ticularly for the older adult in urbanized settings, 

in a number of countries other than the United 

States (Klinenberg, 2001; Russell & Schofield, 

1999). In these cases, elderly individuals cannot 

leave their homes because of lack of transporta-

tion or for fear of assault, so they increasingly iso-

late themselves from others. This situation is 

intensified by distrust, socioeconomic status, or 

locale, and it is worse if the older adult has a 

chronic illness compounding their constraints. 

Vehicular driving cessation may be an eventual 

reality as one ages. Limited or no driving con-

fines activities outside the home (Marottoli et al., 

2000) and thus limits interactions with others for 

the older adult.

One objective of planned senior housing is 

to provide individuals with a ready made social 

network within a community (Lawton, Kleban, 

& Carlson, 1973; Lawton, Greenbaum, & 

Liebowitz, 1980; Lawton, Moss, & Grimes, 

1985), although this objective is not always met. 

The frail elderly are found to be less interactive 

with more mobile, healthier older adults, possi-

bly because healthier older adults have few extra 

resources to expend on others who may have 

even fewer resources, or they may have better 

health and networks that are incongruent with, 

and less likely to cross, those of the frail elderly 

(Heumann, 1988).

Nursing home residents with chronic ill-

ness or sensory impairments tend to be more 

isolated than other elderly persons. In England, 

for instance, those in residential care who are ill 

or disabled are considered socially dead, impov-

erished by the inactive nature of institutionaliza-

tion and unable to occupy any positive, valued 

role in the community (Watson, 1988). Stephens 

and Bernstein (1984) found that older, sicker 

residents were more socially isolated than 
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appeals across all groups. One can now find a 

large number of articles targeting mainstream 

healthcare providers that provide hints, tips, or 

insights into cultural groups.

Social Components of Social 
Isolation

Mere numbers of people surrounding someone 

do not cure negative social isolation; an individ-

ual can be socially isolated even in a crowd if 

one’s significant social network is lost. This situ-

ation is true for such groups as those living or 

working in sheltered-care workshops, residents 

in long-term care facilities, or people in prisons. 

What is critical to social isolation is that, because 

of situations imposed on them, individuals 

perceive themselves as disconnected from mean-

ingful discourse with people important to them.

Associated with social isolation is reci-

procity or mutuality, that is, the amount of give 

and take that can occur between isolated indi-

viduals and their social networks. Throughout 

the years, much evidence has accumulated to 

indicate that informal networks of social sup-

port offer signif icant emotional assistance, 

information, and material resources for a num-

ber of different populations. These support 

systems appear to foster good health, help main-

tain appropriate behaviors, and alleviate stress 

(Cobb, 1979; DiMatteo & Hays, 1981; Stephens 

& Bernstein, 1984).

Examining reciprocity in the relationships 

of social networks focuses not only on social 

roles and the content of the exchange, but also 

on the level of agreement between the isolated 

person and his or her “others” in the network 

(Goodman, 1984; Randers, Mattiasson, & 

Olson, 2003). The incongruence between 

respondents in a social network regarding their 

indistinct, and 2) mainstream health care strug-

gles to integrate these multicultural groups with 

varying degrees of success. When one speaks of 

“culture,” many concepts are mixed, or even 

confused (Habayeb, 1995). The dominant white 

society in the United States and its healthcare 

system is secular, individualistic, technology- 

and science-oriented, and tends to be male dom-

inated (Borman & Biordi, 1992; Smith, 1996). 

Other European-based cultures have similar 

situations. Social isolation must be viewed from 

the client’s cultural definition of the number, 

frequency, and quality of contacts, the longevity 

or durability of these contacts, and the negativ-

ism attributed to the isolation felt by the indi-

vidual involved.

Studies conducted since 1990 indicate how 

women, minority groups, the poor, and others 

have not received the same care as the dominant 

male Caucasian middle or upper classes 

(Fiscella et al., 2000). Fortunately, current cul-

tural healthcare literature indicates a greater 

awareness of cultural groups and their values. 

One factor that may be influencing this change 

is that since 1990, other healthcare providers, 

including nurses, psychologists, case managers, 

and a variety of technical support personnel, 

have made significant advances in providing 

higher quality health care to formerly disenfran-

chised groups (Biordi, 2000).

Many ethnic and religious groups in the 

United States value community closeness, fam-

ily kinship, geographic proximity, and social 

communication. They seek acknowledgment of 

their right to mainstream or alternative care 

(Cheng, 1997; Helton, 1995; Keller & Stevens, 

1997; Kim, 1998; Kreps & Kreps, 1997). The 

task of attempting to deliver “tailored,” cultur-

ally competent care to so many groups is over-

whelming and lacks an integrating strategy that 



Unemployment of the older adult is just 

one component of the maturational continuum; 

parents worry about the potential for employ-

ment and insurance for their children with 

chronic illnesses (Cohen, 1993; Wang & 

Barnard, 2004). Lower income status, especially 

when coupled with less education, negatively 

influences health status and is associated with 

both a limiting social network and greater lone-

liness, which, in turn, impacts health status and 

social isolation (Cox, Spiro, & Sullivan, 1988; 

Williams & Bury, 1989). For instance, almost 

half of the head-injured clients in one study 

could not work, which then affected their fami-

lies’ economic status and increased their social 

isolation (Kinsella, Ford, & Moran, 1989). 

Financial concerns were found to be a reason 

for older adults not to participate socially, thus 

leading to increased risk of social isolation. The 

study by Howat and colleagues (2004) used 

focus groups and interviews with adults aged 65 

and older to help explain factors that contribute 

to social isolation, in addition to identifying 

barriers and facilitators to social participation.

In addition to problems of employment 

potential, there are economic and social concerns 

over the costs incurred by health care, employ-

ment discrimination, subsequent inability to 

secure insurance, and loss of potential friendship 

networks at work—all of which are factors in 

increasing social isolation or reducing social 

interactions. In fact, economics exaggerates the 

costs of chronic illness. People with disabilities 

suffer disproportionately in the labor market, 

which then affects their connections with family 

and community social networks (Christ, 1987). 

This is particularly evident in the examination of 

those with mental illness and their social isola-

tion (Chinman, Weingarten, Stayner, & Davidson, 

2001; Melle, Friis, Hauff, & Vaglum, 2000).

exchanges can help alert the healthcare profes-

sional to the level of emotional or material need 

or exhaustion that exists in either respondent. 

For example, the senior author observed, during 

a home visit by a nurse, that a homebound older 

woman complained that her children had done 

very little for her. However, it was discovered 

that the children visited every day, brought 

meals, shopped for their mother, and managed 

her financial affairs. In this case, the elderly 

mother felt isolated despite her children’s visits 

and assistance.

Demographics and Social Isolation

Few studies focus directly on demographic vari-

ables and social isolation; typically, this topic is 

embedded in other research questions across a 

variety of illnesses. Nevertheless, when these 

disparate studies are taken together, the impact 

of demographics on social isolation in the indi-

vidual with chronic illness is evident. Issues of 

gender, marital status, family position and 

context, and socioeconomic standing (such as 

education or employment) have been shown to 

affect social isolation.

Socioeconomic Factors

Changes in socioeconomic status, such as 

employment status, have been correlated with 

social isolation. The lack of employment of both 

caregiver and care recipient, cited in much of 

the caregiver literature, can have an adverse 

effect. A study of caregivers of frail elderly vet-

erans noted that these caregivers are more at 

risk for physical, emotional, and financial strain 

than are other populations, because disabled 

elderly veterans receive fewer long-term care 

services than do other elderly populations 

(Dorfman, Homes, & Berlin, 1996).
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tumors and could attend regular classes were 

perceived as more sensitive and isolated (Noll et 

al., 1992). On the other hand, adolescents with 

chronic illnesses have been marginalized, which 

predisposes them to feelings of isolation and 

low self-worth (DiNapoli & Murphy, 2002).

Similarly, some studies of older adults 

found that isolation does not always occur with 

increasing age (Victor et al., 2002). Although 

childless older individuals tend to be more 

socially isolated than those with children, when 

adult children live nearby, older people fre-

quently interact with at least one of them 

(Mullins & Dugan, 1990). Interestingly, older 

African American women, even if they lived 

alone, tended to have more visits from their chil-

dren than did older African American men; the 

difference was not explained by needs, re-

sources, or child/gender availability (Spitz & 

Miner, 1992). It is also interesting to note that 

older people tend to be less influenced by their 

children than by contacts with other relatives, 

friends, and associates (Berkman, 1983; Ryan & 

Patterson, 1987). One study found no relation-

ship between the elders’ emotional well-being 

and the frequency of interaction with their chil-

dren (Lee & Ellithorpe, 1982).

Findings indicate that in every group from 

age 30 to older than 70 years of age, primarily 

those with the fewest social and community ties 

were nearly three times as likely to die as those 

with more ties (Berkman, 1983). In other words, 

maintaining social contacts enhanced longevity. 

These individuals tended to be widowers or 

widows and lacked membership in formal 

groups (Berkman, 1983), thereby limiting their 

social contacts. In another study, the older adults 

who lived in senior housing complexes showed 

little difference in friendship patterns and life 

satisfaction (Poulin, 1984). Both of these 

General Family Factors

As chronic illness persists, and tasks must be 

managed, relationships are drained, leaving indi-

viduals with chronic illness at high risk for 

social isolation (Berkman, 1983; Tilden & 

Weinert, 1987). When isolation does occur, it 

can be a long-term reality for the individual and 

family. However, if there is social support and 

involvement, people with chronic illnesses tend 

toward psychological well-being. Particularly 

important is the adequacy, more than the 

avaiability, of social relationships (Wright, 

1995; Zimmer, 1995).

There is evidence that social isolation does 

not necessarily occur in every situation. In fact, 

the negative impact of social isolation on fami-

lies with children who are chronically ill has 

been questioned. One study, which used a large 

community-based, random sample, found that 

families with children who are chronically ill 

did not experience a greater degree of social 

isolation than those with healthy children, nor 

did they function differently, except for modest 

increases in maternal dysfunction (Cadman et 

al., 1991). Cadman and his associates argue that 

prior studies were subject to biases because the 

families in those studies were in the clinic popu-

lations of the hospital or agency. By definition, 

such populations were receiving care for ill-

nesses or responses to illnesses and hence were 

experiencing an unusual aggregate of problems, 

which is why they were at the clinic or hospital. 

Therefore, such families were not representative 

of families throughout the community.

In another study, classroom teachers evalu-

ated children with cancer or sickle cell disease 

with a matched sample of controls. The authors 

found that the children who were chronically ill 

were remarkably resilient in the classroom set-

ting, although those who survived their brain 



reported needing personal or psychological time 

alone for relief, the subject of their isolation, the 

person with chronic illness, also became their 

greatest confidante as the pair struggled in their 

joint isolation (DesRosier et al., 1992).

Illness Factors and Social Isolation

Chronic illness is multidimensional, and persons 

with chronic illness and their networks must 

assume a variety of tasks: managing treatment 

regimens, controlling symptoms, preventing and 

managing crises, reordering time, managing the 

illness trajectory, dealing with healthcare pro-

fessionals, normalizing life, preserving a 

reasonable self-image, keeping emotional bal-

ance, managing social isolation, funding the 

costs of health care, and preparing for an uncer-

tain future (Strauss et al., 1984) (see Chapter 2). 

As people with chronic illnesses struggle to 

understand their body failure and maintain per-

sonal and social identities, they may become 

fatigued, sicker, or lose hope more readily. 

Should this happen, they may more easily with-

draw from their social networks.  Individuals 

who have four or more chronic illnesses were 

shown to be at risk for social isolation (Havens 

& Hall, 2001).

It has been suggested that isolation not only 

influences the individual’s social network 

(Newman et al., 1989), but also can lead to 

depression and even suicide (Lyons, 1982; Trout, 

1980), particularly in the elderly (Frierson, 

1991). Women whose illnesses required more 

physical demands on themselves and greater 

symptom management reported greater depres-

sion but no effect on their relationship with their 

partner. Women who had concerns about the 

meaning of their illness reported greater marital 

distress and lower satisfaction with their family 

network (Woods et al.,1993).

studies found that living alone, being single, or 

not having family does not necessarily imply 

social isolation. Rather, if older people have 

social networks, many developed throughout a 

lifetime, and if these networks remain available 

to them, they are provided with support when 

needed (Berkman, 1983).

Gender and Marital Status

Typically, women have more extensive and 

varied social networks than do men (Antonucci, 

1985). However, if one spouse has a chronic ill-

ness, married couples spend more time together 

and less time with networks and activities out-

side the home (DesRosier, Catanzaro, & Piller, 

1992; Foxall, Eckberg, & Griff ith, 1986). 

Although gender differences in caregiving occur 

(Miller, 1990; Tilden & Weinert, 1987), women 

caregivers indicate greater isolation, increased 

loneliness, and decreased life satisfaction than 

do men. Yet both genders show psychological 

improvement if social contacts, by telephone or 

in person, increase (Foxall et al., 1986). After 

the death of a spouse, it has been suggested that 

men have higher psychological distress 

(Umberson, Wortman, & Kessler, 1992) and 

increased mortality rates (Stroebe & Stroebe, 

1983) when compared to women.

Although women caregivers may have pro-

fessional, community, and social networks to 

aid them in coping with their disabled spouses, 

over time, they reduce their links to these poten-

tial supports. Physical work, social costs and 

barriers, preparation time for care and outings, 

and other demands of caregiving become so 

extreme that women curtail access to and use of 

support networks external to home. As these 

caregivers narrow their use of social networks, 

they unwittingly isolate their spouse with 

chronic illness as well. Although women 
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Frequently, the daily management of illness 

means working with healthcare professionals 

who often do not recognize the inconspicuous 

but daily struggles of the person’s realities of a 

“new” body, the issues of care, and the develop-

ment of a new self-identity (Corbin & Strauss, 

1987; Dropkin, 1989; Hopper, 1981).

With increased technology, the aging of the 

population, and changes in economics, chronic 

illness has begun to assume major proportions in 

the United States. Concomitantly, the literature 

contains more articles describing various 

chronic illnesses, the strategies used to manage 

them, and issues of social and psychological 

well-being, including social isolation. More 

recently, the literature has been extended to con-

sider how chronic illnesses and related technolo-

gies are impacted by culture.

The impact of prevailing paradigms of care 

interventions held by various constituencies is 

evident. For example, most healthcare profes-

sionals still see clients only episodically, using 

the medical model of “cure” and remaining 

within the model of the dominant healthcare sys-

tem. But, in the case of children with cancer, the 

child focuses on the meaning of his or her 

impairment (which varies by age); the parents 

focus first on the immediate concern with their 

child’s longevity and cure, and later on the 

impairment and long-term effects; the healthcare 

professional focuses on client survival; the men-

tal health professional focuses on identifying and 

minimizing impact, impairments, and social 

barriers; and the public (third-party payers, 

employers, schoolmates, partners) focuses on 

contributions and cost. All of these views center 

on the interaction and exchange, as well as the 

specific responsibilities and obligations, incurred 

by the various networks that touch them. 

Interactions are intensif ied by the potential 

Persons with HIV or AIDS had psychologi-

cal effects that depended not only on the diag-

nosis, but also on the age of the person. Older 

individuals showed significant differences in a 

number of variables, including social isolation 

(Catalan, 1998). In addition, HIV-negative men 

who cared for their partners or friends often 

lived in social isolation with their care recipi-

ents (Mallinson, 1999).

In the case of individuals with severe head 

injuries, it was not the chronic physical disabil-

ity that disrupted family cohesion as much as 

the resulting social impairment (Kinsella et al., 

1989). The greatest burden identified was social 

isolation brought on by the impaired self-control 

of the head-injured person and their inability to 

learn from social experience. However, the 

social isolation was particularly burdensome 

for the families, because the head injury reduced 

the client’s capacity for recognition of and 

reflection on the deficiencies in social relation-

ships and precluded formation of new close 

relationships. Consequently, although friend-

ships and employment possibilities were 

reduced for the client, the real impact was felt 

by the constrained family (Kinsella et al., 1989).

Healthcare Perspectives

People with chronic illnesses struggle to under-

stand their body failure and its effect on their 

activities and lives (Corbin & Strauss, 1987). In 

doing so, they also struggle to maintain their 

sense of personal and social identity, often in 

the face of altered self-image and enormous 

financial, psychological, and social obstacles. If 

individuals with chronic illness lose hope or 

become otherwise incapacitated, they may with-

draw from their social networks, isolating them-

selves and others important to them.



putting up with something undesirable” (p. 221), 

and many patients were unable to touch or look 

at themselves. Those with extensive disfigure-

ment also reported more social isolation, poor 

self-image, and/or a worsened sexual relation-

ship with their partner, even though they main-

tained satisfactory relationships with their 

children. In another study, reported in the 

Gamba article, half of the individuals who 

underwent hemi-mandibulectomy for head and 

neck cancers became social recluses, compared 

with 11% of patients who had laryngectomies. 

As can be seen, in more than one study, respon-

dents attached a negative meaning to their 

disfiguring surgery and its results.

Such findings take into account the client’s 

personal meaning of illness and treatment and 

their effects on social isolation, demonstrating 

that the isolating treatment or illness (e.g., 

disf igurement) often is not associated with 

objective disability. In fact, others have found 

that the degree of isolation is not directly pro-

portional to the extent of disability (Creed, 

1990; Maddox, 1985; Newman et al., 1989). It 

is important that healthcare professionals not 

ignore or discount the meaning of illness to the 

client, regardless of any professional opinion 

about objective disability or the desirability of 

treatment.

INTERVENTIONS: COUNTERACTING 
SOCIAL ISOLATION  

In social isolation, the interventions of choice 

need to remain at the discretion of the client or 

caregiver. As can be seen from this chapter, 

writers focus largely on definitions and corre-

lates of social isolation and relatively less on 

interventions. When interventions are reported, 

they often relate to the aggregate, such as the 

withdrawal of any party from the network 

(Christ, 1987).

Given the variety of care-versus-cure para-

digms, the real, daily micro-impositions of 

chronic illness on social identity and social net-

works are often lost. The compassion felt by 

many healthcare professionals is evident in the 

increasing number of articles available and the 

attempts to present evidence of the isolation felt 

by clients and their networks. Nevertheless, 

these articles may not be explicit; therefore, the 

proposed interventions for the isolate are 

unclear, irrelevant, or even discouraging. For 

example, when discussing facial disfigurement, 

one article noted that the healthcare profes-

sional expected evidence of the client’s image 

integration as early as 1 week post-surgery 

(Dropkin, 1989). That same article suggested 

and reiterated that, although the surgery was 

necessary for removal of the cancer, the result-

ing defect was confined to a relatively small 

aspect of the anatomy and that the alteration in 

appearance or function did not change the per-

son (Dropkin, 1989). The terminology and the 

interventions in this article focused on the acute 

postoperative period and did not take into 

account what disfigured clients were likely to 

feel later than 1 week post-surgery or that the 

word “defect” gives a strong clue to the under-

standing that the disfiguring surgery is obvi-

ously and emotionally charged toward the 

negative.

For a clearer view of the impact of such 

surgery as seen by the client, Gamba and col-

leagues (1992) asked postsurgical patients, 

grouped by the extent of their facial disfigure-

ment, questions about their self-image, relation-

ship with their partner and social network, and 

overall impact of the therapy. Those with exten-

sive disfigurement reported that it was “like 
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intervention phases, the healthcare professional 

should explicitly consider how effective the 

intervention is or was. The effect of cultural and 

social differences should be taken into account. 

The willingness and flexibility to change an 

ineffective strategy is the mark of the competent 

professional.

Assessment of Social Isolation

When social isolation occurs, a systematic 

assessment can help determine proposed inter-

ventions, which the professional must validate 

with the client before taking action. Guiding 

people, rather than forcing them to go along 

with interventions, requires the healthcare pro-

fessional to offer a rationale for the proposed 

interventions. One must ask if one is giving rea-

sonable rationales, assurances, or support. At 

the same time, the professional should remem-

ber that some cultures value the authority and 

the expertise of other family members over that 

of the individual. Consequently, the healthcare 

professional may have to provide a rationale for 

suggested interventions to the ranking authority 

within the support group. Frequently, this is a 

male figure, often older, who is considered most 

deserving of any explanation. Other cultures 

may be matriarchal, so it would be a woman 

who is the ranking authority.

The key to assessing social isolation is to 

observe for three distinct features: 1) negativity, 

2) involuntary or other imposed solitude, and 

3) declining quality and numbers within the iso-

late’s social networks. Social isolation must be 

distinguished from other conditions such as 

loneliness or depression, both of which are often 

accompanied by anxiety, desperation, self-pity, 

boredom, and signs of attempts to fill a void, 

such as overeating, substance abuse, excessive 

policy-related interventions of community 

housing. The results of many of these larger-

scale interventions have been noted in this chap-

ter. Other interventions are mentioned herein, 

although the list is not all inclusive.

Because the situation of each person with 

chronic illness is unique, interventions can be 

expected to vary (see Holley [2007] for exam-

ples). Nonetheless, certain useful techniques 

and strategies can be generalized (Dela Cruz, 

1986). Basically, these strategies require that a 

balance of responsibilities be developed 

between the healthcare professional and the 

client, with the following aims:

• Increasing the moral autonomy or freedom 

of choice of the isolate

• Increasing social interaction at a level 

acceptable to the client

• Using repetitive and recognizable strategies 

that are validated with the client, which 

correlate to reducing particular isolating 

behaviors

The approach to interventions can also be 

matched, layer by layer, to the social layering 

model presented earlier in this chapter, that is, 

from community, to organization, to network, to 

person. Therefore, interventions might be cast as 

ranging from community-based empowerment 

(transportation-system improvements, for exam-

ple), work-related enhancements (computer 

telecare), network and family support group 

enhancements (nursing), case management, 

neighborhood watches, or client–professional 

clinical treatments or care. Examples of these 

are discussed in this chapter.

Another point to remember is that evalua-

tion is a key principle in any problem-solving 

system, such as the evaluation found in the nurs-

ing process. Throughout the assessment and 



Assessment typically involves the clinical 

dyad of caregiver and client. It is at this level 

that assessment is critical to the development of 

appropriate and effective interventions. Without 

an adequate and sensitive assessment, interven-

tions are likely to be ineffective or incomplete.

Measurement of Social Isolation

The major issue in measuring social isolation is 

that the instrumentation does not fully capture 

the conceptual definition of social isolation. For 

example, social isolation, as described in this 

chapter, has no specific instrument of measure-

ment. Some researchers have used instruments 

that define social isolation as an extreme lack of 

social networks or support, whereas others use a 

group of questions that purport to measure 

social isolation. The closely related concept of 

social networks has two frequently used research 

measures that may be useful when assessing 

social isolation. Because there is some concep-

tual overlap of both constructs, specifically the 

number of social contacts, measures used to 

assess social networks may serve as a useful ini-

tial assessment for social isolation. 

A review of the literature found that the 

two most commonly used and reported research 

measures of social networks were the Lubben 

Social Network Scale (LSNS) (Lubben, 1988) 

and the Berkman-Syme Social Network Index 

(SNI) (Berkman & Syme, 1979). Both of these 

tools measure, essentially, the amount of contact 

one has with others.

The SNI was cited in 209 articles and the 

LSNS was cited in 38 articles found in 

MEDLINE, CINAHL, EMBASE, and PsycINFO. 

The SNI is a nontheoretical summed aggregation 

of several items that examined a range of social 

ties and networks and how they directly affected 

shopping, or kleptomania. In addition, loneli-

ness is often associated with losses, whereas 

depression is frequently regarded as anger 

turned inward. Because social isolation, loneli-

ness, and depression can all be destructive, the 

healthcare professional must be resourceful in 

assessing which issue predominates at any 

particular point in time.

Properly conducted, an assessment yields its 

own suggestions for responsive intervention. For 

instance, the assessment may indicate that the cli-

ent is a lifelong isolate and that future isolation is 

a desired and comfortable lifestyle. In this case, 

the professional’s best intervention is to remain 

available and observant but noninterfering.

If, on the other hand, the client has become 

isolated and wants or needs relief, then the 

intervention should be constructed along lines 

consistent with his or her current needs and 

history. In a study designed to be culturally sen-

sitive, Norbeck, DeJoseph, and Smith (1996) 

applied a standardized intervention using desig-

nated individuals for person-to-person and tele-

phone contacts for pregnant African American 

women who lacked social support networks. 

Their study showed signif icantly reduced 

low-birth-weight infants.

In another example, if the healthcare pro-

fessional discovers that a support network is lax 

in calling or contacting a client, the provider can 

help the client and support network rebuild 

bridges to each other. Keep in mind that there 

are usually support groups to which those in a 

social network can be referred for aid. As an 

illustration, if the network is overwhelmed, 

information can be provided about respite pro-

grams. Interventions such as these will help 

members of the social network maintain energy 

levels necessary to help their chronically ill rel-

ative or friend.
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lives of members of their social networks, which 

may now include both healthcare professionals 

and other persons with chronic illnesses. Lessons 

must be learned to deal with new body demands 

and associated behaviors. Consequently, the indi-

vidual with chronic illness must redevelop an 

identity with norms different from previous ones.

The willingness to change to different and 

unknown norms is just a first step, one that often 

takes great courage and time. For instance, one 

study indicated that clients with pronounced 

physical, financial, and medical care problems 

following head and neck surgery exhibited pro-

longed social isolation 1 year post-surgery 

(Krouse, Krouse, & Fabian, 1989). Although no 

single study has indicated the time necessary for 

such identity transformations, anecdotal informa-

tion suggests that it can last several years, and 

indeed, for some, it is a lifelong experience.

Identity Transformation

Clarifying how networks form and function is a 

significant contribution to the management of 

the struggles of the client who is chronically ill 

and isolated. The perceptive healthcare worker 

should know that much of the management done 

by the chronically ill and their networks is not 

seen or well understood by healthcare profes-

sionals today (Corbin & Strauss, 1987). However, 

we can use Charmaz’s (1987) findings as guides 

for assessing the likely identity level of the 

individual as we try to understand potential with-

drawal or actual isolation.

Charmaz (1987), using mostly middle-aged 

women, developed a framework of hierarchical 

identity transformations that is useful in diag-

nosing a chronically ill individual’s proclivity to 

social networking and in discovering which 

social network might be most appropriate. This 

hierarchy of identity takes into account a 

people. Both the relative importance and the 

number of social contacts are aggregated into 

four weighted sources. The Lubben Social 

Network Scale was developed to measure social 

networks among older adults (Lubben, 1988) and 

is based on the SNI and its original questionnaire. 

The LSNS has 10 equally weighted items, which 

place individuals into four quartiles with a cut-off 

score for social isolation. Reliability and validity 

have been examined (Lubben, 1988; Lubben & 

Gironda, 1996; Rubenstein, Josephson, & 

Robbins, 1994). The LSNS is typically adminis-

tered prospectively during data collection, and is 

diff icult to use in secondary data analysis, 

although this has been attempted (Lubben, 

Weiler, & Chi, 1989). 

Given the state of the science, it is suggested 

that when measuring social isolation, the 

researcher choose from the SNI or LSNS depen-

dent upon one’s research purpose and question, 

and also use semi-structured interviews or ques-

tionnaires to confirm a diagnosis of social isola-

tion. The SNI or LSNS score will give some 

indication as to whether the individual may be at 

risk for social isolation warranting further assess-

ment through interview. Once social isolation is 

identified in an older adult, it is important to use 

evidence-based recommendations as interventions 

to decrease negative health-related consequences.

Management of Self: Identity 
Development

The need for an ongoing identity leads an individ-

ual to seek a level where he or she can overcome, 

avoid, or internalize stigma and, concomitantly, 

manage resulting social isolation. Social networks 

can be affected by stigma. Managing various con-

cerns requires people who are chronically ill to 

develop a new sense of self consistent with their 

disabilities. This “new” life is intertwined with the 



anger, and subsequent greater social isolation. 

The idea of identity hierarchies thus alerts the 

caregiver to a process in which shifts in identity 

are expected.

The reactions, health advice, and the expe-

riences of individuals with chronic illness must 

be taken into account in managing that particu-

lar identity, and also the various factors that help 

shape it. Both the social network and adapted 

norms now available play a role at each stage in 

identity transformation. At the supernormal 

identity level, individuals who are chronically ill 

were in only limited contact with healthcare 

professionals but presumably in greater contact 

with healthier individuals who acted as their ref-

erents; at the level of the salvaged self, a home 

health agency typically was used (Charmaz, 

1987).

Integrating Culture into 
Health Care

Isolation, by its very definition, must include a 

cultural screening through which desired social 

contacts are defined. When one speaks of social 

isolation among unique ethnic groups, the num-

ber, type, and quality of contact must be sifted 

through a particularistic screen of that person’s 

culture. Not only the clients’, but also the pro-

vider’s communication patterns, roles, relation-

ships, and traditions are important elements to 

consider for both assessment and intervention 

(Barker, 1994; Cheng, 1997; Groce & Zola, 

1993; Hill, 2006; Kim, 1998; Margolin, 2006; 

Treolar, 1999; Welch, 1998).

Some feel that matching culturally similar 

providers to clients would be a way to meet 

needs with effective interventions (Welch, 

1998). However, healthcare educators and ser-

vice providers recognize the issues of a smaller 

reconstruction toward a desired future self, 

based on past and present selves, and reflects 

the individual’s relative difficulty in achieving 

specific aspirations. Charmaz’s analysis pro-

gresses toward a “salvaged self ” that retains a 

past identity based on important values or attri-

butes while still acknowledging dependency.

Initially, the individual takes on a supernor-

mal identity, which assumes an ability to retain 

all previous success values, social acclamation, 

struggles, and competition. At this identity level, 

the individual who is chronically ill attempts to 

participate more intensely than those in a non-

impaired world despite the limitations of illness. 

The next identity level that the person moves to 

is the restored self, with the expectation of even-

tually returning to the previous self, despite the 

chronic illness or its severity. Healthcare work-

ers might identify this self with the psychologi-

cal state of denial, but in terms of identity, the 

individual has simply assumed that there is no 

discontinuation with a former self. At the third 

level, the contingent personal identity, one 

defines oneself in terms of potential risk and 

failure, indicating the individual still has not 

come to terms with a future self but has begun to 

realize that the supernormal identity will no lon-

ger be viable. Finally, the level of the salvaged 

self is reached, whereby the individual attempts 

to define the self as worthwhile, despite recog-

nizing that present circumstances invalidate any 

previous identity (Charmaz, 1987).

Not only does social isolation relate to 

stigma; it can develop as an individual loses hope 

of sustaining aspirations for a normal or super-

normal self, which are now unrealistic. As per-

sons with chronic illness act out regret, 

disappointment, and anger, their significant oth-

ers and healthcare professionals may react in 

kind, perpetuating a downward spiral of loss, 
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comfortable to the client, who is the raison 

d’être of the healthcare professional.

Respite

The need for respite has been cited as one of the 

greatest necessities for isolated older adults with 

illness and their caregivers, many of whom are 

themselves elderly (Miller, 1990; Subcommittee 

on Human Services, 1987). Its purpose is to 

relieve caregivers for a period of time so that 

they may engage in activities that help sustain 

them or their loved ones, the care recipients. 

Respite involves four elements: 1) purpose, 2) 

time, 3) activities, and 4) place. The time may 

be in short blocks or for a longer (but still rela-

tively short-term) period, both of which tempo-

rarily relieve the caregiver of responsibility. 

Activities may be practical, such as grocery 

shopping; psychological, such as providing time 

for self-replenishment or recreation; or physical, 

such as providing time for rest or medical/nurs-

ing attention.

Respite may occur in the home or else-

where, such as senior centers, daycare centers, 

or long-term care facilities. Senior centers usu-

ally accommodate persons who are more inde-

pendent and flexible, often offering social 

gathering places and events, meals, and health 

assessment/exercise/maintenance activities. 

Daycare centers typically host individuals with 

more diminished functioning. Other places, 

such as long-term care facilities, manage clients 

with an even greater inability to function.

Finally, respite may be delivered by paid or 

unpaid persons who may be friends, profession-

als, family, employees, or neighbors. Although 

many care recipients welcome relief for their 

caregiver, some may fear abandonment. The 

family caregiver and professional must work 

supply of providers and the greater numbers of 

clients in a struggling dominant healthcare sys-

tem coping with multiculturalism. To meet sup-

ply and demand issues, as well as cultural needs, 

the idea of cultural competence is being pro-

moted. Education about cultures is being 

advanced as the key to effective interventions 

that intersect the values of two disparate groups 

of individuals (Davidhizar, Bechtel, & Giger, 

1998; Jones, Bond, & Cason, 1998; McNamara 

et al., 1997; Smith, 1996). Cultural education 

not only results in outcomes of culturally rele-

vant compliance (Davidhizar et al., 1998) but 

also helps alleviate the isolation of individuals 

with chronic illness (Barker, 1994; Hildebrandt, 

1997; Treolar, 1999).

For those who f ind that such culturally 

based education is unavailable, and assuming 

there are more groups and more traditions than 

can possibly be understood by a single health-

care provider, a fail-safe strategy remains. This 

approach requires the provider to approach each 

person, regardless of their cultural milieu, with 

respect and dignity, in an explicit good-faith 

effort to inquire, understand, and be responsive 

to the client’s culture, needs, and person. The 

provider must set aside prejudices and stereo-

types and instead use an authentic sensitive 

inquiry into the client’s beliefs and well-being 

(Browne, 1997; Treolar, 1999).

By seeking to understand differences, one 

can find pleasure in the differences and move 

beyond them to enjoy the similarities of us all. 

This approach is undergirded by a culture of 

“caring,” and moves toward a model of actively 

participating groups exchanging concerns of 

identity, egalitarianism, and needed care 

(Browne, 1997; Catlin, 1998; Keller & Stevens, 

1997; Treolar, 1999). In so doing, social isola-

tion can be managed within the context most 



assessment, the healthcare professional should 

not only note the groups currently available, but 

also identify someone who might be willing to 

develop a needed group. The healthcare profes-

sional also may have to help f ind a meeting 

place, refer clients to the group, assist clients in 

discussing barriers to their care, and, if neces-

sary, develop structured activities (such as exer-

cise regimens for arthritic individuals). In 

addition, the use of motivational devices, such 

as pictures, videos, audio recordings, reminis-

cence therapy, or games, may be helpful in 

developing discussion. Demonstrations of spe-

cific illness-related regimens, such as exercises, 

clothing aids, or body mechanics, are also use-

ful to support groups.

Professionals should be alert to problems 

the isolate may have in integrating into groups, 

such as resistance to meeting new people, low 

self-esteem, apprehension over participation in 

new activities, or the problems of transporta-

tion, building access, and inconvenient meeting 

times (Matteson, McConnell, & Linton, 1997).

Social activity groups are one way of inte-

grating isolated institutionalized individuals or 

of reversing hospital-induced confusion; such 

groups could be recreational therapy groups or 

those developed particularly to address a special 

interest (e.g., parents facing the imminent death 

of a child). Given the limited financial resources 

typical of most persons who are chronically ill, 

support groups that are not costly to the chroni-

cally ill or their families are more likely to be 

welcomed.

Spiritual Well-Being

For many, religious or spiritual beliefs offer an 

important social connection and give great 

meaning to life. Spiritual well-being typically 

together to assure the care recipient that he or 

she will not be abandoned (Biordi, 1993). 

Therefore, the professional has a great deal of 

latitude in using the four elements to devise 

interventions tailored to the flexible needs of an 

isolated caregiver and care recipient.

Support Groups and Other 
Mutual Aid

Support groups, or even peer counselors 

(Holley, 2007), have been identified for a wide 

variety of chronic illnesses and conditions, such 

as breast cancer (Reach to Recovery), bereave-

ment (Widow to Widow), and alcoholism 

(Alcoholics Anonymous), or for other condi-

tions such as multiple sclerosis (MS) or blind-

ness. These groups or individuals assist those 

with chronic illness or disabilities to cope with 

their illness and the associated changes in iden-

tities and social roles of their chronic illness or 

disability. Such counseling can help enhance 

one’s self-esteem, provide alternative meanings 

of the illness, suggest ways to cope, assist in 

specific interventions that have helped others, 

or offer services or care for either the isolate or 

caregiver (Holley, 2007). Almost every large 

city or county has lists of resources that can be 

accessed: health departments, social work cen-

ters, schools, and libraries. Even the telephone 

book’s yellow pages can assist in finding sup-

port groups or other resources. The Internet is 

also a source of information about support 

groups and resource listings. Some resources 

list group entry requirements or qualifications. 

Because of their variety and number, support 

groups are not always available in every com-

munity, so healthcare professionals may find 

themselves in the position of developing a 

group. Therefore, as part of a community 
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other relative? The professional can then make 

contact with the individuals indicated to be most 

accommodating to the isolate, explain the situa-

tion, make future plans to bring them and the 

isolate together, and afterward assess the out-

come. However, it may not be possible to bring 

uninterested family members back into the 

isolate’s social network.

For family members who are interested and 

willing, rebuilding networks means the profes-

sional must take into account the location or 

proximity of family members to the isolate. If 

they live near each other, and because a “space 

of one’s own” is a critical human need, a balance 

of territorial and personal needs must be man-

aged if the isolate is to be reintegrated. Should 

the isolate and family agree to live together, the 

family’s physical environment will require 

assessment for safety, access, and territorial 

space. Not only are factors such as sleeping 

space and heat and ventilation important, but 

personal space and having one’s own posses-

sions are as important to the family members as 

they are to the ill person. Teaching the family 

and isolate how to respect each other’s privacy 

(such as by getting permission to enter a room 

or look through personal belongings, speaking 

directly to one another, and so forth) is a way to 

help them bridge their differences.

Understanding Family Relationships

The nature of the relationship between family 

and isolate must be understood. The family’s 

meanings and actions attached to love, power, 

and conflict, and observations of the frequency 

of controlling strategies by various individuals 

will inform the professional of potential inter-

ventions. For example, some clients who live 

alone were found to be more likely to be satisfied 

with support when they were feeling depressed, 

affirms the unity of the person with his or her 

environment, often expressed in oneness with 

his or her god(s) (Matteson et al., 1997). 

Consequently, assuring isolates some means of 

connection to their religious support may help 

them find newer meaning in life or illness and 

provide them with other people with whom to 

share that meaning. The healthcare professional 

should assess the meaning of spirituality or reli-

gion to the individual, the kind of spiritual meet-

ing place he or she finds most comforting, and 

the types of religious support available in the 

community. Religious groups range from formal 

gatherings to religiously aided social groups.

Frequently, the official gathering places of 

religious or spiritual groups, for example, 

churches, temples, or mosques, have outreach or 

social groups that will make visits, arrange for 

social outings, or develop pen pals or other 

means of human connectedness. The nurse or 

other healthcare professional may have to initiate 

contact with these groups to assist in developing 

the necessary outreach between them and the 

isolate.

Rebuilding Family Networks

Keeping, or rebuilding, family networks has 

much to offer. However, families that have 

disintegrated may have a history of fragile rela-

tionships. The healthcare professional must 

assess these networks carefully to develop truly 

effective interventions.

The professional must also take into 

account the client’s type of isolation (lifelong 

versus recent) and the wishes of the isolate: 

With whom (if anyone) in the family does the 

isolate wish contact? How often? What mem-

bers of the family exist, and which care about 

the isolate? What is their relationship to the iso-

late—parent, sibling, child, friend-as-family, 



regular mail carrier, or news delivery service 

with information about the isolate that can be 

used in the event of a problem. Nurses and 

social workers can also contact mail and news 

services or help families make these contacts. 

This intervention can be expanded to include 

any regular visitor, such as a rental manager, 

janitor, or neighbor, who might be willing to 

check on the welfare of the isolate.

In some communities, employees at banks 

and stores also react to older individuals who 

may be isolated. Should there be unusual finan-

cial activities or changes in shopping patterns, 

the individual can be contacted to make sure that 

everything is satisfactory. Although, in some 

communities, mail and newspaper services and 

banks and stores are not involved with people in 

their areas, these resources are valuable and 

should be expanded throughout the country.

Communication Technologies

Telephone

The telephone is a method used to counteract 

the effects of place-boundedness. Although, 

f indings of its effectiveness are equivocal 

(Kivett, 1979; Praderas & MacDonald, 1986),                              

the telephone is considered almost a necessity 

in reducing the isolation of a place-bound indi-

vidual. In literature other than that of the 

socially isolated, nurses using telephone contact 

reduced health problems and costs of readmis-

sion for patients (Norbeck et al., 1996).

Computers

For many persons, including homebound older 

adults or people with disabilities, computers 

have helped offset social isolation and loneliness 

through features such as access to the Internet, 

whereas clients living with others were more sat-

isfied with supporters who cared about them 

(Foxall et al., 1994).

In some families, love is thought to indicate 

close togetherness, whereas, in other families, 

love is thought to provide members with inde-

pendence. Love and power can be developed 

and thought of either as a pyramidal (top-down) 

set of relationships or as an egalitarian circle. 

Conflict may be a means of connection or of 

distancing and can be expressed by shouting 

and insults or by quiet assertion.

Community Resources to Keep 
Families Together

Using community resources, such as support 

groups, is a way to help keep a family together. 

Families draw on each other’s experiences as 

models for coping. For example, families in 

which there is a child with cancer find ways to 

help their child cope with the isolation induced 

by chemotherapy. When necessary, the health-

care professional may wish to refer the isolate 

and family to psychiatric or specialty nurses, 

counselors, psychiatrists, or social workers to 

help them overcome their disintegration. 

Successful implementation of the wide range of 

family-related interventions requires sensitive 

perceptions of the needs not only of the isolate, 

but also of the various family members with 

whom that individual must interact. 

Two interesting community resources that 

could help alert families to potential problem 

situations for isolates are the post office and 

newspaper delivery services. If these delivery 

persons observe a build-up of uncollected mail 

or newspapers, they can call or check the house 

to see if there is an older adult isolate in distress. 

Families who are concerned about their isolated 

family member can provide their post office, 
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which allows the person to reach family and 

friends or to f ind new friends, activities, 

and other common interests. Computers can also 

be used to provide fun activities, such as games. 

In the United States, computers are more widely 

available than elsewhere, and more so among 

those within higher socioeconomic status and the 

more highly educated. Increasingly, online 

groups offer support, such as that described for 

breast cancer patients (Hoybye, Johansen, & 

Tjornhoj-Thomsen, 2005).

Evidence-Based Practice BoxEvidence-Based Practice Box

Methodologically rigorous, evidence-

based practice research about social iso-

lation is difficult to find. One such study, 

however, was undertaken by Fyrand and 

colleagues. This study examines the 

effect of a social network intervention on 

264 women participants with rheumatoid 

arthritis (RA). Participants were random-

ized into three groups, that is, one inter-

vention and two control groups. These 

were labeled as the Intervention Group, 

the Attention Control Group, and the 

No-Treatment Control Group.

The research questions guiding this 

study were: “To what extent, if any, will 

network intervention influence (1) the 

total size of the patients’ social network, 

(2) the amount of the patients’ daily emo-

tional support, and (3) the patients’ social 

functioning” (Fyrand, 2003, p. 72). The 

intervention in this study consisted of two 

separate but related sessions: 1) a Pre-

paratory Assessment session and 2) the 

Network Meeting. If the participants 

were randomized into the attention con-

trol group, they were given the opportu-

nity to attend a single 2-hour meeting in 

which they were presented information 

about RA from a panel of experts who 

also responded to their questions about 

RA. The third control group had no inter-

vention or meeting.

Three findings indicated that 1) the 

intervention group experienced a statisti-

cally significant increase in their social 

network size; 2) at time 2 in the study, 

emotional social support was higher for 

the intervention group; and (3) less social 

dysfunction occurred in the intervention 

group.

The intervention basically assessed 

a patient participant’s social network and 

then helped the patient and the social 

network to assist the patient in socially 

functional problem solving about the ill-

ness. Through the meeting process in the 

intervention group, a change in attitude 

was observed when the patient devel-

oped an increased awareness of the need 

for social network members. In addition, 

the network members often would share 

problems about their own lives, which 

normalized any feelings of stigma expe-

rienced by the patient. The authors call 

this a “response shift,” where both par-

ties change their self-evaluation and 

make a concerted effort to support each 

other (p. 83).

During the preparatory assessment 

session, three important areas were cov-

ered: 1) information about the research 

project, 2) the relationship between 



share how they viewed the participant’s 

life with RA and to describe their hopes 

and expectations of the meetings. The 

goal for the participant was to elicit free 

discussion of those topics that were of 

highest importance. A consensus was 

formed within the group about how to 

best solve the problems raised, with the 

further intention to develop trust and 

involvement between members of the 

network. In addition to the participant 

learning how to best present problems to 

social network members, the aim of the 

network meeting was to help the partici-

pant and members change dysfunctional 

network behaviors. The researchers sug-

gested that by clustering the network 

members and the participant together in a 

single room the network and participant 

would better sense their collective power 

and the participant could re-bond with 

any hitherto damaged social network 

relationships.

This article lays out a sensible inter-

vention that targets social network mem-

bers. Through a pair of relatively short 

meetings, the researchers created an 

exportable, effective intervention that 

reduced social isolation and rehabilitated, 

to some extent, dysfunctional social net-

works. Furthermore, not only is this 

intervention brief, but it also does not 

require technology that requires extra 

training. It does require that the network 

therapist be a professional, such as a 

nurse, social worker, or psychologist, 

who is skilled in group therapy and map-

ping social networks. Therefore, this 

health and social networks, and 3) how 

the patient experienced chronic illness. 

During this 2-hour preparatory assess-

ment, the researchers mapped the partici-

pant’s present social network. The social 

network map helped the participants to 

obtain a deeper analysis of the makeup of 

their social networks, and allowed the 

researcher and participant to make deci-

sions about which member of the net-

work should be invited to the network 

meeting (the second element of this inter-

vention). In this initial preparatory ses-

sion, participant patients also discussed, 

in depth, how their chronic disease (RA) 

impacted their lives. As feelings were 

explored, researchers took great care to 

ensure that the participants had adequate 

time and attention regarding these impor-

tant topics.

The network meeting consisted of 

network members, typically the friends 

and family who were listed in the prepa-

ratory assessment, getting together to 

problem solve. An average of seven net-

work members, in addition to a network 

research therapist, attended for an aver-

age of 2 hours. The research network 

therapist acted as a leader and catalyst of 

the group, mobilizing the participant and 

the group of network members to dia-

logue about the participant patient’s prob-

lem-solving process. The group leader 

opened the meeting with the expectations 

of the meeting and a presentation of the 

topics that were deemed important, as 

derived from the preparatory meeting. 

The general goal for the group was to 
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computers also allow isolates to actively fill 

many hours of otherwise empty time, bringing a 

measure of relief to tedium while expanding 

their intellectual and social lives. The caveat, of 

course, is that the use of the computer, and espe-

cially the Internet, could itself be an isolating 

factor for many individuals. This creates a dan-

ger of virtual reality overrunning actual reality, 

in which case, isolates compound their isola-

tion. That having been said, however, the com-

puter offers many more advantages than 

disadvantages in the possibilities for overcom-

ing some elements of isolation.

Touch

In cultures where touch is important, families 

and professionals must learn the use and com-

fort of touch. American studies indicate that the 

elderly are the least likely group to be touched, 

and yet they find touch very comforting. Pets 

may be useful alternatives to human touch and 

human interaction; pet therapy is increasingly 

used as an intervention in families, communi-

ties, and group settings such as nursing homes 

(Banks, 1998; Collins, Fitzgerald, Sachs-

Ericsson, Scherer, Cooper, & Boninger, 2006). 

Feeling loved and having it demonstrated 

through touch can do much to reduce isolation 

and its often concomitant lowered self-esteem. 

Because some individuals find touch uncom-

fortable, professionals must assess (by simply 

asking or observing flinching, grimacing, or 

resignation) the family’s or isolate’s responsive-

ness to touch.

Behavior Modification

Behavior modification is a technique that is best 

used by skilled professionals. It involves the 

systematic analysis of responses and their 

Advances in computer technology have cre-

ated special attachments, such as cameras, 

breath tubes, or special keyboards and font sizes, 

which customize computers to the needs of the 

isolated or disabled, including those with visual 

impairment (Imel, 1999; Salem, 1998). In parts 

of the United States, outreach efforts are increas-

ing, as projects aim to reduce the social isolation 

of the homebound by providing computers and 

Internet access to caregivers and care receivers. 

The use of information and other communica-

tion technologies has been helpful in alleviating 

barriers to the return to work for those with spi-

nal cord injuries and the resulting disabilities 

(Bricout, 2004). Telecommuting enables home-

based work, and has proven effective for those 

with mobility or transportation limitations, or 

those whose illnesses or disabilities necessitate 

rest periods incompatible with typical work 

environments. Computers have also been used to 

relieve isolation or loneliness, and assist in the 

management of chronic illness and support 

groups located in rural environments (Clark, 

2002; Hill & Weinert, 2004; Johnson & Ashton, 

2003; Weinert, Cudney, & Winters, 2005).

Whether connecting via the Internet, using 

word processing, corresponding via email, tak-

ing classes, or joining social networking sites,  

cost-effective intervention can be easily 

conducted in a variety of settings with a 

variety of patients who have social net-

works willing to meet together for a mini-

mum of only 4 hours.

Source: Fyrand, L. (2003). The effect of 

social network intervention for women 

with rheumatoid arthritis. Family 

Process, 42(1), p. 71.



deliver culturally and personally competent care 

toward a better life for their clients.

antecedent cues and consequences; the use of 

cognitive therapy to change awareness, percep-

tions, and behaviors; and the specification of 

realistic, measurable goals or actual behaviors. 

In addition, reward structures and understand-

ing support persons are necessary in the defini-

tion of the problem and its solution. Consistency 

is needed to develop stable patterns of re-

sponses. The timeframe of such modification 

can vary with the problem.

Behavior modification is particularly useful 

for addressing specific problems, for example, 

the isolate who is fearful of going outside the 

house. It is also an important intervention when 

the environment can be held stable, such as in an 

institutional setting. Matteson and colleagues 

(1997) note that where groups are small or the 

motivation intense, successful behavioral inter-

ventions have been instituted for the socially 

isolated in institutions as well as in the home.

OUTCOMES  

Ideally, the reduction of social isolation and the 

maintenance of the integrity of the person who 

is chronically ill and his or her caregiver(s) are 

preferred outcomes of interventions. However, 

so many factors can affect social isolation, its 

assessment, and intervention that it is difficult 

to draw simple linear relationships between 

structure, process, and outcomes. As shown 

throughout this chapter, a professional must be 

sensitive to, and prioritize, interventions within 

the cultural milieu in which the client and sup-

port network reside.

Handling the emotionally charged issues 

surrounding every social isolate requires that 

professionals recognize in their clients, as well 

as in themselves, those values that most drive 

their relationships, and build solutions that best 

Is loneliness the same thing as social 

isolation? Why or why not?

How might the distance that a manually 

powered or an electrically powered 

wheelchair can go relate to social isola-

tion?

List six characteristics that identify a cli-

ent who may be at risk for social isola-

tion. What criteria did you use to 

develop these characteristics?

Suppose another healthcare professional 

said about a very new client, “Oh, we 

must make certain that Mrs. Jones has 

company. She’s a widow, you know.” 

With regard to social isolation, what 

arguments could you make, pro or con, 

about this statement?

Develop at least five questions you could 

use to assess and validate social isola-

tion in a client. Consider how you 

might approach identity levels, actual 

isolation, network assessment, and feel-

ings of the isolate. Add other priorities 

as you wish, but offer rationales for 

each of them.

Name three community resources you 

could use to reduce the social isolation 

of clients.

What two principles should guide a 

healthcare professional when develop-

ing any intervention with an isolated 

client? Why are these important?

STUDY QUESTIONS

(continues)

Outcomes 125
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Nyhoff.
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Helping the elderly f i l l  a  void.  Journal of 
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from yet other norms, healthcare interventions 

may be required.

One’s mental image of one’s physical self is 

one’s body image. Individual body images may 

change over time, depending on life tasks such 

as learning one’s gender role, performing a job 

or sport, creating a family, body or brain chem-

istry and structure, or aging. In chronic illness, 

body image is both a modifier of, and is modi-

fied by, the illness. Chronic illness, in its capac-

ity to change the body, typically necessitates 

revisitations to one’s body image. These revisi-

tations are modified by the psychology of the 

individual and his or her perceptions of an ideal. 

That is, the individual will have to decide, con-

sciously or unconsciously, whether to persevere 

in meeting an ideal body image (the culturally 

defined perfect body), reformulate or readjust 

the ideal to conform to his or her own attributes, 

or reject the ideal.

Signif icant research in body image has 

occurred only recently, despite being a common 

subject in the literature since the late 1800s. In 

fact, since 2004, an entire journal has been 

devoted to Body Image (published by Elsevier). 

In nursing, there appears to be a large gap 

between an initial spate of studies in the 1970s 

to those of the 1990s, with a substantial increase 

INTRODUCTION  

Of all the prisms through which culture can be 

viewed, body image is one of the most prevalent 

and profound. From the abstract concepts of 

beauty, sexuality, and community to the tangi-

bles of health, mobility, and communication, the 

ideal of the perfect body prevails. Against that 

culturally normed model of the perfect body, 

one forms an image of one’s own body that is 

reflective of the culture and social  interactions. 

The perfect body changes from culture to cul-

ture and across time. Models of ancient Greeks, 

for example, show muscular young men and 

women with broad shoulders, small waists, and 

narrow pelvises, whereas today’s prevalent 

American model is waif-like thinness with body 

tone for women and defined muscularity for 

men. When and how an individual differs from 

the cultural norm requires social and emo-

tional management to explain. Therefore, indi-

viduals use a frame of reference for their own 

bodies, which is shaped by the prevailing body 

norm of the culture, and perhaps, by subcultures 

within the larger  culture. If one’s body image 

differs from the body norm, social and  physical 

rationalizations come into play. Insofar as those 

rationalizations themselves are  exaggerated 

Body Image
Diana Luskin Biordi and Patricia McCann Galon
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psychological development, and interpersonal 

relationships. Moreover, because body image is 

conceptual, even if it is expressed inferentially, as 

in anorexia nervosa, most of the literature 

describes body image from information taken 

from cognitively intact, communicative human 

beings. Issues of profoundly retarded individuals 

and their body images, for example, are more 

likely examined from the perspective of others as 

they regard the person’s body and whether it devi-

ates from norms, as well as the reactions of others 

to the person.

The second way in which body image is used 

is more neurologic and technical. In this defini-

tion, body image has been shown to relate to the 

association of brain areas, particularly the motor 

cortex, with portions of the body, such as the 

limbs or lips. Particular parts of the brain are also 

associated with the sense of the body in space and 

that the self is localized, or embodied, within body 

borders (Blanke, 2007). Embodiment is important 

to the models of the self or self-consciousness, 

and also, more tangibly, of body parts properly 

belonging to one’s person. Abnormalities in 

embodiment can lead to such distress as “amputa-

tion desire” or “amputation envy,” in which per-

sons are profoundly frustrated by their sense that 

one of their body parts (limbs) does not “belong” 

to them, and actively seek its removal to satisfy 

their sense of body/embodiment (Mueller, 2007–

2008). Voluntary movement of body limbs, or 

sensations, often of pain, have been shown to be 

linked to limbs, teeth, or breasts, when certain 

brain areas or neurons are invoked. Thus, body 

image is defined and discussed in the theory, 

empiricism, and language of brain, neuropathol-

ogy, neurology, anatomy, and/or physiology 

(Lewis, 1983; Mueller, 2007–2008; Ramachandran, 

2004; Ramachandran & Rogers-Ramachandran, 

2007).

in research since 2000. Most of the literature 

examining body image is found in practice 

 disciplines such as nursing, medicine (e.g., 

 neurology), bioengineering, psychology, and 

vocational counseling. This literature focuses on 

neurologic and psychological studies of person 

and gender, health studies on chronic illness 

(particularly, cancer), and most recently bariat-

ric studies on obesity. In addition, some body 

image studies focus on plastic surgery or recon-

struction, which are increasingly used by a num-

ber of persons for  cosmetic reasons and/or as 

interventions for illness, accidents, obesity, or 

for other treatments (Frederick, Lever, & 

Peplau, 2007). The current emphasis on youth 

and beauty in American culture and the anti-

obesity objectives of the nation (through the 

campaigns of First Lady Michelle Obama; see 

also Healthy People 2020) are expected to spur 

more research on body image.

Definitions of Body Image

Body image is defined and referred to in two 

ways. The most prevalent definition of body 

image is the psychological view, in which body 

image is the mental image of one’s physical self, 

including attitudes and perceptions of one’s 

physical appearance, state of health, skills, and 

sexuality. Another term with the same definition 

is body schema.

Body image is how one perceives one’s own 

body, including its attractiveness, and how that 

body image influences interactions and others’ 

reactions. Therefore, body image is not only the 

way people perceive themselves but, equally 

important, the way they think others see them. 

Consequently, body image is a major delimiter of 

social interactions, and as such has a profound 

effect on physical health, social interaction, 



a muscular young man.” Second, body image 

can be portrayed as a process—a continuous 

examination by the self or others, whereby one’s 

body is defined and redefined. In both of these 

conceptualizations, there are a number of fac-

tors that influence body image. Furthermore, 

the attitudes and perceptions about one’s body 

guide evaluation and investment in body image, 

which affect physical and psychosocial func-

tioning. Attitudes about body image are related 

to one’s self-esteem, interpersonal functioning, 

eating and exercise patterns, self-care activities, 

and sexual behaviors (Cash & Fleming, 2002; 

Peelen & Downing, 2007).

In summary, body image is theorized as 

conceptual and neurologic, with each concept 

feeding into the other. Body image is one’s per-

ception of one’s body and its interactions with 

others. It includes a sense of ownership and 

boundaries of one’s body, the image of which is 

constructed psychologically and through the 

neurologic system of the brain—through pro-

prioception (the sense of the body in space), 

vision, and the vestibular system. Body image 

can be thought of as both a process and an end 

product, and one’s body image affects physical 

and psychosocial functioning.

Historical Foundations 
of Body Image

Although body image has been discussed in the 

literature since the 1880s, it was not until Schilder 

presented his work in 1935 that a new understand-

ing of this concept arose. In The Image and 

Appearance of the Human Body, Schilder (1950) 

explored the dimensions of body image: “The 

image of the human body means the picture of 

our own body which we form in our mind, that is 

to say the way in which the body appears to 

It is interesting that the symptoms of the 

psychiatric diagnosis, body dysmorphic disor-

der (BDD), also are characterized as both psy-

chological and neuropathological. Persons with 

BDD, a chronic disorder, suffer distress and 

functional impairment due to a preoccupation 

with even a slight defect in their appearance. 

The preoccupation can progress to a delusional 

state. BDD is a fairly common disorder with an 

estimated prevalence of about 0.7–1.7 % of the 

population, but it often goes unrecognized. 

Persons with BDD often seek plastic surgery or 

dermatologic treatment for this “abnormality” 

but are never satisfied with the results and thus 

may seek repeated procedures (Feusner, 

Yaryura-Tobias, & Saxena, 2008). In addition 

they believe they are mocked by others for their 

defect and see themselves as generally less 

healthy and capable than the rest of the popula-

tion (Didie, Kuniega-Pietrzak, & Phillips, 

2010).

One can develop BDD in response to brain 

trauma or disease in the central nervous system, 

especially in the temporal lobe area. About 8% 

of persons with BDD can identify relatives with 

obsessive compulsive disorder or BDD, indicat-

ing inheritability. Phillips and Hollander (2008) 

suggest that persons with BDD have fundamen-

tal differences in visual processing with a focus 

on the specific rather than on an overall picture, 

both in consideration of the self and their envi-

ronment. It is also speculated based on neuro-

psychological evaluation that emotional arousal 

may contribute to the attentional bias (concen-

tration on defect) and social anxiety associated 

with the disorder.

Body image is referred to in two other ways 

in the literature. First, body image is conceptu-

alized as a final product or end state—a state of 

being, such as, “Charles’s body image is that of 
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body image. More recent work in the 2000s is 

refocusing on the physiologic basis of body 

image, while attending to more evidence-based 

interventions on body image and its effects 

(Cash & Pruzinsky, 2004).

Currently, major empirical analyses of 

body image focus on neurology, particularly 

those studies involving the brain and associated 

visual, vestibular, vascular, and proprioceptor 

stimuli. Impactful studies by Ramachandran 

and Rogers-Ramachandran (2007) indicate that 

body image can be shaped and changed by the 

brain. Using vision and proprioceptor cues, they 

were able to map where in the brain (somatosen-

sory, motor, and parietal cortices) cues were 

received to fashion a virtual sense of body that 

did not correspond to actuality. The idea that 

body image can be so profoundly shaped by the 

brain has important implications for theory and 

for treatment. In a related set of studies, 

Ramachandran (2004) indicates that when 

motor signals are sent to muscles, duplicate sig-

nals are sent to the brain’s parietal lobes, giving 

a sense of real limbs when there are actually 

amputations, leading to the phenomenon of 

phantom limb syndrome. Therefore, as is known 

in the field of prosthetics, amputees who are 

unable to incorporate a change in body image 

that genuinely indicates a lost limb were shown 

to be unable to use prosthetics effectively.

Of particular importance to healthcare pro-

fessionals in chronic illness is the empirically 

derived idea that the perceptual elements of 

body image are complex. Fisher (1986) found 

that people not only compartmentalized their 

body image, but also differed in how they did 

so. Some localized their body image, whereas 

others had a more global view of their body. For 

instance, people with serious body defects 

might approach their bodies as separate regions, 

ourselves” (p. 11). He believed that the perception 

of one’s body is based on a three-dimensional 

image that comprises physiologic, psychological, 

and social experiences.

Schilder’s work affected  subsequent re-

searchers, even into the 21st century. Critiquing 

Schilder’s broad and complex theory, Cash and 

Pruzinsky (1990) claim that Schilder’s chief 

contribution was not just the idea of body 

image, but the idea that body image has “central 

pertinence not only for the pathologic but also 

everyday events of life” (p. 9). Later, Cash and 

Pruzinsky (2002) assert that Schilder “single 

handedly moved the study of body image 

beyond the exclusive domain of neuropathol-

ogy” (p. 4).

Most current discussions now frame body 

image as having a perceptual component, a psy-

chological component, and a social component 

(Cash & Fleming, 2002; Thompson & Gardner, 

2002; Thompson & Van Den Berg, 2002). For 

example, with regard to eating and weight disor-

ders, the perceptual component is the accuracy 

of the person’s body size estimation, the psy-

chological component is the person’s attitudes 

or feelings toward their own body, and the social 

component might be the cultural context in 

which body image is assessed.

Like others, Thompson and Gardner (2002), 

and Cash and Fleming (2002) argue that body 

image is not a simple perceptual phenomenon, 

but is highly influenced by cognitive, affective, 

attitudinal, and other variables. Thompson has 

been attributed as the impetus in the 1990s to a 

more clinically and physiologically based concept 

of body image, particularly in examining eating 

disorders (Cash & Pruzinsky, 2002). Building on 

his work, research later focused on cultural over-

lays, including feminist critiques of the 1990s, 

and later, the effects of family or ethnicity on 



body will influence social relationships and 

other psychological characteristics. Further-

more, how people feel and think about their 

bodies influences the way they perceive the 

world (Cash & Fleming, 2002).

Nezlek (1999) found three factors were 

included in the definition of body image. These 

included body attractiveness, social attractive-

ness (how attractive people believed others 

found them to be), and general attractiveness. 

For both men and women, self-perceptions of 

body attractiveness and social attractiveness 

were positively related to intimacy. Because 

body attractiveness is an important function of 

body image, this concept frequently is confused 

with body image itself; however, body image 

encompasses more than attractiveness.

Many def initions of body image today 

involve the notions of the real and the ideal. 

Theorists would argue that the ideal image of 

one’s self and the real image must be compati-

ble, or dissonance results. A discrepancy 

between the real and the ideal body image may 

lead to conflicts that adversely affect personal-

ity, interactions, and health. For example, “nor-

mative discontent” refers to the pervasive 

negative feelings women and girls experience 

when they negatively distort their appearance, 

experience body image dissatisfaction, or over-

evaluate appearance in defining a sense of self 

(Striegel-Moore & Franko, 2002).

For the healthcare professional, definitions 

of body image indicate the complexity of the 

concept, but more importantly, emphasize how 

significantly the client’s cultural, social, histori-

cal, and biological factors affect body image. 

Perhaps even more important to healthcare pro-

fessionals and their professionally derived norms 

is that body image and the factors affecting it are 

not merely cosmetic. A client’s perceptions and 

specifically isolating the defective region so that 

it will not influence their overall evaluation of 

self. Fisher believed that this ability suggests 

“important defensive and maturational signifi-

cance in how differentiated one’s approach to 

one’s body is” (p. 635). He also argued that the 

rubric of body image itself is vague, represent-

ing a number of dimensions of the same and 

 different constructs. New neurologic data 

(Ramachandran [2004]; Ramachandran and 

Rogers-Ramachandran [2007]) indicate that 

certain brain regions governing specific body 

parts play a role in whether body images can be 

sustained or demarcated as separate. For exam-

ple, clients with left-sided hemiplegia caused by 

a stroke often experience a dissociation from 

their paralyzed limbs.

Factors in the Definition 
of Body Image

Definitions of body image, although varied, 

share similarities. Common to many of the defi-

nitions is the belief that body image develops in 

response to multiple sensory inputs (visual, tac-

tile, proprioceptive, and kinesthetic). Therefore, 

although physicality is included in one’s body 

image, body image is subjective and dynamic 

because it is influenced by multiple factors (Cash, 

2002; Pruzinsky, 2004). Body image is brought 

into the immediate focus of the individual by 

pain, physical or psychological illness, age, or 

weight (Krueger, 2002). Kinesthetic perceptions 

of function, sensation, and mobility are also part 

of our image. For example, children without sen-

sation of body parts (e.g., spina bifida) often do 

not include in their art those body parts where 

they lack sensation.

Body image also includes feelings and 

thoughts. How one thinks and feels about one’s 
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 understood. Knowing that clients may compart-

mentalize both the meaning and the body’s 

parts, the healthcare professional must  recognize 

and accept how each client assesses the changes 

occurring in his or her body, their importance, 

and the way that the client chooses to incorpo-

rate (or not) changes into their body image. 

Thus, treatment of chronic illness and by asso-

ciation body image, functionality, or appearance 

cannot be far removed from the meaning attrib-

uted to such by the client or significant other.

In most cultures, body parts carry emo-

tional attribution quite aside from functionality 

or appearance. The hands, for instance, are crit-

ical portrayals of the meanings and metaphysics 

of religions, whether shown invitingly open, in 

clasped position, or thumbs and forefingers 

together. Similarly, the mind is associated with 

the brain and all the significance attached to it 

in a knowledge society, whereas the heart is 

universally seen as the font of emotions. The 

heart is, to many, the symbol of love, courage, 

and life, and the seat of joy, hate, and sorrow. 

Indeed, in some cultures, the heart is seen as the 

location of the soul. Consider the emotional 

signif icance, then, that damage to the heart 

would engender in the body image of the 

affected client. Most nurses have been taught 

about clients who, after sustaining a myocardial 

infarction, are so anxious that they become a 

“cardiac cripple,” owing to their fear of death 

from exercise or normal activity. Clearly, the 

self-image of such clients has sustained a seri-

ous insult. Dementia creates issues of self-

image not only for the person undergoing the 

change, but also for significant others in the 

interactions and subsequent reappraisals. How 

many times have nurses heard families say that 

they “no longer know their loved one” as the 

disease progresses?

attitudes about his or her body can affect health, 

social adjustment, interpersonal relationships, 

and general well-being. These perceptions are 

profoundly affected by chronic illness, as shown 

in this text.

Perhaps because body image is so vital to 

issues of ordinary health as well as chronic 

illness, it has come to be associated with, or even 

confused with, several other terms. The terms 

body image, self-concept, and self-esteem are 

frequently used interchangeably. Body image is 

not the same as body attractiveness but is related 

to both attractiveness and to self-esteem. Body 

image is a mental image of one’s physical self, 

moderated by one’s psychology and the social 

environment, and as is being discovered, by cer-

tain physiologic parameters of the brain. Body 

image, thus, is an integral component of self-

concept. Self-concept is the total perception an 

individual holds of self—who one believes one 

is, how one believes one looks, and how one 

feels about one’s self (Mock, 1993). Research 

extends self-concept to include not only ongoing 

perceptions of one’s self, but also the idea that 

self-concept so mediates and regulates behavior 

that it is one of the most significant regulators of 

behavior (Markus & Wurf, 1987). Self-concept 

also is used to describe roles in which one casts 

the self, which can further stretch, and perhaps 

muddy, the concept. Finally, self-esteem is 

related to “the evaluative component of an indi-

vidual’s self-concept” (Corwyn, 2000, p. 357).

Factors Influencing Adjustment 
to Body Image

Meaning and Significance

As critical as each influence may be to the indi-

vidual’s adaptation, it is most important that the 

meaning of the event to the individual be 



body image insult as an unavoidable conse-

quence and a relatively small price to pay 

(Rybarczyk & Behel, 2002).

Another important factor the nurse must 

not forget is the “fifth vital sign,” or pain. If 

pain is associated with the cause of the body 

image change, the meaning and significance 

of the altered body image can be negatively 

influenced. Pain may also nourish a persisting 

and even worsening negative body image and 

impair recovery in functionality (Rybarczyk & 

Behel, 2002). Hence, it is essential to assess 

the person for pain and discomfort, and to 

treat accordingly.

Influence of Time

The length of time during which body changes 

occur may influence one’s body image and sub-

sequent psychological adjustment (White, 2002). 

Changes in body image may occur slowly, over a 

lifetime, or quickly, within hours or days. 

Although some might argue that more time gives 

individuals greater opportunity to reformulate a 

body image, the fact remains that some individu-

als will never adapt their body image to the ideal 

they hold or their current attributes. A person 

with type 2 diabetes may have a slow progres-

sion of changes and ample time for denial and 

grief resolution, whereas trauma and sudden 

 illness, such as head trauma, stroke, or certain 

 surgeries, may lead to abrupt changes in the 

body and in body image. Individuals who expe-

rience sudden traumatic illnesses have no 

 warning, and thus little opportunity to adjust to 

the changes (Bello & McIntire, 1995). A classic 

example is the lag between limb amputations 

and phantom pain, where clients are confused 

about whether they still have the appendage. To 

adjust to rapid change, the client must grieve the 

loss as well as physically adjust to the changes. 

To counter the insult to body image and 

functionality, and knowing likely prognoses, the 

healthcare professional must reassure the client 

and family about their perceptions of body 

image and help them reconcile to the present 

and future realities of the situation. That is, the 

healthcare professional should make efforts to 

reconcile the ideal body image of the client with 

the current attributes of the person and encour-

age the client to move toward a more realistic 

body image, while recognizing that, for the cli-

ent, losing their desired body image can create a 

grieving process that must also be managed.

Body image and the insults to functionality 

from chronic illness cannot be isolated from the 

meaning and significance the client gives to 

them. Furthermore, the meaning and signifi-

cance to family members or significant others 

can also play an important role in the client’s 

response. These are crucial factors to consider in 

offering and performing effective and sensitive 

care. Of all the aspects of body image in chronic 

illness, the appreciation and understanding of 

the meaning and significance to the client are 

areas to which nursing can most contribute. The 

client’s meaning and significance of the change 

in body image must not be overlooked or down 

played. Nursing’s empathic and holistic approach 

can be of great value in this arena of health care.

The cause of the person’s chronic illness 

and associated insult to one’s body image can be 

an important coping factor. If the change was 

caused by an accident, healthcare mismanage-

ment, or personal negligence, the person may 

harbor unresolved anger, blame, and shame. The 

person may also be guarded about sharing and 

discussing such matters, which confounds recov-

ery and makes it more difficult. On the other 

hand, if the cause was recommended or was a 

life-saving intervention, the person perceives the 
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lifestyles (e.g., adolescents). On one hand, peers 

can help shape conformance to a model. An 

example is the currently popular view of the 

muscle-bound, minimal-body-fat male model 

that is popular among young people (Olivardia, 

Pope, & Hudson, 2000). On the other hand, peer 

groups can call into question the appropriate-

ness of such modeling for their own age group 

(e.g., older adults’ perception of the aforemen-

tioned male model).

Persons with disfigurements are often, with 

little choice in the matter, forced to deal with 

their body image and the prevailing societal 

view. Depending on the visibility of the disfig-

urement and the coping of the disfigured person, 

sanctions such as staring, whispering, or shun-

ning can negatively affect body image and per-

sonal value (Pruzinsky, 2002; Rumsey, 2002).

Untoward issues of body image often begin 

early in life. There is evidence now that in the 

United States and Britain, both girls and boys as 

young as 6 years old are overly conscious of 

their body weight and would begin dieting in an 

attempt to meet social norms of idealized thin 

and handsome young men and women. These 

young children, especially girls, are reported to 

be influenced by parental models and fashion 

magazines toward a desired thinness (Fornari & 

Dancyge, 2006; McCabe, Ricciardelli, & Lina, 

2005; Lowes & Tiggemann, 2003). The body 

image issues that begin in early years often per-

sist throughout adolescence and into adulthood 

(Striegel-Moore & Franko, 2002).

The effect of society and environment on 

body image is reciprocal. Societal reactions can 

affect body image, but the individual is not 

entirely passive and so can react in opposition to 

such standards. Nevertheless, societal influ-

ences weigh heavily on behavior and body 

image, frequently leading to stereotypical 

The client who cannot cope with the dysfunction 

is at high risk for infection, noncompliance with 

therapeutic care, depression, social isolation, 

and obsession with or denial of the changes in 

body image (Dropkin, 1989).

The permanence of the change in appear-

ance also affects adjustment to changes in body 

image. A person may better cope with changes 

in appearance that are temporary (i.e., tempo-

rary ileostomy) more so than those that are 

 permanent (i.e., limb amputation). However, 

adjusting to body image changes depends partly 

on the meaning the individual ascribes to the 

changes and, in some cases, the length of time 

during which the change occurs (White, 2002).

Social Influences

Each sociocultural group establishes its own 

norms governing the acceptable, especially in 

terms of physical appearance and personality 

attributes (Jackson, 2002). Societies can hold a 

persistent, pervasive view with standards that 

dictate ideal physical appearance and role per-

formance. These standards, although some with 

caveats, serve all members of that social group, 

including those who have chronic illness and 

those who do not.

Groups target their social influence and 

affect the self-images of individuals. Family 

relationships are often important to the person 

with a chronic illness and can impact their ini-

tial perception of their own body image when 

they  become chronically ill. Negative family 

 reactions about appearance, behavior, perfor-

mance, and body image have been linked with 

recurrent poor body image consequences 

(Byely, Archibald, Graber, & Brooks-Gunn, 

1999; Kearney-Cooke, 2002). Peers are also 

important mediating groups, particularly for 

those who are uncertain how to structure their 



the Latino cultural perception of health is being 

and looking clean, feeling happy, getting ade-

quate rest, and being able to function in 

expected roles. An imbalance in the emotional, 

physical, and social arenas may produce illness. 

Hispanic individuals often do not seek health 

care until they are very sick, and those with 

chronic illness may view themselves as victims 

of malevolent forces, attributed to God or pun-

ishment. Native Americans view health as a bal-

ancing of mind, body, spirit, and nature. The 

practice of medicine is viewed as cooperative 

and offers choice and individual involvement in 

the pursuit of health. 

Southeast Asian cultural health beliefs focus 

on the concept of yin and yang (balance) and 

maintaining this balance to achieve wellness. 

Additionally, obesity was once viewed as a sign 

of contentment and socioeconomic status in this 

culture. South Asians are particularly prone to 

subsequent cardiac and diabetic conditions 

because of lack of exercise, cultural emphases on 

high caloric foods, and religious and genetic 

influences (Pella, Thomas, Tomlinson, & Singh, 

2003).

Influence of Healthcare Team Members

The care given to persons with a chronic disease 

or disability has a direct influence on their abil-

ity to adapt to societal pressures. Members of 

the healthcare team, although subject to the 

norms of the larger society, also have percep-

tions of illness and certain disabilities shaped by 

such professional norms as objectivity, compas-

sion, and moral judgment. When caring for an 

individual with chronic illness, reactions from 

the healthcare team are important in the clients’ 

adjustment and acceptance of body image.

Healthcare team members must understand 

that they are often the first person to see the 

assignments that affect individual body image 

adjustments. For example, persons with cranio-

facial disfigurement, or those who are chroni-

cally obese, have been subjected to societal 

reactions and expectations of ideal beauty 

throughout their lives. Over the years, having 

been constantly compared with the “ideal” 

beautiful or thin person, the individual with 

chronic illness has had to manage their own 

responses as well as those of others in the obvi-

ous discrepancy between an ideal body and their 

own real bodies.

Cultural Influences

Many aspects of culture affect body image. A 

cultural map has been suggested by Helman 

(1995) in which the members of a particular cul-

tural or social group share a view of the body. 

This cultural map tells individuals how their 

body is structured and how it functions, includes 

ideal body definitions, and identifies “private” 

and “public” body parts as well as differentiating 

between a “healthy” and an “unhealthy” body 

(Helman, 1995).

The perceptions of health and illness and 

their effects on body image vary from culture to 

culture. In Altabe’s (1998) study on ideal physical 

traits and body image, ethnic groups were similar 

in their identification of ideal body traits but dif-

ferent in assigning values to the body traits (e.g., 

valuing skin color or breast size). Findings indi-

cated that African Americans had the most posi-

tive self-view and body image, whereas Asian 

Americans placed the least importance on physi-

cal appearance. Some non-Caucasians had a 

more positive body image than did Caucasians.

African Americans view health as a feeling 

of well-being, the ability to fulfill role expecta-

tions, and experiencing an environment free of 

pain and excessive stress. In the United States, 
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It is thought that younger children may be 

able to adapt more easily to changing body 

images because they have not fully come to rec-

ognize or appreciate their body image, unlike an 

adolescent or adult. Because their bodies are con-

stantly changing, and because they are attending 

to their peers, adolescents can have an especially 

difficult time adapting to body image changes 

brought on by chronic illness. Patients with juve-

nile diabetes or adolescents with visible physical 

disfigurements, such as skin or neurologic dis-

eases, frequently act out their frustrations via 

risky behaviors, depression, or withdrawal.

In a qualitative study of young males (18–

25 years of age) and body image, Bottamini and 

Ste-Marie (2006) found that males are often 

reluctant to acknowledge their investment in 

body image as they believe it is seen as a more 

appropriate preoccupation of women. Never-

theless, these young men see attractiveness and 

the resultant positive body image they project as 

important in the work world because they believe 

an employer would associate a good physique 

with the ability to persevere. The authors hypoth-

esize that body image awareness in men has 

increased with the decline of males as breadwin-

ners due to women’s expanding roles and earn-

ing capacity. Muscularity is not typically attained 

by women (at least to the same degree), so mus-

cularity is seen as a last bastion of male prowess.

Body image in an adult has likely been well 

established and serves as an identity base. 

Adaptation to changes in body image can be 

more diff icult to accept in older age groups 

because illness challenges their fundamental 

identity. Older adults’ acceptance of body image 

changes tends to be related more to the ability to 

be useful in society, loss of independence and 

health status, and, possibly, attractiveness to 

 others (Krauss-Whitbourne & Skultety, 2002). 

changes engendered by the chronic illness or 

treatment. Their reactions often set the stage for 

body image expectations of their clients. Seeing 

their caregiver’s reactions may reinforce body 

images for clients that continue for a long period 

of time, whether those images are positive or 

negative. Healthcare team members, therefore, 

must learn to manage their demeanor, voice, 

tone, and body reactions, avoiding any obvious 

rejections or trivialization of clients with 

chronic illness. One of the goals of the health-

care team should be to assist clients in having 

and/or maintaining a positive image and accep-

tance of self. For example, the client who has 

recently undergone breast reconstructive sur-

gery following a mastectomy may have prob-

lematic body image issues. The support and 

guidance by healthcare team members in help-

ing the client with information about surgery, 

pain relief, self-care, positive reinforcement, 

family relationships, and emotional support are 

important to building a positive body image 

(Van Deusen, 1993). Assessing concerns related 

to appearance and allowing clients to express 

fears, beliefs, thoughts, and life experiences 

also contribute to adjustment to body image 

changes (White, 2002).

Age

Erik Erikson’s classic developmental theory is 

useful in examining phases of psychosocial devel-

opment, particularly as this theory examines vari-

ous stages throughout the lifespan that encourage 

or inhibit body image and personal feelings of 

value (Erikson, 1963). In younger age groups, 

conflicts about industry versus inferiority are 

changed into feelings of worth and competence 

(Cash & Pruzinsky, 1990). If there were negative 

effects during early developmental stages, altered 

or poor body image may result.



were expected to be strong, active, rational, and 

silent, whereas women were expected to be 

 indirect, passive, capable, and emotional. These 

views have an impact on their self-image and 

the differences engendered by chronic illness. 

Older men with chronic illness or widowers who 

need assistance in learning to cook, or women 

 learning to be more assertive even as their bod-

ies are less conducive to these  activities, often 

must change their body image. Often they do 

so gracefully, as we hear in the admonition, 

“Growing old is not for sissies.” However, it 

behooves healthcare  professionals—many of 

whom were not born in the times generating the 

social norms governing the body images of the 

older adults—to learn about the histories of 

those individuals whose chronic  illnesses they 

treat. By doing so, the healthcare professional 

can become more empathetic and understand the 

possible contributions to the body images of 

their clients. This is particularly important, for 

example, for older women with diabetes who 

feel the need to be good cooks to accommodate 

their self-image as competent women, but whose 

diets must now be strictly managed. Another 

example is men with hypertension taking medi-

cation that limits libido or sexual performance.

Prior Experience and Coping Mechanisms

Body image is thought to be individually devel-

oped through each person’s concept of his or her 

“ideal” perception and based on his or her previ-

ous experiences within society as well (Cash & 

Pruzinsky, 2002). Because past experiences, posi-

tive or negative, can substantially affect present 

circumstances, understanding how a client is 

likely to perceive an event, and cope with it, is one 

of the more important assessments performed by 

the healthcare professional. This awareness is par-

ticularly beneficial to the individual who has not 

Older adults may still feel young at heart, but as 

their bodies age, they are subject to changes in 

skin, hair, posture, strength, or speed of action, 

which are compounded by various chronic ill-

nesses such as cardiac, respiratory, orthopedic, 

visual, or hearing problems. They may feel 

young, but their outer appearances demonstrate 

their age and associated conditions in a culture 

that values the young. The elderly often want to 

maintain an accepted social body image, so it is 

important to consider these issues when possi-

ble body image disturbances arise.

Gender

The gender of a person may influence his or her 

response to a change in body image. Although 

both genders are subject to norms of beauty, 

women and girls are reported to be more affected 

by breaches of the norms of beauty than boys and 

men are (Emslie, Hunt, & McIntyre, 2001). 

Women with burns, for example, generally have 

a more negative body image than do men with 

burns, although the effect of burns on body 

image depends on the locus of the burn and the 

percentage of body surface involved (Orr, 

Reznikoff, & Smith, 1989; Thombs et al., 2008). 

It is important to note, however, that females tend 

to have negative body image perceptions more 

often than males across age and cultures; there-

fore, women may experience more  disturbances 

in body images than males when faced with a 

chronic illness (Striegel-Moore & Franko, 2002).

Typically, the male gender is associated 

with a “masculine, strong” appearance, and the 

female gender is associated with a “feminine, 

softer” appearance. Role behaviors are less 

strictly segregated now than in the 1950s, 1960s, 

and 1970s, yet, many older clients were social-

ized to gender roles during those years and have 

strong expectations of clear role behaviors. Men 
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or skilled healthcare professional may derive 

interventions. Practice in psychological assess-

ment is useful. The focus in this section, there-

fore, is on assessment.

Assessing the behaviors of individuals who 

have experienced an alteration in function or 

change leading to a disruption in body image is 

vital in planning appropriate interventions. This 

assessment leads to a determination of percep-

tions and meanings associated with the change 

that is unique to the client, and allows recogni-

tion of barriers to health. Such an assessment 

requires the observation and interviewing of the 

client to determine the nature and meaning of 

the threat. Only after such an assessment and 

validation of its correctness may the healthcare 

professional provide interventions.

A key to a successful assessment is a thera-

peutic relationship with the client. Trust, sensi-

tivity to the client’s thoughts and feelings, and 

provision of accurate and realistic support all 

help to build and strengthen the therapeutic 

relationship between the client and provider 

(Hayslip, Cooper, Dougherty, & Cook, 1997).

A complete assessment of a client’s experi-

ence and meaning of change is facilitated by 

asking questions related to the client’s percep-

tion of the experience, knowledge of the illness 

and its effects, and others’ perceptions of the 

 client’s illness. Accounting for these factors in 

the assessment process creates a client-centered 

knowledge base for choosing appropriate inter-

ventions. In addition, assessing the client’s psy-

chosocial history and support systems allows 

the provider to elicit greater support for the 

 client in areas already known to the client.

Assessing a client’s unique influencing fac-

tors is essential in planning interventions. 

Knowing how much value is placed on the 

appearance or functioning of the body helps the 

healthcare professional to determine the impact 

had much exposure to the healthcare system and 

may require advocacy by the healthcare 

professional.

Coping mechanisms already developed by 

the individual through support from family, the 

healthcare team, or the client’s social group are 

helpful in promoting adaptation to changes 

in body image during chronic  illness. Under-

standing the individual’s perception of body 

image before and during a diagnosis of chronic 

illness can be helpful to the healthcare profes-

sional in easing the client’s adjustment to body 

image changes. Knowing that body image is an 

inferential diagnosis is helpful for the health-

care professional to discern whether clients are 

persevering, reformulating, or rejecting their 

body image.

The anxiety associated with the diagnosis 

of a chronic illness influences a person’s coping 

style. Such crises can present the opportunity for 

personal growth or for overwhelming loss. 

Often, in the initial phase of chronic illness, cli-

ents will display an over-reliance on their  typical 

coping mechanisms, even if those methods are 

not particularly effective in the current circum-

stances. At the same time, early in the trajectory 

of chronic illness, the person’s ability to develop 

alternative coping mechanisms may be compro-

mised. Identifying previously  functional defenses 

as well as new, potentially helpful coping styles 

can be the f irst step taken by the healthcare 

 professional in the outgoing assessment and 

management of body image alterations in per-

sons with chronic illness.

ASSESSMENT OF BODY IMAGE  

Evidenced-based practice guidelines are not yet 

available for the assessment or treatment of 

impaired body image. Yet, there are many 

assessment techniques from which the sensitive 



body image, particularly because of illness or 

injury, might focus on hiding or denial. Denial 

of one’s self, self-effacement, or denial of the 

injury’s severity is one hint of a poor self-image. 

A more typical indication of poor self-image or  

self-esteem is hiding, physically or mentally, 

from others. Actions such as avoiding others, 

avoiding close contact (such as undressing in 

front of others or sexual intimacy), avoiding dis-

plays of the injury or scars, or feelings of shame 

or embarrassment when discussing the injury or 

illness, are important clues to self-image.

of the image disruption. Assessing self-esteem 

and the client’s perceived attitudes of others is 

also important in discovering the meaning and 

impact of the disruption to the client. Ascertaining 

the phase of recovery of the client is essential, 

and is particularly important in planning specific 

client-centered interventions. Knowing when to 

implement educational, supportive, or rehabilita-

tive interventions makes these interventions most 

useful. 

Questions that might help the healthcare 

professional assess whether a client has a poor 

CASE STUDY

Mary Ellen is a 36-year-old, single mother of two children, a girl age 8 years and a boy age 10. 

Mary Ellen is 5 feet 6 inches and weighs 302 pounds (BMI 48.7, which is considered very obese). 

Her mother and two sisters are also obese. Mary Ellen was never thin in childhood or adoles-

cence and was occasionally teased at school, but more serious problems did not occur until adult-

hood. After her pregnancies and a painful divorce she has progressively gained weight. She has 

tried numerous diets with limited success, subsequently regaining even more weight. She is 

becoming increasingly unhappy for a number of reasons which include her daughter’s burgeon-

ing weight, her inability to keep up with her son’s involvement in sports (climbing into the stands 

at games, long walks to the baseball field from parking), and hints that her son is ashamed of her 

appearance. She believes her obesity has also influenced her work life. She is an accountant with 

a public accounting firm, and she is no longer assigned the better projects that lead to promotion 

because those choice assignments involve going to client offices. On her last assignment she had 

difficulty fitting into the chairs at the client’s site and was certain there was snickering by both 

the client and her coworker. Realizing these stresses trigger binge eating and additional guilt, 

Mary Ellen feels increasingly unable to manage her life. She has reluctantly decided to seek 

medical attention to learn about bariatric surgery. She dreads seeing a healthcare practitioner; in 

the past she has felt rejected by providers because of her lack of success in managing her weight.

Discussion QuestionsDiscussion Questions

1.  In assisting patients like Mary Ellen, nurses must examine their own attitudes about obe-

sity. Do you consider it a chronic disease, an unhealthy lifestyle choice, a sign of weak-

ness or overindulgence, or a food addiction? Do you consider obesity with a “live and let 

live”attitude or some other conceptualization/belief about the condition? How do your 

views influence your approach and recommendations to Mary Ellen?
(continues)
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body image. The process of adaptation depends 

on many factors, but primary among those are 

the external changes to the person, functional 

limitations, the changes’ signif icance and 

importance to the person, the time over which 

the change (and losses) have occurred, social 

influences, and the impact of culture.

External Changes

Important external factors that influence body 

image are the visibility and functional signifi-

cance of the body part involved, the importance 

of physical appearance to the individual, and the 

rate at which the change occurred (Rybarczyk 

& Behel, 2002). For example, epilepsy is a 

chronic disease that illustrates all of these 

 factors. Epileptic seizures, such as tonic–clonic 

seizures, can affect the entire body; the seizures 

are easily observed and happen suddenly. 

Epilepsy may also prevent the client from main-

taining a job, driving a car, or engaging in sports 

or popular activities such as swimming. 

Typically epilepsy’s onset is acute. The person 

does not have time to prepare for accepting this 

chronic disease. A seizure occurs and the 

 person’s life is changed from that moment for-

ward. This can make it more challenging to 

In some instances, it may be necessary to 

use a standardized assessment tool to measure 

body disturbances and number and types of sup-

port systems. Many tools are available for this 

use (Cash & Pruzinsky, 2002). Tools about body 

disturbances generally have questions on gen-

eral appearance, body competence, others’ reac-

tion to appearance, value of appearance, and so 

forth. These tools have incorporated related 

concepts to body image, such as self-esteem and 

self-concept, and are able to measure affective, 

cognitive, and behavioral components of body 

image (Thompson & Van Den Berg, 2002).

Incorporating families into assessment is 

encouraged. This can be done by interviewing, 

observing, and taking note of both verbal and 

nonverbal interactions within the family system 

(Wright & Leahey, 2000). Assessing family 

meanings of the chronic illness, perceived losses, 

and stresses placed on the family because of the 

illness are important in planning interventions.

BODY IMAGE ISSUES IMPORTANT 
TO CHRONIC ILLNESS  

Chronic illness has many challenges, one of 

which includes the adaptation to changes in 

2.  Do you think you are obliged to tell Mary Ellen your views as you counsel her, because 

they inform your recommendations? That is, Mary Ellen may want to “consider the 

source” and actively choose to accept in whole or in part what you suggest. What are your 

obligations as a healthcare professional involved in Mary Ellen’s care?

3.  The stigmatization of obesity is often considered “the last acceptable prejudice.” Because 

obese persons in our society are socialized the same as the rest of society, how might that 

influence body image for persons with obesity?

4.  What are Mary Ellen’s strengths? What opportunities do you see to assist her to improve 

her body image and perceptions of self-efficacy?

CASE STUDY (Continued)



powerfully influenced by obesity and others’ 

reactions to it.

The stigmatization of obesity is consider-

able in the United States and throughout the 

world, despite its seemingly relentless increase 

in prevalence (Centers for Disease Control and 

Prevention, 2008a; World Health Organization, 

201l). There is evidence that weight is perhaps 

the most important factor in evaluating female 

attractiveness (Swami & Tovee, 2005; Tovee, 

Rhinehart, Emery, & Cornelissen, 1998). 

Fairburn & Brownell (2002) posit that the anti-

obesity sentiment originates in the Euro-

American ideal of individualism in which the 

bad situations in which people find themselves 

are the result of their own doing. There is a 

widespread myth that obesity is the result of 

personal failings and a lack of self-discipline, 

although scientific evidence suggests that body 

weight is determined by a complex interaction 

of biological and environmental factors that are 

at best only partially controlled by the individ-

ual. There is also evidence that the greater the 

degree of deviation from the socially perceived 

ideal body weight the greater the degree of stig-

matization, suggesting that the more obese a 

person becomes the more they are stigmatized 

(Swami et al., 2008).

Mental illnesses can also influence body 

image, and yet, many healthcare professionals 

overlook this aspect of chronic mental illness. 

For instance, a person with schizophrenia may 

have a negatively altered body image as part of 

the disturbed thinking caused by the illness and/

or from the perceived change the illness has on 

the behavior and presentation of the person. 

Furthermore, the medication used to treat 

schizophrenia can affect body image because of 

its neurological side effects (movement disor-

ders), weight gain, and sexual dysfunction. 

accept and live “normally” with the image of 

“being an  epileptic,” and potentially having a 

very visible, sudden, and dysfunctional (possi-

bly dangerous) experience. The severity of 

insult to appearance and functional signif i-

cance, and the degree of importance to the per-

son, must be considered on an individual basis. 

For example, some  persons may find epilepsy a 

minor nuisance while others might find mild 

psoriasis traumatizing, because the latter is 

more visible. It is essential to assess the  meaning 

and significance of the change to the person.

Another common example is the obese cli-

ent. Obesity is now listed as one of the leading 

health indicators that is problematic in the 

United States (Healthy People 2020), and 

because of its close ties to body image, it 

deserves increased consideration in this discus-

sion. Obesity is typically a nonacute, slowly pro-

gressing condition, which has come to be viewed 

as a major risk factor in several chronic illnesses, 

such as diabetes, heart disease, and osteoarthri-

tis. Obesity is also considered déclassé in 

Western culture, often viewed as an indicator of 

overindulgence and sloth, and frequently associ-

ated with lower classes. Although the obesity 

risk has been challenged (Campos, 2005; Flegal, 

Graubard, Williamson, & Gail, 2007), most 

healthcare professionals still believe obesity 

must be medically managed. Today there are 

public health campaigns to reduce obesity, 

beginning in childhood. Obese persons are react-

ing to the medicalization and stigmatization of 

obesity: Since 1969 an organization called the 

National Association to Advance Fat Acceptance 

(NAAFA) has existed to argue for the dignity, 

equality, and civil rights of obese persons (see 

www.naafa.org). The organization, however, 

both explicitly and implicitly acknowledges that 

a person’s body image can be negatively and 
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Visibility and Invisibility

Chronic illness and its treatment provide visible, 
outward changes in appearance and invisible, 
internal changes. Both types of change can sig-
nif icantly affect individuals’ perceptions of 
themselves. In an adult, it is suggested that the 
more visible or extensive the body alteration, 
the more likely it is to be perceived as a threat to 
one’s body image. Loss of hair, scarring, edema, 
amputations, and disfigurement are common 
examples in the body image literature. In read-
ing the life accounts of severely disfigured per-
sons, many choose to work at unusual times 
(nights) and in jobs in which they have little 
contact with others (see Chapter 5). In a meta-
analysis of 12 articles that met their inclusion 
criteria, Bessel and Moss (2007) reported that 
truly efficacious interventions are lacking for 
adults with visible differences in appearance. In 
a related study, Thompson and Kent (2001) 
reported that persons with disfigurements shape 
their self-image by interactions with others in 
social contexts, and that interventions are avail-
able. Like Bessel and Moss, they note that 
reports and interventions were not methodologi-
cally rigorous or informed by theory.

In another study of patients with severe 

burns and their adjustment to disfigurement, 

Thombs and colleagues (2008) found that over 

time, women, more than men, suffered dissatis-

faction with body image, particularly with 

larger burns, and that their dissatisfaction inter-

fered with psychological functioning over time. 

The findings of these studies argue a need for 

more research of a longitudinal and qualitative 

nature, toward a better understanding of the pro-

cesses and outcomes of visible differences and 

their impact on body image.

The matter of body image and incorpora-

tion of changes seems to be more ambiguous in 

children. Children are strongly subject to the 

Therefore, ignoring the potential side effects in 

treating individuals with mental illness is likely 

to affect not only medication compliance but 

also physical self-image.

External changes and their rapidity of 

change are important in assessing body image. 

Healthcare professionals should not assume, but 

verify with the client, what the current body 

image is, and what it means to the client. Each 

person is unique, and, therefore, each experi-

ence with chronic illness and its impact on body 

image is unique.

Appearance

The physical appearance of a disease is fre-

quently a change for which clients are unpre-

pared. Given the possibility of perseverance, 

reformulation, or rejection of changes, further 

studies are needed of the ways in which body 

image and its accompanying variables affect 

acceptance by others. Empirical evidence and 

anecdotal data exist to guide us in considering 

suitable interventions. For example, when 

appearance also draws attention to a disease’s 

underlying cause, clients and their significant 

others are often ostracized, particularly when 

the disease is one that carries a stigma (see 

Chapter 3). Many clients with AIDS develop 

Kaposi’s sarcoma (KS), a common and some-

times disfiguring tumor related to HIV. Because 

the skin is a common site for KS, the character-

istic purple hue of KS is easily visible, and is 

considered by many patients as a “public signa-

ture” of HIV (deMoore, Hennessey, Kunz, 

Ferrando, & Rabkin, 2000). In more severe 

cases of illness, in which the body is catastroph-

ically debilitated, as in amyotrophic lateral scle-

rosis (ALS), Helman (1995) notes that the entire 

body image may accommodate the body as sep-

arated from the sense of self—that is, “It is my 

body that is diseased, but not me.”



Lady Betty Ford when she announced her deci-

sion to manage alcoholism and breast cancer, 

many are now openly announcing illnesses and 

treatments that were previously hidden. None-

theless, the visibility or invisibility of an illness, 

injury, or treatment regimen must be managed, 

and in that management exists the potential to 

enhance or diminish body images held by the 

individual.

Functional Limitations

Functionality is something that is conceptual-

ized as “external,” in that functionality is usu-

ally a visible part of enactment of one’s 

role—though some functions, such sexual func-

tion, are carried out privately. Function is the 

ability of a body part to conduct its usual pur-

pose. The ability to function in a meaningful 

way is essential to a sense of well-being; conse-

quently, any limitation of functional ability may 

alter one’s concept of body image. Most clients 

and their significant others are not prepared for 

the appearance and functional limitations asso-

ciated with chronic illness.

The function of a body part and its impor-

tance and visibility are critical to one’s body 

image. The leg, because of its functional impor-

tance in mobility and a person’s life, is more 

likely to be a more important part of body image 

than, say, a toe (Brown, 1977). Loss of a toe, for 

example, is likely to be viewed as less problem-

atic than loss of a leg, because much function 

can be retained by compensatory body parts and 

also because a toe is less visible. Therefore, one 

might expect different accommodations in body 

image to such amputations, even as it is recog-

nized that perception of loss and its impact vary 

from person to person and culture to culture.

The roles of worker, gendered persona, and 

sexual being are three important facets of body 

image. Chronic illness or treatment can threaten 

norms imposed by their peers, with their self-

image being readily influenced. A visible change 

or disfigurement in a child could ostracize the 

child from his or her peer group. Of particular 

strength and importance to children, especially 

for those with “stigmatized” body images, are 

the family members or healthcare professionals 

who can support the child’s acceptance of the 

body image changes. Puberty is one time of life 

in normal development in which personal iden-

tity and body image are strongly affected. It is 

during this time then that parents and adults who 

work with children should support healthy body 

images and intervene when a child begins to 

develop poor body images (see, for example, 

Fornari & Dancyge, 2006). The diagnosis of a 

chronic illness, with or without visible body 

changes, can profoundly affect the adolescent at 

this vulnerable time in his or her life.

When a change is not markedly visible, as 

when an ostomy is created, or its treatment (e.g., 

colostomy appliances) is introduced, persons 

with chronic illness must take previously “invis-

ible” body parts and make them “visible” 

(Helman, 1995). This dynamic is further com-

pounded when the new intervention is preferen-

tially hidden from others. Such procedures and 

the management of visible and hidden change 

likely lead to dramatic changes in an individu-

al’s lifestyle and self-image. For example, cli-

ents with a stoma must periodically empty the 

appliance bag, learn to change it, irrigate the 

stoma when needed, cope with social matters 

such as dressing to fit the appliance, and man-

age social etiquette with problems of leaking, 

odors, and the noises resulting from involuntary 

discharge into the appliance. The person dealing 

with such challenges may keep this hidden, and 

limit social functioning to avoid possible embar-

rassment (Kirkpatrick, 1986). Since the late 

1980s, in a movement begun by former First 
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These changes are frequently interpreted as set-

ting one apart and as different from one’s peers 

(see Chapter 3), leading to self-doubt, inhibited 

participation in social activities, and a disrup-

tion of perceptions of self. Finding appropriate 

interventions for clients experiencing an altered 

body image can aid the client in healing and 

adapting to changes in body image (Norris, 

Connell, & Spelic, 1998).

Adapting to changes in body image result-

ing from chronic illness is a dynamic process. 

On a daily basis, clients are faced with thoughts 

and reminders of their illness and changes to 

their bodies. During periods of exacerbation, 

remission, and rehabilitation, clients are griev-

ing the loss of their former selves, living with 

the uncertainty of their chronic illness, and 

learning to create new images of self (Cohen, 

Kahn, & Steeves, 1998). Knowing that the pro-

cess is continually changing, with steps forward 

and backward, helps the nurse to support clients 

as they adapt to changes in body image.

Interventions are chosen after careful 

assessment of the client. As mentioned previ-

ously, a therapeutic relationship with the client 

is an essential beginning to the process. Before 

successful intervention can occur, the following 

must be addressed: acknowledgment of barriers 

to communication, feelings about the illness, 

changes the illness caused, and personal biases 

on the part of the healthcare professional. 

Accurate knowledge about the disease process 

and the client’s response are also necessary if 

the healthcare professional is to assist the client. 

In addition, the healthcare professional must be 

able to recognize that body image changes will 

require a supportive, accepting, and consistent 

relationship that can withstand setbacks and 

emotional tension. It is important to be aware of 

the client’s attitude and participation in the 

the client’s ability to perform each of these 

roles. Furthermore, the stage of one’s life can 

make a major difference in the perception of the 

strength of the threat or its incorporation into 

one’s body image. A teenager, perhaps, is likely 

to regard work or sexual function and their con-

comitant body image differently than would a 

seasoned elder who has had different experi-

ences and usually, changed body appearance 

and function.

Loss of sexual function for most persons, 

particularly those who are sexually active, is 

often perceived as a profound loss. Women with 

breast removal from cancer, or men and women 

with genital cancers, frequently avoid sexual 

situations after treatments (Golden & Golden, 

1986). The male client may feel especially vul-

nerable if he thinks sexuality or provider role is 

compromised by chronic illness. Testicular can-

cer is the most common cancer in young men 

ages 18 to 35 and typically results in the removal 

of the diseased testicle. Older men with prostate 

cancer may require the removal of both testicles, 

with a resultant loss of libido and virility and 

compromised perception of “manhood.” 

Although implants can be used, the perception 

of functional loss can strongly persist. The nurse 

can be, and may often be, the main source of 

professional support and education, and thus 

assists clients with the sensitive issues involved 

with body image.

INTERVENTIONS  

Interventions, particularly those of assessment, 

have been described throughout this chapter. 

Interventions are used to help clients manage 

their own reactions and the reactions of others 

to changes in body structure, function, or 

appearance as the result of chronic illness. 



illness and negative body image (Peterson et al., 

2004; Rumsey & Harcourt, 2004; Rybarczyk & 

Behel, 2002; Veale, 2004).

There is some evidence that healthcare pro-

fessionals who have had similar life experiences 

may be perceived as more credible sources of 

information and inspiration to clients experienc-

ing difficulty coping with illnesses. In the sub-

stance abuse treatment system, providers often are 

in recovery themselves. In a qualitative study of 

self-perceptions of obesity, Thomas, Mosely, 

Stallings, Nichols-English, and Wagner (2008) 

found that obese women overwhelmingly pre-

ferred to work with healthcare professionals who 

had experienced weight problems themselves 

over those who were thin and had not had the per-

sonal experience of being overweight. The degree 

of self-disclosure by healthcare professionals is a 

matter governed by boundary considerations and 

personal choice; however, some degree of self-

disclosure to those suffering from body image 

 difficulties may enhance communication. 

Self-Help Groups

Self-help groups for clients experiencing body 

image changes may help to buffer the stressors 

created by the changes. Providing clients with 

opportunities to share experiences with others in 

similar situations can be therapeutic for some 

individuals. Self-help or support groups offer 

important emotional, social, and spiritual fellow-

ship, as well as education about the focus of the 

support group. Before encouraging support 

groups as an intervention, it is important to assess 

the willingness of individuals to participate in a 

group setting. Support groups that are most help-

ful are those where the members are encouraged, 

but not forced, to share information, and where 

the leader can lead the discussions to bring out 

recovery process. This may involve professional 

rehabilitation, including physical and occupa-

tional therapy, or it may involve informal self- 

or family-directed interventions. The healthcare 

professional who is knowledgeable about evi-

dence-based practice, guidelines, and treatment 

regimens can be influential in acknowledging 

subtle progress that the client may or may not be 

aware of and supporting the benefit of rehabili-

tation as part of the overall recovery process. 

Through evidence-based practice, the knowl-

edgeable healthcare professional can provide 

not only quality care in the chronic illness, but 

also begin helping the client toward forming a 

more balanced and realistic body image.

Communication

Providing opportunities for clients to express feel-

ings and thoughts about the changes they are 

experiencing can be beneficial to both clients and 

healthcare professionals. It allows clients to speak 

and be heard, and also allows careful assessment 

of the clients’ thoughts and feelings. Assumptions 

should not be made about the meaning of experi-

ences relating to changes in body image (Cohen, 

Kahn, & Steeves, 1998). In addition, ensuring cli-

ent comfort in expressing both positive and nega-

tive feelings and emotions helps strengthen the 

therapeutic relationship and facilitate the journey 

to wholeness. Allowing family members to 

express their thoughts, feelings, and concerns is 

also beneficial and should be incorporated into 

the recovery process.

Talk therapy, either individual or group, can 

be of much benefit in the recovery process. 

Cognitive-behavioral therapy has a proven 

record—that is, it is evidence-based practice—in 

helping clients change their dysfunctional think-

ing and related behaviors associated with chronic 
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salient points intelligently, empathetically, and 

fairly. Groups should be avoided that are unstable, 

promote products or purchases, or that charge 

inordinate fees. Groups that encourage gripe ses-

sions, allow individuals to dominate a discussion, 

or that demand cult-like allegiances or sharing of 

information clients don’t wish to share should 

also be avoided (Centers for Disease Control and 

Prevention, 2008b). Some individuals are not 

comfortable in a group setting, especially when 

they are dealing with a body image disruption. 

For those who find it helpful, the benefits are 

many. Seeing others on the road to recovery, help-

ing those who are struggling, developing friend-

ships, or finding where they themselves are in the 

journey can help with the healing process (Corey 

& Corey, 1997). Furthermore, these groups pro-

vide an opportunity for clients to begin socializ-

ing with others in a safe and nonthreatening 

environment.

 Evidence-Based Practice Box Evidence-Based Practice Box

Many women in all age groups harbor nega-

tive body images, especially related to 

weight and the self-perception of physical 

attractiveness (Frederick, Peplau, & Lever, 

2006). Women suffer low self-esteem and 

even depression as a result of a negative 

body image. Arbour and Ginis (2008) recog-

nized that exercise can positively influence 

body image and that walking was one of the 

most acceptable physical activities for adult 

women across the lifespan. Because of the 

multiple demands of family and home to 

women, they are particularly attracted to 

“lifestyle activity” as an exercise regimen. 

Lifestyle activities are those that can be 

incorporated into everyday life with minimal 

disruption. Arbour and Ginis (2008) con-

ducted a randomized clinical trial to examine 

whether walking as a lifestyle activity, mea-

sured in the number of steps recorded on a 

pedometer during an 11-week period, would 

mediate change in the body image of previ-

ously sedentary women.

The women who participated and 

completed the assigned activities of the 

study were largely white and middle aged. 

In the control group (n = 25) the women 

simply self-monitored steps daily using a 

pedometer, while the experimental group 

(n = 17) monitored their steps but also 

developed an action plan. Defined as self-

regulatory strategies that entail formation 

of strong mental associations between a 

situational cue and a specific behavioral 

response, action plans assist motivated 

individuals to generate specific regimens 

to move good intentions into actual 

behavior (Gollwitzer, 1999). 

Using the Adult Body Satisfaction 

Questionnaire (ABSQ), Arbour and Ginis 

measured two subscales of the ABSQ that 

represented two aspects of body image 

that they speculated could be influenced 

by exercise. These included satisfaction 

with physical functioning and satisfaction 

with physical appearance. Measurements 

were done during the first and the 11th 

week of the intervention. The ABSQ is 

considered a reliable instrument to mea-

sure body image with an alpha of 0.85 in 

this study. Steps were measured using a 

standard pedometer.

Post-testing verified that the interven-

tion (action planning) predicted the 



and pain, and importantly, obtaining information 

about their disease and its treatment. 

In another survey of 367 women with 

advanced breast cancer, almost as many clients 

got their information from the Internet (39%) as 

from their doctors (42%) (Y-ME National Breast 

Cancer Organization, 2007). These data indicate 

that healthcare professionals must find more 

meaningful ways to convey needed information to 

this group of patients. Because of the findings on 

support groups and because of the needs of clients 

with breast cancer, support groups have found a 

place in therapeutic regimens. Almost all oncol-

ogy centers can direct patients to such groups, as 

patients increasingly find them a useful adjunct 

and information site as they manage work, family, 

sexuality, and uncertain cancer prognoses.

Nurses and other healthcare professionals 

can locate a variety of support groups, or even 

begin one themselves as a therapeutic inter-

vention. The Internet is an excellent tool for 

locating support groups and the resources 

needed to begin or maintain support groups; 

there are also many Web-based support 

groups. One site alone included almost 500 

different support groups listed alphabetically, 

all relating to various illnesses or states of life 

(e.g., divorce, parenting). Nurses, by virtue of 

their place in the healthcare delivery system, 

are poised to address both physical and psy-

chosocial needs of patients, and are able to 

deliver information in helpful ways: Support 

groups are one intervention that nurses can 

develop to help patients meet their needs for 

information and emotional support.

Education and Anticipatory 
Guidance

This intervention is effective only when the client 

has indicated a readiness to learn. Knowledge of 

Spiegel and colleagues’ (2008) research indi-

cate that breast cancer patients who participated 

in a support group lived, on average, 18 months 

longer than those who did not belong to a support 

group. Subsequent research could not duplicate 

those findings, but women who have joined sup-

port groups have shown other benefits, primarily 

experiencing less depression, distress, anxiety, 

mediator (the number of steps), which in 

turn was associated with higher scores on 

the satisfaction with physical functioning 

subscale of the ABSQ. Analysis indicated 

that 41% of the effect of the intervention on 

the satisfaction with physical functioning 

was mediated by the number of steps taken. 

However, results did not support a similar 

relationship among the variables related to 

satisfaction with physical appearance.

The authors note the benefits of this 

relatively simple yet effective activity-

enhancing intervention. Thus exercise not 

only positively influences physical health 

in women but may support aspects of a 

more positive body image.

Sources: Arbour, K., & Ginis K. (2008). 

Improving body image one step at a 

time: Greater pedometer step counts pro-

duce greater body image improvements. 

Body Image, 5, 331–336.

Frederick, D., Peplau, L.,& Lever, J. 

(2006). The swimsuit issue: Correlates 

of body image in a sample of 52,677 

heterosexual adults. Body Image, 4, 

413–419.

Gollwitzer, P. (1999). Implementation 

Intentions: Strong effects of simple 

plans. American Psychologist, 54, 

 493–503.

Interventions 153



154 CHAPTER 6 / Body Image

“limbs” (e.g., hand, foot, leg, arm), or breast, 

penile, or testicular implants. In amputations, 

the age of the client presents unusual concerns. 

The prosthetic hand, foot, or knee of a child, for 

example, may require, for the child’s adequate 

social development, that the prosthetic stand up 

to repeated use in play—for example, in swim-

ming, it must withstand the effects of water, 

sand, chlorine, and/or salt. Adults may wish to 

maintain a physically normal appearance and 

avoid the functional “hook” hand prosthesis. In 

older adults whose gait problems may be exacer-

bated by joint problems, the “fit” of a prosthesis, 

as in a hip replacement, is a special concern. The 

rehabilitation required after hip replacement is 

particularly necessary, and its success has much 

to do with subsequent body image improvement 

related to increased mobility.

Spinal cord injury has sparked research 

that focuses on current knowledge of spinal 

cord treatment, electrical stimulation, mecha-

nisms of secondary damage, and possibilities 

for regeneration of nerves. Bioengineering, 

electric-powered prostheses, invasive and nonin-

vasive sensors to control prostheses, and use of 

brain waves or pupillary contraction to power 

computers for communication are currently 

being used or being tested. Their success is a 

huge event for the affected person, and this spe-

cialized area of knowledge typically requires 

focus and specialization by healthcare profes-

sionals.

The use of prostheses and the unique tech-

nologies to power these prostheses will continue 

to expand in the future. It is important to under-

stand that the f ield of prosthetics requires 

knowledge about the illness as well as the care 

with which clients implement and maintain their 

disease processes, information about symptoms, 

and methods of treatment are important educa-

tional topics for the client. In providing education, 

it is important to consider the preferred learning 

style (e.g., visual, auditory, and/or practice) of the 

client (Cohen, Kahn, & Steeves, 1998). The bene-

fits of client education and anticipatory guidance 

should be stressed to stimulate and support the 

client’s readiness to learn (see Chapter 15).

Self-Care

Encouraging clients to participate in the activities 

of daily living that are meaningful to them helps 

restore feelings of normalcy. Whether engaging in 

personal grooming activities, such as applying 

cosmetics, jewelry, or hair accessories, caring for 

one’s self can be an effective intervention. Self-

care will help the client incorporate the change in 

body image into the normal functioning of daily 

living. This intervention may also help the client 

become less sensitive to physical appearances and 

learn to manage everyday activities (Norris, 

Connell, & Spelic, 1998). Regular exercise can be 

helpful to improve body image as well as support 

physical health and function (Wetterhahn, 

Hanson, & Levy, 2002; see Chapter 14).

Prostheses

The oldest prosthesis known of is a large wooden 

toe that was found attached by leather thongs to 

the foot of an ancient Egyptian female mummy. 

This well carved prosthesis, unhidden by a san-

dal, aided the woman in walking and maintain-

ing balance (“A Ticklish Matter,” 2007). 

Prostheses  vary in sophistication and availabil-

ity. Most healthcare professionals are familiar 

with prosthetic eyes, hearing aids, various 



of the affected body part; their willingness to 

touch the affected body part; their satisfaction 

with body appearance or body function; and 

their willingness to use strategies to adjust to 

their new status and changes in bodily appear-

ance or function. These adjustments would 

occur with bodily changes that were the result 

of injury, surgery, or life trajectories (e.g. ado-

lescence, aging) (Moorhead et al., 2008). The 

ultimate therapeutic goal for patients is success-

ful adaptation to their own body appearance and 

function, and we would argue that the definition 

of success should be defined by the patients 

themselves and supported by the healthcare 

professional.

prosthetics and the impact of prosthetics on 

body image.

OUTCOMES  

Body image, the physical aspect of self-concept, 

is closely linked with the concept of self-esteem 

in the Nursing Outcomes Classification (NOC) 

(Moorhead, Johnson, Maas, & Swanson, 2008). 

Disturbances of self-concept along with personal 

identity disturbance, chronic low self-esteem, and 

situational low self-esteem are considered part of 

what Carpenito-Moyet (2008) globally calls dis-

turbed self-concept. Alterations in self-concept 

can occur because of an immediate problem, such 

as sudden disfiguration from surgery or burns, or 

can be related to long-term changes resulting 

from disease processes, therapies, dietary and 

medication management, or from lifestyle 

changes or an uncertain future.

Defining characteristics of alterations in self-

concept can be multiple: denial, withdrawal of the 

individual, refusal to be part of the care required, 

refusal to look at the body part involved or let 

immediate family look at it, refusal to discuss 

rehabilitation efforts, signs and symptoms of 

grieving, self-destructive behavior such as alcohol 

or drug abuse, and hostility toward healthy indi-

viduals. One’s sense of femininity or masculinity 

may also be threatened, which can lead to diffi-

culty in sexual functioning, and, combined, these 

changes can lead to social anxiety, self-conscious-

ness, and depression (Carpenito-Moyet, 2008; 

White, 2002).

The NOC diagnosis of Disturbed Body 

Image includes an assessment of the patients’ 

sense of congruence between body reality, body 

ideal, and body presentation; their description 

What are the general themes of body 

image discourse? How did this chapter 

help you in furthering the discussion or 

in understanding everyday concerns 

about body image?

What elements would you include in an 

educational intervention for a patient 

group with body image issues? Justify 

your choices.

Name three concepts related to body 

image and explain their relationship.

Describe how you would assess a client 

with a changed body image.

Discuss how age, gender, and culture can 

affect body image.

How often in your own friendships do 

issues of body image come up in con-

versation?

STUDY QUESTIONS
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banquet at which Damocles was seated beneath 

a sharp sword suspended by a single hair 

(Encyclopedia Britannica, 2011). Damocles’ 

sword symbolizes the precarious nature of 

everyday life for persons with chronic illness. 

On any given day, an individual with chronic ill-

ness may need to forego cherished or longed for 

activities, experience loss of freedom due to 

limitations and special needs, or be unable to 

purchase prescribed treatments and pharmaceu-

ticals. Everyday life changes dramatically and is 

filled with unknowns. Uncertainty in chronic 

illness has been described as a cognitive stressor 

marked by a loss of control and a perception of 

doubt. Uncertainty impedes coping and adjust-

ment to chronic illness, increases psychological 

and emotional distress, and diminishes quality 

of life. 

The Nature of Uncertainty

Uncertainty arises when “details of situations 

are ambiguous, complex, unpredictable, or 

INTRODUCTION  

Uncertainty in chronic illness is pervasive. 

Chronic illness is marked by unpredictable 

changes in physical, cognitive, social, and life-

style functions. Chronic illness restricts the 

terrain of the sufferer to local and familiar ter-

ritory where one is least likely to be exposed 

to the gaze and questions of others (Goffman, 

1963). With chronic illness, the timing, dura-

tion, and severity of symptoms are erratic. 

Misgivings about what one may be able to 

achieve in the present or in the future persist. 

Doubt about the success of treatment to slow 

disease progression and modify the disease 

course erodes self-confidence and generates 

stress and anxiety.

Chronic illness brings a prolonged state of 

impending adversity. The legend of Damocles’ 

sword illuminates the insidious nature of uncer-

tainty and chronic illness. In this tale, Damocles 

spoke of his sovereign’s wealth and happiness, 

and as a result, Dionysius invited him to a great 

Uncertainty
The words of the radiologist, “it’s breast cancer,” rang through my head over and over again as I sat 

in silence, alone, trying to make sense of this dreadful news. I couldn’t believe my body had forsaken 

me. I felt betrayed. Why me? Would I survive? Could this be true? What if . . . ?Uncertainty built in-

side me, like a violent thunderstorm on a hot summer day. Uncertainty drenched me to my very core. 

That dark cloud of uncertainty follows me, even on the sunniest of days.

—Rita, 59-year-old female with breast cancer

Faye I. Hummel

CHAPTER 7



162 CHAPTER 7 / Uncertainty

for the future (Penrod, 2001). Embedded within 

the illness experience are ambiguity, inconsis-

tency, vagueness, unpredictability, unfamiliarity, 

and the unknown, all creating uncertainty 

(Mishel, 1984). Persons with chronic illness 

experience situations and symptoms for which 

they have no experience or knowledge, thus 

triggering uncertainty. Uncertainty is a psycho-

logical state in which individuals initially per-

ceive it and respond relative to how they believe 

it will impact them. As such, uncertainty is a 

neutral experience, neither good nor bad 

(Brashers, 2001; Mishel, 1988). The assessment 

of uncertainty as beneficial or harmful deter-

mines one’s affective response to uncertainty 

(Mishel, 1988). 

Uncertainty is the inability of an individual 

to understand the meaning of illness-related 

events such as disease process or treatment 

(Mishel, 1988) and one’s perception of ambigu-

ity, complexity, inconsistency, and unpredict-

ability associated with illness and illness-related 

events (Mishel, 1984, 1990). Vague prognosis, 

lack of illness-related information, and unpre-

dictability of symptoms and complications lead 

to uncertainty (Mishel, 1984, 1988).

When certainty exists, the future is taken 

for granted. When uncertainty exists, the future 

becomes the focus, with attempts to capture a 

clear vision of what was never clear to begin 

with (McCormick, 2002). Persons with chronic 

conditions do not know how their chronic ill-

ness will impact the future. They may feel good 

one day and incapacitated the next. They receive 

inconsistent information from healthcare pro-

viders and information sources about disease 

management and necessary lifestyle changes. 

Uncertainty clouds one’s ability to determine if 

probabilistic; when information is unavailable 

or inconsistent; and when people feel insecure 

in their own state of knowledge or the state of 

knowledge in general” (Brashers, 2001, p. 478). 

Uncertainty is derived from one’s self-percep-

tion of cognition. Thus, a person who believes 

him/herself to be uncertain is uncertain. Further, 

uncertainty may be experienced in relation to 

probability of an event. When the likelihood of 

an event is 0% or 100%, uncertainty is lowest. If 

there are multiple alternatives with equal proba-

bility, then uncertainty is highest (Brashers, 

2001). Attributes of probability, perception, and 

temporality are present in every situation of 

uncertainty (McCormick, 2002).

Uncertainty is a hallmark of acute and 

chronic illness. Uncertainty is experienced by 

those with chronic illness who may fear rejec-

tion and social isolation; some may be con-

cerned with diagnosis and treatment, while 

others may worry about recurrence of their ill-

ness even with improved physical health. An 

understanding of the nature of uncertainty 

enhances one’s ability to describe and explain 

influences on behavior and develop interven-

tions to improve people’s lives (Brashers, 

2001).

Uncertainty in Chronic 
Illness Is Certain

The dynamic nature of chronic illness makes 

uncertainty a part of life (Mishel, 1999). In acute 

illness, individuals act to decrease uncertainty, 

whereas individuals with chronic conditions 

seek to manage uncertainty. Even though uncer-

tainty is experienced in the present, uncertainty 

is based on past experiences and assumptions 



and prognosis (Mishel, 1981, 1984, 1988). A 

longitudinal study examined uncertainty and 

anxiety in 127 women with suspected breast 

cancer during the diagnostic period. Results 

demonstrated that uncertainty and anxiety were 

significantly higher before the diagnosis than 

after the diagnosis. Uncertainty and anxiety 

were significantly lower for women diagnosed 

with benign disease than for those women with 

malignant diagnosis (Liao, Chen, Chen, & 

Chen, 2008).  

Uncertainty was measured in three groups 

of adolescents and young adults with cancer at 

specific times in their cancer experience: newly 

diagnosed, diagnosed 1 to 4 years, and diag-

nosed 5 or more years. Overall level of uncer-

tainty remained unchanged among the three 

groups, although differences did exist in the 

specific concerns related to uncertainty (Decker, 

Haase, & Bell, 2007). Women who had under-

gone surgery for ovarian malignancies reported 

that anxiety and depression played an important 

role in uncertainty throughout their illness 

(Schulman-Green, Ercolano, Dowd, Schwartz, 

& McCorkle, 2008). 

Martin and colleagues (2010) identified 

sources of uncertainty across the transplantation 

trajectory. Thirty-eight participants who were 

waiting for or who had received an organ trans-

plant were interviewed. During all phases of the 

transplant experience, participants reported medi-

cal, personal, and social forms of uncertainty.  

Denny (2009), in a qualitative study of 31 women 

with endometriosis, found uncertainty exists 

around diagnosis, disease course, and the future. 

In a longitudinal, descriptive study of persons 

with an implantable cardioverter defibrillator, 

twenty-one male participants—who were educated, 

aches and pains are associated with the disease 

process or are benign.

Building on Mishel’s (1981, 1988, 1990) 

theoretical work on uncertainty in acute and 

chronic illnesses, scholars have identified similar 

experiences of uncertainty in many chronic ill-

nesses. Uncertainty is a universal phenomenon 

among chronic illnesses including cancer 

(Clayton, Mishel, & Belyea, 2006; Sammarco & 

Konecny, 2010); peritoneal dialysis (Madarv & 

Bar-Tal, 2009); Parkinson’s disease (Sanders-

Dewey, Mullins, & Chaney, 2001); multiple scle-

rosis (McNulty, Livneh, & Wilson, 2004); chronic 

pain (Johnson, Zautra, & Davis, 2006); organ 

transplantation (Lasker, Sogolow, Olenik, Sass, 

&Weinrieb, 2010; Martin, Stone, Scott, & 

Brashers, 2010); and HIV/AIDS (Brashers et al., 

2003).  Uncertainty influences the way in which 

individuals respond to a diagnosis, deal with ill-

ness symptoms, manage treatment regimens, and 

maintain social relationships. 

Illness uncertainty influences coping with 

and adapting to f ibromyalgia. Johnson and 

colleagues (2006) examined the role of uncer-

tainty in coping with pain in 51 women with 

f ibromyalgia. They found women who were 

experiencing greater pain levels and high ill-

ness uncertainty had more diff iculty coping 

with their disease. Women with endometriosis 

reported uncertainty and emotional distress as 

a result of the complexity and impact of endo-

metriosis on their lives (Lemaire, 2004). In 

persons undergoing home peritoneal dialysis, 

uncertainty was positively associated with 

self-rated illness severity (Madar & Bar-Tal, 

2009).

Uncertainty is present across the illness tra-

jectory, during events of diagnosis, treatment, 
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cancer, I was relieved but . . . I simply can’t 
subdue the nagging doubt and fear that can-
cer will return at any time. Uncertainty, a 
constant reminder there simply is no guar-
antee with cancer.

—Rita

Older adults report less intolerance of 

uncertainty compared to their younger counter-

parts (Basevitz, Pushkar, Chaikelson, Conway, 

& Dalton, 2008). Uncertainty appears to 

decrease with age. Older people in Taiwan 

report less illness uncertainty than when they 

were younger (Lien, Lin, Kuo, & Chen, 2009). 

Younger Taiwanese women with breast cancer 

reported higher uncertainty due to concerns 

with changes in their physical condition, 

careers, and family roles (Liao et al., 2008). 

Other uncertainty differences were noted 

in the literature. Sammarco and Konecny 

(2010) reported higher levels of uncertainty in 

Latina breast cancer survivors compared to 

Caucasian breast cancer survivors. Level of 

education affects uncertainty and stress; for 

example in one study (Madar & Bar-Tal, 2009), 

educated patients were better able to manage 

levels/feelings of uncertainty. The ability of 

patients to process information influences 

uncertainty.

Current research supports a positive associa-

tion between symptom severity and uncertainty in 

chronic illness. Mullins and colleagues (2001) 

found a relationship between illness intrusiveness 

and uncertainty among persons with multiple scle-

rosis. Kang (2006) reported similar findings with 

adults diagnosed with atrial fibrillation. Those 

with greater symptom severity perceived more 

uncertainty. Wolfe-Christensen, Isenberg, Mullins, 

Carpentier, and Almstrom (2008) found a similar 

married, and white—demonstrated that uncer-

tainty did not change significantly over time 

(Mauro, 2010).

Uncertainty is pervasive and can persist 

for long periods of time even after life-saving 

procedures and treatments are complete 

(Martin et al., 2010; Mauro, 2010). Persson and 

Hellstrom (2002) reported uncertainty as a theme 

that emerged from interviews with nine patients 

after ostomy surgery. Similarly, uncertainty of 

cancer recurrence was highlighted by persons 

with colorectal cancer (Simpson & Whyte, 

2006). For breast cancer survivors, survivor 

uncertainty persists long after treatment comple-

tion due to fear of recurrence (Dirksen & 

Erickson, 2002) and erodes quality of life 

(Sammarco & Konecny, 2008). Gil and col-

leagues (2004) examined the sources of uncer-

tainty in 244 older African American and 

Caucasian long-term breast cancer survivors. 

They found the most important triggers for 

uncertainty were hearing about someone else’s 

cancer and their own new aches and pains. 

Among breast cancer patients, uncertainty affects 

the illness experience, adaptation, quality of life, 

and sense of hope (Sammarco, 2001).

From the moment of my diagnosis of breast 
cancer to this very day two years later, un-
certainty has been constant and consistent. 
First it was doubt about surgery and treat-
ment. Were my healthcare providers compe-
tent? Did I have enough information to 
make the right decisions? Would I be able to 
handle all that was ahead of me? Even dur-
ing the first year of being “cancer free,” I 
always felt as though the other shoe was go-
ing to drop. And sure enough, results from a 
follow-up mammogram fueled my cancer 
fears. The biopsy showed no further breast 



Uncertainty among family and friends of 

someone with a chronic illness is managed by 

seeking information from a variety of sources 

including the Internet, professional and main-

stream publications, healthcare providers, 

support groups, and other members in their 

social network (Donovan-Kicken & Bute, 

2008). 

Sources of Uncertainty

Uncertainty permeates all aspects of one’s life 

including diagnosis, treatment, and prognosis. 

Medical uncertainty has been associated with 

insuff icient information about diagnosis, 

ambiguous symptoms and disease trajectory, 

and complex treatments and interventions 

(Mishel, 1988, 1990). In research conducted 

with persons with HIV disease, Brashers and 

colleagues (2003) extended Mishel’s (1990) 

model of uncertainty in illness to include not 

only medical uncertainty but also personal and 

social sources of uncertainty. Sources of medi-

cal uncertainty identified by persons with HIV 

disease were ambiguity with their HIV diagno-

sis and associated diagnostic tests as well as 

unpredictability and multiplicity of opportunis-

tic infections. Personal sources of uncertainty 

were related to the invisibility of their chronic 

illness, social roles, and precarious financial 

situations due to the expense of necessary med-

ications (Brashers et al., 2003). Families coping 

with Alzheimer’s disease reported similar 

sources of uncertainty. Interviews with partici-

pants in Sammarco and Konecny’s (2010) 

examination of the experiences of adult chil-

dren of a parent with Alzheimer’s disease 

revealed medical, personal, and social sources 

of uncertainty. 

relationship among college students with asthma. 

Mullins, Chaney, Balderson, and Hommel (2000) 

found with increased illness severity, uncertainty 

had a significant effect on depression in young 

adults with long-standing asthma.

Uncertainty and Social Networks

Illness uncertainty affects the individual with 

chronic illness as well as those within his/her 

social network, including caregivers, family 

members, and friends. Members of a social net-

work of someone with a chronic illness face 

their own feelings and fears of uncertainty and 

unpredictability (Mitchell, Courtney, & Coyer, 

2003; Northouse et al., 2002; Donovan-Kicken 

& Bute, 2008) and may experience discomfort 

and anxiety about how to act and what to say to 

the person with chronic illness. Adults with a 

parent with probable Alzheimer’s disease 

reported uncertainty about the medical aspects 

of Alzheimer’s disease, including etiology, 

symptoms, treatment, and prognosis. They 

reported uncertainty about their own predisposi-

tion for Alzheimer’s disease as well as conflict-

ing caregiver roles and their f inancial res-

ponsibilities. Social sources of uncertainty 

experienced by these families included unpre-

dictability of social reactions and social interac-

tions, including family dynamics (Stone & 

Jones, 2009). 

In a qualitative study investigating the expe-

riences of informal caregivers, including spouses 

and adult children of stroke survivors, Greenwood, 

Mackenzie, Wilson, and Cloud (2009) reported 

uncertainty as a central theme. Reich, Olmsted, 

and van Puymbroeck (2006) reported uncertainty 

significantly impacted the partner relationships of 

patients with fibromyalgia. 
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persons with cancer and other chronic condi-

tions. Mishel (1981) posited uncertainty as one’s 

inability to form a cognitive schema, which is 

created when stimuli are recognized and classi-

fied, a process that gives meaning to an event. 

Based on Lazarus and Folkman’s (1984) stress 

THEORETICAL UNDERPINNINGS OF 
UNCERTAINTY  

Early work on uncertainty distinguished clinical 

from functional uncertainty (Davis, 1960). 

McIntosh (1974, 1976) examined uncertainty in 

CASE STUDY

Jim, age 70, lives with his wife, Nancy, age 68. Both Jim and Nancy are retired. They have 

been married for 25 years and have no children. Both are in excellent physical health. They 

have many friends and have been active in social and community organizations and events. 

They enjoy sports and travel frequently. Two years ago, with little notice, Jim began having 

difficulty remembering minor things, such as where he put his keys, or what he had for 

breakfast. He thought these changes were probably just a sign of “old age.” But with time, 

Jim experienced even more difficulty with his memory and after a number of tests and 

physician visits, he was diagnosed with Alzheimer’s disease. This devastating news was 

confusing and overwhelming. Jim and Nancy were consumed with questions, and worries 

and stress. Jim began pharmacological treatment for his Alzheimer’s disease. When one 

drug failed to slow his symptoms, he tried another. As Jim’s cognitive abilities continued to 

slowly erode, he experienced more frustration, anxiety, and depression with associated 

fatigue and loss of appetite. Nancy has been very attentive to Jim’s needs and provides psy-

chological and behavioral support. She has cut back on her social activities to minimize the 

time Jim is home alone. They now see their friends less frequently and often decline invita-

tions for social gatherings. Nancy and Jim are reluctant to travel despite a long planned trip 

to Mexico.

Discussion QuestionsDiscussion Questions

1.  Discuss how uncertainty is manifested in Alzheimer’s disease for Jim. Discuss for Nancy. 

2.  Explore the issue of uncertainty for a chronic illness using the four constructs of uncer-

tainty (ambiguity, complexity, inconsistency, and unpredictability).

3.  How is uncertainty different and similar for the person with chronic illness compared to 

the caregiver? Compared to others in the social network?

4.  Design an action plan to assist persons with chronic illnesses and their families to manage 

uncertainty and promote quality of life.



to process information, and the physiologic fac-

tors that may impair cognitive ability diminish 

the ability to recognize the symptom pattern, 

event familiarity, and event congruence. The 

second variable, structural providers, are the 

resources used to interpret the stimuli frame. 

Structure providers reduce uncertainty by assist-

ing in the interpretation of an illness event or by 

helping identify symptom patterns, event famil-

iarity, and event congruence. Structure provid-

ers include credible authority, social support, 

and education (Mishel, 1988). Credible author-

ity is the degree to which a person has trust and 

confidence in his/her healthcare provider. Social 

support is the ability of the person to express 

his/her thoughts and feelings with those (e.g., 

family, social network) who are also experienc-

ing the disease. Together these variables support 

development of a cognitive schema for interpre-

tation of illness events, and thus reduce uncer-

tainty (Mishel, 1988).

Persons with chronic illness cannot assign 

a definite value to objects or events or predict 

outcomes with accuracy (Bailey et al., 2009). If 

one does not have sufficient cues to structure or 

categorize an illness event, uncertainty arises. 

Inconsistent symptom patterns, lack of familiar-

ity with healthcare providers and procedures, 

and unanticipated illness experiences contribute 

to one’s uncertainty. Further, one’s stimulus 

frame is influenced by his or her cognitive 

capacity and structure providers such as educa-

tion, social support, and credible authority 

which assist the individual in interpreting the 

stimulus frame. One’s cognitive capacity may be 

impaired by illness-related factors such as pain 

or medication, creating difficulty in construct-

ing meaning from the stimuli cues. On the other 

and coping framework, Mishel (1988) developed 

a middle range theory of uncertainty to explain 

how people with illness cognitively process ill-

ness-related stimuli to construct meaning for ill-

ness events. This theory purports that uncertainty 

occurs when there is difficulty constructing a 

cognitive schema—a person’s subjective inter-

pretation—of illness events. Mishel subse-

quently extended her theory to uncertainty in 

chronic illness. Mishel (1990) recognized those 

with acute illness experienced time-limited 

uncertainty whereas those with chronic condi-

tions experienced uncertainty throughout their 

lives. Mishel’s theory progressed from predict-

ing, controlling, and eliminating uncertainty to 

include managing and accepting uncertainty as a 

way of life in chronic illness.

Mishel (1988) identified the primary ante-

cedent of uncertainty as stimuli frame. Stimuli 

frame has three components: symptom pattern, 

event familiarity, and event congruence. 

Symptom pattern is the consistency of symp-

toms to form a pattern. Event familiarity is the 

degree to which a situation is habitual, repeti-

tive, or contains recognizable cues and is deter-

mined by time and experience in a healthcare 

environment (Mishel, 1988, p. 225). Event con-

gruence is the consistency between the expected 

and actual experience with an illness-related 

event. Events are reliable and stable, subse-

quently facilitating interpretation and under-

standing. These three components of the stimuli 

frame reduce uncertainty (Mishel, 1988). 

The stimuli frame is influenced by two vari-

ables: cognitive capacity and structure providers. 

Cognitive capacity is the ability of the person to 

process information. Limited cognitive capacity 

due to information overload, ability of a person 
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recurrence. Wallace (2005) conducted research 

to examine the antecedents associated with 

uncertainty in 19 men with prostate cancer who 

were undergoing watchful-waiting manage-

ment. Study results revealed significant rela-

tionships between level of education, length of 

illness, and uncertainty, lending support to 

Mishel’s (1988) Uncertainty in Illness Model 

and enhancing understanding of factors that 

influence uncertainty.

Ambiguity and subsequent uncertainty can 

generate stress and inhibit effective coping 

(Lazarus & Folkman, 1984). Uncertainty is one 

of the greatest challenges in successfully adapt-

ing to chronic illness. Individuals with a variety 

of chronic illnesses experiencing increased lev-

els of uncertainty experience diminished levels 

of adjustment  (McNulty et al., 2004). In a sam-

ple of 50 individuals with multiple sclerosis 

(MS), researchers examined the contributions of 

illness uncertainty and spiritual well-being to 

psychosocial adaptation. Spiritual well-being 

influenced adaptation to MS and mitigated the 

impact of uncertainty on adaptation (McNulty 

et al., 2004). 

Bailey and colleagues (2009) examined the 

constructs of ambiguity, complexity, inconsis-

tency, and unpredictability in 126 persons 

undergoing a watchful-waiting protocol for 

individuals with chronic hepatitis C. Ambiguity 

was identified as a primary construct of illness 

uncertainty having the strongest relationships 

with depressive symptoms, quality of life, and 

fatigue. Persons with chronic hepatitis C 

responded to ambiguity by limiting their invest-

ment of energy in future activities, acting on 

information they perceived important, and favor-

ing nonthreatening explanations of symptoms. 

These results give healthcare providers parame-

ters for assisting persons with chronic illness 

self-management interventions.

hand, receiving assurance from a trusted and 

competent healthcare provider about some 

aspect of his or her chronic condition can dimin-

ish uncertainty.

Illness uncertainty has four forms: 1) ambigu-

ity about the illness; 2) complexity of the treatment 

and healthcare system; 3) inadequate information 

about the disease and its seriousness; and 4) unpre-

dictability about the disease and its trajectory 

(Mishel, 1988). Uncertainty may lead to psycho-

logical distress if coping responses are insufficient 

to resolve or manage uncertainty.

Uncertainty is neutral until it is assessed to 

be a danger or an opportunity. Illness events 

perceived as a danger imply harm. Uncertainty 

is perceived as a threat to well-being based on 

previous personal experiences. With perceived 

harm, coping strategies are implemented to 

reduce uncertainty. Uncertain events evaluated 

as opportunity imply a positive outcome. 

Appraisal of uncertainty as an opportunity is 

explained as construction of a positive meaning 

for an event based on one’s personal beliefs or 

purposeful misrepresentation (Mishel, 1990). In 

the case of uncertainty as an opportunity, strate-

gies to maintain uncertainty are initiated. If cop-

ing strategies are effective, adaptation will occur 

(Mishel, 1988).

Mishel and Braden (1988) tested the theo-

retical variables of uncertainty with 61 women 

with gynecological cancer. Their research found 

that these women had low levels of uncertainty. 

Further, they found significant relationships 

between uncertainty and theory variables, 

symptom patterns, event familiarity, credible 

authority, social support, and education. Mast 

(1998) explored the antecedents of uncertainty 

in research with 109 survivors of breast cancer. 

As a result, antecedent variables proposed by 

Mishel (1988) were modified to include symp-

tom distress, concurrent illness, and fear of 



Uncertainty as Harm

The chronic illness experience can trigger per-

ceptions of harm that increase illness uncer-

tainty. Factors that promote uncertainty are 

discussed in this section.

Stress and Uncertainty

Uncertainty is a signif icant psychological 

stressor, particularly in a cultural context that 

values predictability and control (Mishel, 1990). 

It is also associated with decreased quality of life 

(Mishel, 1983, 1999) and diminished coping 

with illness symptoms (Johnson et al., 2006). 

Other psychological dimensions of chronic ill-

ness are fear and anxiety, coping, and worry. 

Chronic psychological stress of living with a 

chronic illness is associated with anticipation of 

an unwanted decline. The inability to make a 

prediction about one’s disease course is stressful. 

For example, uncertainty is significantly associ-

ated with decreased perceived control and 

increased psychological distress in adolescents 

with type 1 diabetes (Hoff, Mullins, Chaney, 

Hartman, & Domek, 2002). This can result in 

psychological distress if coping responses are 

not sufficient to resolve the uncertainty.

A high degree of uncertainty is related to 

increased emotional distress, anxiety, and 

depression (McCormick, 2002). Persons with 

MS who reported greater uncertainty about their 

chronic illness were less hopeful and had more 

negative moods (Wineman, Schwetz, Zeller, & 

Cyphert, 2003). In 44 dyads composed of indi-

viduals with Parkinson’s disease and their care-

givers, uncertainty in illness did not predict 

distress for persons with the disease; however, 

uncertainty emerged as a significant predictor 

of distress for their caregivers. Caregivers 

reported stress as they faced an uncertain future 

regarding their caregiver responsibilities and 

Uncertainty as Opportunity

Mishel (1988) proposed reconceptualization of 

uncertainty from a deficit to a source of per-

sonal growth. Uncertainty outcomes are not 

always negative. Uncertainty can be a useful 

coping mechanism for persons with chronic ill-

ness. Sometimes not knowing is better than 

knowing (Greenwood et al., 2009).

March was our “ignorance is bliss” month. 
Radiation and chemotherapy were over in 
February, and although the effects of the 
treatment had been brutal, we felt that better 
days surely were coming. R’s next PET scan 
wasn’t scheduled until mid-April, giving us 
6 weeks of respite from treatment, albeit un-
certainty as well as respite. However, it 
served as a healing time for us mentally. The 
future might be bright or bleak, as we were 
uncertain what the PET scan would show, 
but somehow, not knowing was OK. We 
were able to move cancer to the side for 
awhile.

—Jenny, wife of a 63-year-old man with 
Stage III esophageal cancer

Uncertainty can provide the opportunity 

for persons with chronic illness to reevaluate 

their lives and establish priorities. The literature 

reflects evidence of positive reappraisal includ-

ing increased tolerance and appreciation for 

others, greater self-acceptance, increased opti-

mism and joy in life (McCormick, 2002), get-

ting a second chance in life, and enjoying the 

simple pleasures and small things in life. In the 

case of a potentially negative outcome, uncer-

tainty can be more desirable than certainty. 

Maintaining a level of uncertainty can help an 

individual with a chronic illness to preserve 

hope (Brashers, Goldsmith, & Hsieh, 2002; 

Mishel, 1988).
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must wait for treatment decisions, test results, 

appointments, and so forth. Waiting produces 

anxiety, depression, panic, and uncertainty 

(Bailey, Wallace, & Mishel, 2007; Mishel, 1999; 

Wallace, 2003). Waiting is “a grueling experi-

ence of unsure stillness” (Bournes & Mitchell, 

2002, p. 62). For women suspected of having 

breast cancer, waiting is limbo (Montgomery, 

2010). In a qualitative research study with 

21 women and 5 men who had been affected by 

cancer, waiting emerged as a theme. Waiting 

was described by many of the informants “as 

the worst part of the cancer experience: waiting 

for diagnosis, waiting for treatment, waiting for 

remission, and waiting for relapse” (Mulcahy, 

Parry, & Glover, 2010, p. 1065–1066). Waiting 

became a feature of the cancer experience, exac-

erbating the constant uncertainty at each stage 

of the cancer journey.

McCormick, McClement, and Naimark 

(2005) explored the experience of waiting for cor-

onary artery bypass surgery. Telephone interviews 

were conducted with 25 participants. The study 

authors concluded that lengthy waits resulted in 

significant psychological disturbance, including 

anxiety and uncertainty about the future. 

Watchful waiting is a protocol often used in 

chronic conditions. Watchful waiting is observa-

tion, expectant management, active monitoring, 

or deferred treatment (Wallace, Bailey, O’Rourke, 

& Galbraith, 2004). Watchful waiting provokes 

uncertainty. Without active treatment, many per-

sons with chronic conditions are left worrying 

about how their illness will unfold in the future; 

for example, the person may wonder: “Is the can-

cer growing while we wait?” As such, these per-

sons must not only manage their lives with a 

chronic illness but deal with uncertainty about 

disease progression (Bailey et al., 2009).

tasks (Sanders-Dewey et al., 2001). Addressing 

psychological issues in chronic illness is vital to 

diminishing uncertainty and increasing quality 

of life (Lasker et al., 2010). 

Anxiety

Increased illness uncertainty was associated 

with greater anxiety in a sample of 56 older 

adolescents with childhood-onset asthma 

(Hommel et al., 2003). Fifty research studies 

were examined to synthesize the state of the sci-

ence on uncertainty in relation to women under-

going diagnostic evaluation for suspected breast 

cancer. All studies reported anxiety persisting 

throughout the diagnostic period until the final 

diagnosis (Montgomery, 2010).

Loss of Control

One’s perception of self-control impacts illness 

uncertainty (Mishel, 1997). A decline in self-

efficacy and sense of mastery may contribute to 

a lack of confidence in making decisions about 

treatment and daily activities. Because of uncer-

tainty, persons with chronic conditions fre-

quently put their lives on hold. Loss of control is 

a component of uncertainty. Mishel (1988) 

hypothesized that persons with high internal 

locus of control would be more likely to per-

ceive uncertainty as an opportunity, but people 

with an external locus of control would appraise 

uncertainty as a threat or danger. If the person’s 

external locus of control is related to a strong 

belief in a higher power, then uncertainty may 

not necessarily be viewed as a threat or danger 

by the individual (McCormick, 2002). 

Waiting

Waiting is a hallmark of the healthcare system. 

Waiting creates a loss of control for those who 



Patients need healthcare providers to deliver 

the desired level and amount of information to 

the patient as well as assess the psychological 

and physical qualities that potentially contribute 

to uncertainty. The level of education of the per-

son with chronic illness affects the time needed 

for that individual to construct meaning and 

context for the events in chronic illness. Persons 

with more education, more social support, and 

more trust in healthcare providers experience 

less uncertainty (Mishel, 1988).

Lack of Information

Information may increase or decrease uncer-

tainty. Information about a particular chronic 

illness may or may not be readily available to 

clients and their social network. Information 

from various sources may lack consistency and 

may be contradictory. Additionally, individuals 

who seek information may not have the cogni-

tive abilities to comprehend, integrate, and 

apply the information. Health information can 

be challenging and diff icult to understand. 

Frequently, health information contains medical 

jargon that is not easily understood. Healthcare 

providers may provide unsolicited and unwanted 

advice to individuals in an attempt to manage 

the uncertainty.

Compounding these issues with the avail-

ability of information, outcomes in chronic ill-

ness are difficult to predict. There aren’t clear 

milestones in the chronic illness trajectory due 

to individual differences and responses to the 

illness and treatment. Due to this unpredictabil-

ity, it is challenging for the healthcare provider 

to provide an accurate progression of disease or 

timeline, thus adding to uncertainty.

In a correlational study with 71 patients 

undergoing peritoneal dialysis, Madar and Bar-

Tal (2009) examined factors of severity and 

duration of disease, credible authority of health-

care providers, social support and education, 

and levels of uncertainty and stress. Patients’ 

self-rated health, level of education, and their 

perception of their doctors as credible authori-

ties contributed signif icantly to explaining 

patients’ uncertainty. Uncertainty and stress 

were influenced by the patient’s level of educa-

tion. Factors associated with a patient’s ability 

to process information most influenced their 

uncertainty.

Evidence-Based Practice BoxEvidence-Based Practice Box

Illness uncertainty continues long after 

cancer diagnosis and treatment. Older 

women who have survived breast cancer 

experience ongoing illness uncertainty, 

fears about cancer recurrence, and symp-

toms from treatment side effects. Vicarious 

experiences such as hearing about cancer 

in a friend, having unfamiliar aches and 

pains, and media coverage about cancer 

can trigger feelings of uncertainty. Based 

on the theory of uncertainty in illness 

(Mishel, 1988, 1997), an uncertainty man-

agement intervention for older long-term 

breast cancer survivors was developed. The 

intervention consisted of cognitive-behav-

ioral messages delivered by audiotapes and 

a self-help manual. Four hundred eighty-

three recurrence-free women (342 white 

and 141 African American women) were 

randomly assigned to either the interven-

tion or usual care (control) group. Nurses 

guided women through the intervention 

during four weekly telephone sessions and 
(continues)
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INTERVENTIONS  

Certainty and predictability of outcomes are 

valued in Western society. When persons face 

chronic conditions with uncertain outcomes, 

they search for a cure (Mishel, 1990). The 

goal of nursing interventions is to reduce 

uncertainty in persons with chronic illness and 

promote self-confidence in their abilities, thus 

increasing certainty in their daily lives. There 

are a number of factors that have been demon-

strated to enhance self-confidence and pro-

mote certainty. Social support that enables the 

person with a chronic illness to rely on others 

including family members, friends, or health-

care professionals enhances self-confidence 

and certainty. Education and information 

given at the right time, at the right place, and 

at the right educational level are essential to 

enhancing certainty. Trust and confidence in 

one’s healthcare provider are essential in man-

aging chronic illness. 

Chronic illness is complex and often poorly 

understood as there are no cures, and treatment 

effectiveness varies. Predicting outcomes is dif-

ficult and increases uncertainty. Despite exten-

sive research and practice knowledge about the 

trajectory of chronic illness, individual charac-

teristics and diversity of symptom experiences 

produce unpredictability. Uncertainty looms 

large with limited information about the course 

of the disease and treatment options. Negative 

effects of uncertainty can be ameliorated by 

anticipating and understanding patients’ indi-

vidual needs along their illness trajectory. 

Managing uncertainty is complex and 

dynamic and requires thoughtful and vigilant 

assessment by the healthcare provider. For some, 

lack of information may stimulate uncertainty. 

Others may embrace uncertainty and not desire 

more information, because more information 

focused on one of four skills: relaxation, 

pleasant imagery, calming self-talk, and 

distraction. The nurses guided the women 

through the self-help manual that con-

tained educational material and resources. 

Results indicated that the intervention in 

uncertainty management resulted in 

improvements in cognitive reframing 

(viewing their situation in a more positive 

light), cancer knowledge, and a variety of 

coping skills. At 20 months post-interven-

tion, women continued to demonstrate 

benefits from the intervention in terms 

of decline in illness uncertainty and 

improved personal growth. Cognitive-

behavioral interventions are beneficial to 

women with chronic illness. These inter-

ventions improve knowledge and behav-

ioral skills and help foster a more positive 

appraisal of illness. This research supports 

the importance of nurses to assist persons 

with chronic illness in identifying appro-

priate sources of information and in 

developing behavioral  skills.

Sources: Gil, K. M., Mishel, M. H., 

Belyea, M., Germino, B., Porter, L. S., & 

Clayton, M. (2006). Benefits of the un-

certainty management intervention for 

African American and white older breast 

cancer survivors: 20-month outcomes. 

International Journal of Behavioral 

Medicine, 13(4), 286–294.

Gil, K. M., Mishel, M. H., Germino, B., 

Porter, L. S., Carlton-LaNey, I., & 

Belyea, M. (2005). Uncertainty manage-

ment intervention for older African 

American and Caucasian long-term 

breast cancer survivors. Journal of 

Psychosocial Oncology, 23, 3–21.



Cognitive Strategies

Uncertainty can be reduced by cognitive strate-

gies that provide and process facts, assist with 

problem solving, and address knowledge defi-

cits. Uncertainty can be diminished by provid-

ing clients and families with information and 

skills needed to alter their perception of stress. 

Meaning can be enhanced through personalized 

plans of care and appropriate educational inter-

ventions. Nurses can reduce uncertainty with 

“structural resources” that include education, 

social support, and care from healthcare provid-

ers who are credible sources of confidence and 

authority (Donovan-Kicken & Bute, 2008; Mishel, 

1988, 1999). 

Education 

Increased availability of education that adds to 

patient and family knowledge reduces uncertainty 

(Clayton et al., 2006; Donovan-Kicken & Bute, 

2008).  Information reduces uncertainty and facili-

tates understanding of the chronic disease (Mishel, 

1988). However, it is important to note individual 

differences. For some persons with chronic illness, 

their uncertainty can be reduced by seeking out 

information and taking action based on that 

might bring bad news. Some may embrace a 

watch-and-wait perspective rather than seek infor-

mation about the future. Negative effects of 

uncertainty can be ameliorated by anticipating 

and understanding a patient’s needs along their ill-

ness trajectory. 

Strategies to maximize perceptions of con-

fidence and control are essential to the manage-

ment of uncertainty. Cognitive, emotive, and 

behavioral strategies act in concert to alter a 

patient’s perception of uncertainty. First, how-

ever, an assessment of the psychological and 

physical factors that potentially contribute to 

uncertainty is essential. Persons experiencing 

chronic illness need healthcare professionals to 

provide the desired level and amount of infor-

mation to them and their social network.

Interventions to manage uncertainty across the 

chronic illness trajectory include strategies to 

1) control emotion, 2) restructure life to incor-

porate the unpredictability of symptoms and 

promote normalization of life, and 3) under-

stand the illness to better formulate an illness 

schema (Mishel, 1999). The strategies for man-

agement of illness uncertainty discussed in this 

section are based on Mishel’s (1988) Uncertainty 

Theory. See Figure 7-1.

Cognitive Strategies Emotive Strategies

Uncertainty Management

Behavioral Strategies

FIGURE 7-1 Adaptation to Uncertainty.

Interventions 173



174 CHAPTER 7 / Uncertainty

active role may be overwhelmed, misinformed 

as to the treatment options, and, in general, lack 

the capacity to participate. In a qualitative study 

with five women diagnosed with breast cancer, 

in-depth interviews revealed patients’ ambiva-

lence in making treatment decisions were efforts 

to recast identities and positions of patients and 

physicians in the cancer care organization. 

Patients seek not only information but interpre-

tation of information by their oncologists 

(Sinding et al., 2010).

Cultural values and beliefs must be consid-

ered in education. Persons from family-centered 

cultures may be reluctant to assume responsibility 

for seeking information about their chronic dis-

ease and treatment and rely on family members to 

take charge. In family-centered cultures, families 

interact with healthcare providers to seek infor-

mation and may handle information in such a 

manner as to shield the person with the chronic 

illness from negative information that may result 

in the loss of hope (Brashers et al., 2002). 

Nurses play a pivotal role by providing 

the right education in the right manner and at 

the appropriate point in the illness trajectory. 

Nurses may assist individuals in identifying 

credible sources of information that match 

the cognitive processing ability of the client. 

Healthcare providers need to be aware of local 

and national sources of information and support 

related to chronic conditions. Many chronic 

conditions have voluntary agencies with 

resources that provide information and other 

social support. Professional organizations are 

excellent resources for persons with a chronic 

condition and also for healthcare providers. 

Know Thy Illness

Knowledge of self-management programs that 

incorporate information about the chronic dis-

ease is essential for the individual and family. 

information. Others use avoidance to protect them-

selves from undesirable information. 

Education for clients and their social support 

network has long been the hallmark of quality 

health care. Regardless of the inevitability of dis-

ease progression and physical deterioration intrin-

sic to chronic illness, education is an effective tool 

to promote a sense of control and manage uncer-

tainty. Unfortunately, it is often difficult to ascer-

tain the amount of information that individuals 

want or can process. As healthcare providers, we 

often provide more information, particularly in 

the beginning of a disease process, than the per-

son with chronic illness and family can absorb. 

More is not always better. A thorough assessment 

of the needs of the individual and family, taking 

into account their educational background, past 

life experiences and cultural beliefs, form the 

basis for educational interventions. 

The healthcare provider should be aware 

that for some patients, health information does 

not decrease uncertainty. Not knowing may be 

less threatening and less stressful than poten-

tially bad news (Brashers et al., 2002; Brashers, 

Neidig, & Goldsmith, 2004). For other persons, 

having adequate information enables them to 

cope, participate in healthcare decisions, and 

deal with illness uncertainty. The premise that 

individuals with chronic illness and their fami-

lies desire information and options for their 

treatment and care is a valued feature of  Western 

healthcare practice. However, for many in 

diverse social groups, healthcare decisions are 

within the purview of others, whether they are 

family members or healthcare providers. 

Healthcare providers must assess when informa-

tional support is appropriate. The role of educa-

tion in reducing uncertainty is complex (Clayton 

et al. 2006). 

The literature on treatment decision mak-

ing suggests those who resist assuming this 



stable relationships where people can openly 

express emotions and feelings and find reassur-

ance of their humanness and worthiness. 

Supportive others assist those with chronic condi-

tions to reappraise uncertainty as opportunity or 

inconsequential and to incorporate uncertainty as 

a normal part of life. Social support directly and 

indirectly reduces uncertainty  (Mishel, 1988; 

Lien et al., 2009) and promotes coping with 

chronic illness. Social support facilitates infor-

mation seeking and avoidance and encourages 

reappraisal of uncertainty (Brashers et al., 

2004). When persons with chronic illness have 

the opportunity to discuss and reflect on their 

illness, they gain insight and clarity about their 

situation and achieve more certainty (Bar-Tel, 

Barnoy, & Zisser, 2005). Active and reflective 

listening by nurses are key strategies to promote 

opportunity for persons with chronic illness to 

reflect and gain understanding of their illness 

experience.

Healthcare providers must be aware of the 

importance of social support in not only reduc-

ing uncertainty but enhancing quality of life. In 

Latina breast cancer survivors, perceived social 

support and uncertainty played a pivotal role in 

managing and maintaining quality of life. 

Perceived social support promoted quality of 

life while uncertainty diminished quality of life 

(Sammarco & Konecny, 2008). Sammarco and 

Konecny (2010) examined the differences 

between Latina and Caucasian breast cancer 

survivors and their perceived social support, 

uncertainty, and quality of life. Caucasians 

reported signif icantly higher levels of per-

ceived social support and quality of life than 

their Latina counterparts. Healthcare providers 

must be aware of these differences and inte-

grate cultural values and demographic differ-

ences into their plans of care in addressing 

quality of life.

Identification of triggers that exacerbate illness 

symptoms and the activities that help modify 

and manage those symptoms are also important 

aspects of self-management.

Persons with chronic illness experience 

uncertainty when making decisions regarding 

treatment options and subsequent interventions. 

Nurses need to be aware of this uncertainty and 

provide support and information to help make 

informed decisions (Guadalupe, 2010). 

Symptom Management

Individuals often have diff iculty managing 

chronic illness symptoms (O’Neill & Morrow, 

2001). Nursing assessment and intervention 

must include attention to symptom manage-

ment. Individuals may need assistance in setting 

priorities for activities of daily living, strategies 

to diminish illness symptoms such as fatigue or 

pain, and fostering a plan of care that engenders 

confidence and normalcy to the highest degree 

possible. Interventions need to focus on physio-

logical and emotional response to illness.

Designing and Adapting Routines

Individuals with chronic illness are unable to 

make predictions about the impact of illness on 

their lives. To help facilitate predictability, 

healthcare providers can assist the client and 

family to focus on planning for the short term 

and for events with immediate consequences. 

Individuals can make decisions and make plans 

despite uncertainty. People can cushion the 

effects of uncertainty by developing a structure 

or routine that encourages familiar and recog-

nizable patterns of behavior.

Social Support

Social support plays an important role in uncer-

tainty and adaptation. Social support can provide 
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Control Emotion

Strategies to control emotion are used by persons 

with chronic illnesses to control uncertainty.  

Healthcare professionals must assist clients and 

their families with viewing uncertainty as an 

opportunity. Uncertainty can be used to move 

from a perspective of limited choice to that of 

multiple opportunities (Mishel, 1990).

Formulate Cognitive Schema

Mishel (1999) suggested forming illness schema 

as a management method for uncertainty. 

Nurses can work with clients with chronic ill-

ness to construct personal scenarios of their ill-

ness that include the beginning of the illness, 

the progression of the illness, and how recovery 

will occur. This provides clients with an oppor-

tunity to integrate incongruent events into an 

individualized illness framework that provides 

meaning and understanding. Promoting self-

care behaviors facilitates redefining an uncer-

tain situation into one that is manageable.

Trust and Confidence in Healthcare 
Providers

Chronic illness requires attention to issues of 

life and death and wellness and illness, as well 

as daily management of symptoms and treat-

ment. Trust and confidence in healthcare pro-

viders plays a signif icant role in reducing 

uncertainty in persons with chronic illness 

(Madar & Bar-Tal, 2009).

Becoming Engaged

Becoming engaged in support groups and other 

support resources allows persons with chronic 

illness to have a sense of control over their ill-

ness. When people are engaged in the decisions 

regarding the management of their condition and 

Advice giving is a form of social support 

that may or may not be helpful. Advice giving is 

an effective support intervention when the 

advice is appropriate, relevant, and presented in 

a positive manner. However, when giving advice 

to persons with chronic illness, healthcare pro-

viders need to assess whether the individual 

wants their advice. If the individual is not recep-

tive to advice, then other forms of support such 

as active listening or emotional support may be 

more appropriate (Thompson & O’Hair, 2008).

The nurse may need to assist the client in 

establishing a helpful social network. In addi-

tion to family members and friends, nurses and 

other healthcare providers are an important 

source of social support. Brashers and col-

leagues (2004) examined the effect of social 

support on management of uncertainty in per-

sons living with HIV or AIDS. They found 

social support helps people with HIV and AIDS 

through information gathering and avoiding; 

providing instrumental support, skill develop-

ment, acceptance, and validation; allowing vent-

ing; and encouraging shifts in perspective. 

Emotive Strategies

Emotive intervention strategies alter feelings of 

uncertainty. Management programs that enhance 

coping and improve overall well-being are effective 

in persons with chronic illness (Gil et al., 2006).

Normalization 

An emotive method to manage uncertainty in 

chronic illness is to restructure life to incorporate 

the unpredictability of chronic illness symptom 

onset, severity, and duration. Living in the present, 

one day at a time, reduces uncertainty. Activities of 

daily living are designed to incorporate realistic 

expectations and include a contingency plan.



and manage symptoms, reduce uncertainty, and 

find meaning in life as it changes. Cognitive 

reframing seeks to alter one’s cognitive schema 

and identify other ways of interpreting present 

and future situations and circumstances. Cognitive 

reframing in essence puts a new perspective on a 

situation while acknowledging the reality of the 

situation.

Bailey and colleagues (2004) evaluated the 

effectiveness of an intervention to help men cog-

nitively reframe and manage the uncertainty of 

watchful waiting. Those in the intervention group 

received weekly calls from a nurse and those in 

the control group received usual care. Intervention 

participants reported greater improvement in the 

quality of their life and their future quality of life 

compared to the control group, thus documenting 

the effectiveness of cognitive reframing in reduc-

ing uncertainty. 

Nurses can teach clients reframing strate-

gies by helping them examine their expectations 

and exploring ways to set realistic expectations 

for themselves. Nurses can assist clients with 

acknowledging their changing needs and mak-

ing modifications, substitutions, and adapta-

tions when necessary and appropriate to 

accommodate their changing needs. Cognitive 

reframing requires ongoing attention and repeti-

tion, thus nurses must provide ongoing encour-

agement and support for clients to use this 

technique successfully. Cognitive reframing 

techniques help persons with chronic illness 

rethink their perceptions of uncertainty and can 

impact mood and hopefulness.

Behavioral Strategies

Healthcare providers must be alert to expres-

sions of uncertainty. These expressions can be 

ascertained in language and in behavior such as 

are more informed about their options, they have 

a greater sense of control. However, patients may 

experience obstacles in becoming engaged in 

support services and groups because of fatigue, 

illness, or lack of confidence and resources. 

Nurses need to assess the client for the capability 

and desire to become engaged. Available and 

appropriate resources need to be identified and 

referred to the client and family. 

Mindfulness 

Mindfulness is an attribute of consciousness associ-

ated with psychological well-being. Brown and 

Ryan (2003) report a relationship between mindful-

ness and positive emotional states. Mindfulness-

based stress reduction employs techniques that help 

individuals cope with clinical and nonclinical prob-

lems (Grossman, Niemann, Schmidt, & Walach, 

2004) and mitigate the negative effects of illness 

uncertainty. An intervention study of persons with 

cancer demonstrated that increased mindfulness 

over time resulted in decreases in mood distur-

bances and stress (Brown & Ryan, 2003). 

Mindfulness techniques are accessible to everyone 

and do not require financial resources or special 

equipment. Nurses can assist their clients with 

chronic illness to identify appropriate and accept-

able mindfulness strategies to incorporate in their 

activities of daily living. These activities focus on 

outcomes such as acceptance and living in the pres-

ent, and recognition and acknowledgment of nega-

tive thoughts, feelings, or coping difficulties. 

Mindfulness exercises to reduce the negative effects 

of uncertainty include meditation, deep breathing 

exercises, and listening to music.

Cognitive Reframing

Cognitive reframing techniques are powerful tools 

that assist clients with chronic illness to deal with 
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assisting them to cope with uncertain experi-

ences by providing positive communication 

and support. Nursing assessments and inter-

ventions directed toward reducing uncertainty 

can improve quality of life and adaptation to 

living with chronic conditions (Elphee, 2008).  

Assessment of uncer tainty needs to be 

included as an element of all nursing assess-

ments of persons with chronic illness. Theory-

based nursing interventions designed to 

educate and support persons with chronic ill-

ness to integrate and manage uncertainty 

across their disease trajectory are essential. 

Unacknowledged and unaddressed uncertainty 

can erode quality of life for those with chronic 

conditions and for those in their social net-

work. 

withdrawing from self-care activities or social 

interaction.

Activities of Daily Living

A focus on daily routines and expectations 

reduces uncertainty and diminishes anxiety.

Living in the present with a “today focus” rather 

than a “tomorrow focus” helps reduce uncer-

tainty. (Greenwood et al., 2009).

Managing Unpredictability: Anticipatory 
Guidance

In anticipation of progressive disability, nurses 

may refer persons to rehabilitative therapies for 

interventions designed to enhance and prolong 

independence in their daily activities, occupa-

tion, and relationships. Members of the interdis-

ciplinary team should be used to help the client 

and family deal with f inancial or vocational 

issues that may contribute to uncertainty. 

Individuals may seek out advice from others 

who had the same condition to assist them in 

anticipating an effective way to engage in health 

promotion and maintenance activities.

OUTCOMES  

Uncertainty is chronic and persists over the trajec-

tory of disease. Accepting uncertainty is an adap-

tive mechanism (Mishel, 1990). Negative effects 

of uncertainty can be ameliorated by anticipating 

and understanding individual needs across the 

disease course. Nurses and other healthcare pro-

fessionals can work with persons with chronic ill-

ness to modify negative outcomes of the illness 

experience and promote positive perceptions of 

uncertainty. 

Nurses are valuable partners of persons 

with chronic conditions and their families in 

Describe the social and cultural factors 

related to uncertainty in chronic 

illness.

Apply Mishel’s Theory of Uncertainty to 

one of your clients with a chronic 

condition.

How does cognitive reframing assist a 

client with uncertainty?

Describe how one would assess a patient 

and family for their educational/infor-

mational needs.

The primary antecedent of Mishel’s theory 

is the stimuli frame. Describe its compo-

nents and how they influence uncer-

tainty.

Seeing uncertainty as “harm” is under-

standable, but how can uncertainty be 

seen as an opportunity?

STUDY QUESTIONS
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Nursing interventions guided by the best available 

evidence can then be individualized to the values 

and preferences of the client, thereby ensuring bet-

ter adherence to a plan that must be a lifelong com-

mitment. Client participation in clinical decision 

making about the effect that treatments may have 

on quality of life can be used to monitor therapy 

over the long term.

Quality of life evaluations can also be used to 

scrutinize the appropriateness of treatments and 

show progress toward attainment of treatment 

goals and responses to therapy. Objective knowl-

edge about desired treatment outcomes for chronic 

illness that incorporate quality of life domains 

(improved health and function, pain and symptom 

control, or prolonged life) can be considered 

against expected, negative treatment effects such 

as financial burdens, anxiety, and disrupted lives.

Quality of life assessments provide a way to 

evaluate the impact of chronic illness on clients and 

their families. The complex interrelationships of the 

associated burdens of chronic illness are appreci-

ated more fully when the client’s overall quality of 

life is known. In chronic illness research, quality of 

life is studied to identify and evaluate specific prob-

lems and needs of clients with illness or disability. 

In the larger arena of the healthcare system, quality 

of life evaluations are used to monitor the extent to 

INTRODUCTION  

This chapter focuses on quality of life for the 

more than 133 million Americans who live with 

chronic illness and their families. Emphasis is on 

nursing practice issues related to the leading 

causes of death in the United States (Centers for 

Disease Control and Prevention [CDC], 2010a). 

This approach aligns with the focus of the 

National Institute of Nursing  Research (NINR) 

2006–2010 strategic plan (NINR, 2006). NINR is 

leading the way in promoting research in the 

development of nursing interventions for clients 

and families, focusing particularly on health pro-

motion, quality of life, and end-of-life care. This 

chapter includes theoretical conceptualizations 

and clinical research findings that demonstrate the 

unique contribution of nursing in assessment, 

intervention, and outcomes evaluation of quality 

of life in chronic illness.

Nursing practice and nursing research are well 

positioned to meet the challenge of identifying, 

testing, and applying interventions that promote 

quality of life for survivors of acute illness who are 

now disabled or otherwise living with a chronic 

condition. Application of research findings to an 

individual’s quality of life enables nurses in clinical 

practice to plan and deliver evidence-based care. 

Quality of Life
Victoria Schirm

CHAPTER 8
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Men naturally desire health and happiness . . . 
The kind of health that men desire most is not 
necessarily a state in which they experience 
physical vigor and a sense of well-being, not 
even one giving them a long life. It is, instead, 
the condition best suited to reach goals that 
each individual formulates for himself. 
(p. 228)

The World Health Organization (WHO, 

1948) definition of health as “a state of complete 

physical, mental, and social well-being and not 

merely the absence of disease or infirmity” rec-

ognizes the multidimensionality of health that is 

inclusive of a personal evaluation of one’s cir-

cumstances. Nurses involved in chronic illness 

care have a stake in understanding distinctions 

and overlaps in quality of life, health-related 

quality of life, and self-perceived health.

CONCEPTUALIZING AND 
MEASURING QUALITY OF LIFE  

Key to understanding quality of life are the theo-

retical frameworks or models that influence the 

patient and family’s illness trajectory. Additionally, 

if increased or “better” quality of life is a patient 

outcome, the need to quantitatively measure qual-

ity of life is necessary.

Theoretical Frameworks

Theories, frameworks, or models in chronic ill-

ness explain the complex interrelationships 

among factors that influence the illness trajectory 

on quality of life. Such conceptualizations are 

important not only to generate new evidence for 

best nursing practice, but also to test and evaluate 

existing interventions that may affect quality of 

life in chronic illness. This section presents the lit-

erature on quality of life as a theoretical framework 

which delivered services address client needs. 

Outcomes that promote quality of life are valued, 

particularly when positive results are achieved with 

efficiency and cost savings. This chapter demon-

strates that managing the effects of chronic illness 

and enhancing quality of life is a multifaceted, com-

plex endeavor.

Defining Quality of Life

Defining quality of life has never been easy. 

Each individual’s unique circumstances and 

experiences shape quality of life, and this sub-

jective component is an important def ining 

element in quality of life. At the same time, 

objective indicators of what constitutes quality 

of life are needed to assess outcomes. The gen-

eral or global meaning of quality of life and an 

overall sense of well-being may be anchored to 

an individual’s social and economic condi-

tions, living arrangements, and community 

environment as well as culture, personal val-

ues, happiness, life satisfaction, and spiritual 

well-being.

The more specific health-related quality of 

life generally refers to perceived physical and men-

tal health over time. Healthcare providers typically 

use quality of life measures to learn about an indi-

vidual’s illness and its effect on daily life. In the 

public health arena, quality of life is evaluated to 

identify and track different population groups. This 

information can aid in supporting policies as well 

as in the development of interventions that enhance 

quality of life (CDC, 2010b).

Regardless of whether one is referring to 

global quality of life or health-related quality of 

life, the subjective or individual perspective is 

important to the definition. Rene Dubos’s (1959) 

definition addresses the subjective nature and the 

multidimensionality of quality of life:



For example, Weinert, Cudney, and Spring (2008) 

describe their conceptual model of adaptation in 

chronic illness. Their evolving Women to Women 

Conceptual Model for Adaptation to Chronic 

Illness consists of three constructs: environmen-

tal stimuli, psychosocial response, and illness 

management. Quality of life is a component of 

the model, defined and measured according to 

the WHO definition of physical health, psycho-

logical well-being, social relationships, and envi-

ronment. The purpose of the model is to provide 

a conceptualization that increases understanding 

of adaptation to chronic illness and gives direc-

tion to development of appropriate nursing inter-

ventions. Weinert and colleagues note that 

adaptation to chronic illness is related to psycho-

social responses, self-management skills, and 

enhanced quality of life.

Some quality of life theoretical frameworks 

have been posited from an ethical perspective. 

Allmark (2005) suggests that ethical theories 

are relevant to answering moral questions, espe-

cially regarding issues of quality of life versus 

quantity of life. An ethical framework is useful 

in clinical nursing practice because it gives 

guidance to ways that individuals’ voices can be 

discerned; enhances development of decision 

making in routine clinical practice; and consid-

ers the client’s beliefs, values, and preferences 

in the context of complex questions (Allmark, 

2005).

Hirskyj (2007) considers ethical ramifica-

tions of resource allocations associated with the 

quality-adjusted life years (QALY) concept. 

QALY is an outcome measure that can be used 

to determine the eff icacy of nursing care as 

measured by not only the quantity of life (length 

of life) but also the quality of life. The QALY 

framework provides a means to estimate and 

reveal client’s values, beliefs, and preferences in 

or conceptualization, and quality of life as an out-

come influenced by various factors depicted in an 

explanatory model. Examples from the nursing 

literature are given that use quality of life as a spe-

cific outcome of nursing interventions for persons 

with chronic illness.

Plummer and Molzahn (2009) conducted a 

critical appraisal of nursing theories to examine 

quality of life as embedded within the theorists’ 

original frameworks. They evaluated four attri-

butes of quality of life as depicted by nurse the-

orists (Imogene King, Madeleine Leininger, 

Rosemarie Parse, Hildegard Peplau, and Martha 

Rogers): contextual, subjective, intangible, and 

health related. Plummer and Molzahn con-

cluded there is merit in considering quality of 

life as more useful to nursing than the term 

health. In relation to nursing practice, they pro-

posed that quality of life is valuable because it 

considers connections between the intangible 

and subjective aspects of the client’s environ-

ment. They recommended that further research 

be done to develop a better understanding of 

quality of life for differing client populations. 

Naef and Bournes (2009) reviewed quality 

of life in a similar fashion, comparing and con-

trasting it to the lived experience of waiting. 

Their purpose was to derive knowledge for 

nursing practice and research. Although Naef 

and Bournes limited their study to clients await-

ing lung transplantation, they concluded that the 

concept of waiting has commonalities with 

quality of life outcomes for other clients. To this 

end, they noted that the framework offers guid-

ance to nursing practice as well as nursing 

research in that living in the context of waiting 

influences quality of life.

Understanding the theoretical underpinnings 

of quality of life in the context of chronic illness 

informs nursing research and nursing practice. 
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good health, f inancial stability, and meaning 

and purpose in life have substantial positive 

effects on the quality of life of older adults. 

This model provides conceptual links among 

several variables—financial resources, health, 

physical function, meaning and purpose in 

life, emotional support, and environment—to 

quality of life. The underpinnings of this 

model provide direction for improving the 

quality of life of older adults through develop-

ment of nursing interventions that promote 

activities of daily living, provide emotional 

support, or enhance the environment.

The structure, process, and outcome frame-

work originally developed by Donabedian (1988) 

to assess quality of healthcare delivery guided a 

randomized clinical trial of a discharge interven-

tion for hospitalized older adults with hip frac-

tures (Huang & Liang, 2005). A structured 

discharge plan that was systematically imple-

mented by an advanced practice nurse was used to 

evaluate several outcomes, including quality of 

life, after hospital discharge of elders who had 

sustained a hip fracture as a result of a fall.

In another study (Suhonen, Välimäki, 

Katajisto, & Leino-Kilpi, 2005), a model of 

individualized nursing care was used to evaluate 

outcomes of satisfaction, autonomy, and health-

related quality of life in hospitalized clients. 

This model testing demonstrated a positive 

association between clients’ perceptions of care 

given by nurses and their ratings of satisfaction 

with care, ability to make decisions about care, 

and health-related quality of life. This affirma-

tion of individualized nursing care as explicated 

in the model provides supporting data for evi-

dence-based nursing practice.

Saunders and Cookman (2005) explored 

the theoretical underpinnings of depression 

relation to care outcomes. Although nurses may 

be hesitant to use formulas in providing holistic 

care, especially in the context of resource allo-

cation, the QALY concept is supported by evi-

dence that suggests better clinical outcomes are 

achieved with cost-effective care. QALY offers 

a systematic, evidence-based model to practice 

nursing care and meet the individual needs of 

clients (Hirskyj, 2007). These frameworks pro-

vide a context in which to consider the ethical 

issues that surround quality of life outcomes in 

chronic illness.

Other researchers have expanded the knowl-

edge base and theory development in understand-

ing quality of life in chronic illness by 

investigating clients’ priorities and perceptions. 

Carter, MacLeod, Brander, and McPherson (2004) 

found that clients’ perspectives with regard to 

quality of life in terminal illness are important 

components. A framework that considers quality 

of life outcomes from clients’ perspectives, as 

opposed to models developed by experts empha-

sizing a good death, can lead to interventions that 

are more client centered. For example, knowing 

that “being in charge” is more important to a 

dying person’s quality of life than “having a good 

death” can support development of appropriate 

interventions that facilitate client control within 

the context of the illness.

Theoretical models have also been con-

structed to elicit variables that can signif i-

cantly influence and predict quality of life for 

the many older adults who live with chronic 

illness (Low & Molzahn, 2007). Such models 

are helpful in understanding the complex 

interrelationships among physical functioning, 

perceived health, and emotional and mental 

well-being to quality of life as an outcome of 

nursing care. Low and Molzahn found that 



concern for quality of life focused interventions 

on the person and away from the mental illness. 

The third theme was that quality of life formed 

the foundation of the nurse–client relationship, 

where the focus is the individual client’s per-

spective as opposed to management of a disease 

or symptoms.

Measuring Quality of Life

As described in the previous section, theoreti-

cal frameworks provide a systematic approach 

to studying quality of life. Regardless of 

whether quality of life is conceptualized as a 

complex set of relationships that influence the 

chronic illness trajectory, or viewed as an out-

come of the illness itself, an appropriate mea-

sure of quality of life is crucial. Valid and 

reliable measures are needed to capture accu-

rately the elements or concepts that character-

ize quality of life. Quality of life has a 

subjective component as defined by the indi-

vidual’s unique situation that reflects happiness 

and life satisfaction (CDC, 2010c). This gen-

eral quality of life includes health as well as 

culture, values, beliefs, and environment. The 

more specific health-related quality of life is 

usually defined in relationship to health and 

physical function, and emotional and mental 

well-being. Elements that contribute to the 

more general or global quality of life may not 

be considered in assessments about health-

related quality of life. At the same time, refer-

ence to health-related quality of life may 

suggest illness or disease.

Nurses, in particular, have a stake in under-

standing the distinctions and the overlaps in the 

quality of life dimensions. When used as a frame-

work, the dimensions of quality of life provide a 

related to hepatitis C virus infection to gain a better 

understanding of quality of life in this client 

population where the illness is often chronic. 

The symptom experience, stigma associated 

with the illness, and uncertain illness trajectory 

were described as multidimensional compo-

nents of hepatitis C–related depression. 

Saunders and Cookman proposed that the con-

ceptualization provides a model for developing 

nursing interventions that are likely to be effec-

tive for maximizing quality of life outcomes in 

this special population.

Theoretical frameworks also have been 

advanced to explain the changing dimensions of 

cancer care. Once viewed as an acute, life-limit-

ing illness, cancer in most instances is now 

managed as a chronic illness. Cancer nursing 

with children is one area where the science of 

nursing is embedded within the art of nursing 

practice (Cantrell, 2007). This conceptualization 

views quality of life as foundational to the expe-

riences of children and adolescents with cancer. 

For good quality of life to be an outcome, the 

values, beliefs, and wishes of children and their 

families as well as the values and expertise of 

the oncology nurse must be acknowledged and 

applied with the best available scientific evi-

dence. One without the other is not sufficient to 

produce health-related quality of life in pediat-

ric oncology.

Clark (2004) used quality of life as the con-

ceptual basis to determine how psychiatric 

nurses assess and provide care to clients with 

serious mental illness residing in community set-

tings. Three themes emerged as ways in which 

quality of life influenced psychiatric nursing 

practice. One was that quality of life defined the 

goal of care in that it permeated everything 

nurses did. The second was that the nurse’s 
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and health from the individual’s perspective. 

In contrast to the CDC measure, the WHO 

quality of life measure has 26 items that assess an 

individual’s feelings of satisfaction and enjoy-

ment with life, limitations due to pain, capac-

ity for work, ability to perform activities of 

daily living and to get around, access to health 

care, and satisfaction with relationships. Both 

the CDC and the WHO tools have the common 

objective to quantify and standardize measure-

ment of quality of life. These tools are 

intended to measure health and well-being in 

healthy populations as well as to detect illness 

conditions that could benefit from early inter-

vention and treatment.

Increasingly, nursing as a discipline has 

recognized that it too needs to focus on measur-

able outcomes related to interventions. The 

measurement of quality of life, including health-

related quality of life, has become one such 

standardized assessment as an indicator for out-

comes of nursing care. Quality of life determi-

nations that use consistent measures provide an 

objective assessment of clients’ care needs. 

Measures that include appropriate determinants 

that contribute to or influence quality of life can 

be used by nurses to give care based on the best 

available evidence.

Context of Quality of Life in 
Chronic Illness

Quality of life in chronic illness can be viewed 

within the context of health and functioning, 

psychological and spiritual well-being, societal 

roles, and economic status. These multiple 

dimensions provide a practical way to discuss 

the background that contributes to quality of life 

for individuals living with chronic illness. 

context for assessing nursing’s contribution to 

improved care outcomes for clients with chronic 

illness. In clinical practice, nurses can use stan-

dardized quality of life assessments to plan, imple-

ment, and evaluate evidence-based care for clients 

with chronic illnesses. Measurement is a first step 

in the process because accurate and appropriate 

assessment of symptom status has the potential for 

better care management and evaluation of nursing 

intervention effectiveness. To this end, Sousa, Ryu, 

Kwok, Cook, and West (2007) created a model 

and validated a measure to assess the impact of 

rheumatoid arthritis on quality of life. They found 

two factors, arthritic pain and general symptoms, 

to be confirmatory and predictive of quality of life 

evaluations. They surmised that nursing interven-

tions aimed at assessing pain and managing over-

all symptoms have the most potential to enhance 

quality of life and function for individuals with 

rheumatoid arthritis.

The CDC (2010c) is concerned with quality 

of life as a health outcome. Traditional illness 

outcome measures of morbidity and mortality 

are limiting, in that they do not consider risks, 

burdens, resource needs, or declines associated 

with illness, particularly as they relate to 

chronic conditions. To this end, the CDC cre-

ated the “Healthy Days” measure that evaluates 

one’s perception of well-being via four items: 

self-rated health, number of days of illness or 

injury, number of days of emotional distress, 

and days unable to do self-care or work. The 

four-item measure was expanded to include 10 

additional questions eliciting responses on 

individuals’ days of activity limitations, pain, 

depression, anxiety, sleeplessness, and feeling 

energized.

The WHO (2004) has also developed a 

standardized tool to measure quality of life 



suff icient condition for quality of life. 

Psychological and spiritual components are 

part of quality of life, and include intangibles 

such as happiness, peace of mind, and a belief 

system. Considerable overlap exists between 

psychological and spiritual well-being. 

Psychological well-being may be thought of as 

an essential component of quality of life that 

influences overall adjustment to chronic illness. 

More directly, spirituality has been advanced as 

an important element in quality of life mea-

surement across different cultures (Moreira-

Almeida & Koenig, 2006). At the same time, 

caution is urged—spirituality is different from 

religiosity as well as different from meaning in 

life, hope, and peace. Most definitions take into 

consideration that spirituality affects all aspects 

of a person’s well-being. Persons living with a 

chronic illness sometimes must make signifi-

cant life changes in order to maintain quality of 

life. For many individuals with chronic illness, 

there may be an increased reliance on psycho-

logical and spiritual resources and on the social 

and emotional support offered by friends and 

confidantes. Spirituality that included compo-

nents of life satisfaction, less stress, and mean-

ing in life was the basis for a study of women 

with cancer (López, McCaffrey, Quinn Griffin, 

& Fitzpatrick 2009). For these women, family 

activities, listening to music, and helping others 

were the most frequently used spiritual prac-

tices. López and colleagues concluded that it is 

beneficial to support women in their ongoing 

spiritual practices as they deal with a chronic 

illness. 

Supportive care or the lack of it influences 

how individuals manage and cope with stress. 

Indeed, most people know the positive effect of 

having “moral support” and companionship at 

Considerable overlap exists among these com-

ponents. For example, health and function is 

multifaceted and may include perceived health, 

energy level, pain experiences, stress levels, 

independence, capacity to meet responsibilities, 

access to and use of health care, and usefulness 

to others. This view of health and function 

together as a quality of life component shows 

that reliance on any one clinical parameter may 

not capture the client’s overall picture of health 

and well-being. People with chronic illness may 

report a good perceived quality of life, but clini-

cally they have objective symptoms. Thus 

knowledge of how symptoms affect clients’ 

health and function can lead to a better under-

standing of their quality of life in chronic ill-

ness. Typically, the presence of symptoms 

prompts an individual to seek health care—for 

example, weakness and poor coordination in the 

individual with multiple sclerosis. In addition, 

people with chronic illness are subjected to 

symptoms from the iatrogenic effects of their 

treatments. Regardless of the origin, physically 

distressing symptoms affect health and function 

and, ultimately, one’s quality of life. Moreover, 

symptoms and the distress they cause result in 

varying reports about health and function as 

perceived by clients. Healthcare professionals 

and family members sometimes report conflict-

ing views about a person’s health and function, 

thereby producing quality of life ratings that 

may differ. Treatment decisions may be 

impacted by such ratings, demonstrating the 

importance of using quality of life assessments 

that consider clients’ perspectives of their health 

and function.

The complexity of health and function in 

chronic illness suggests that neither good 

health nor optimal function is a necessary or 
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supervision, the primary family caregiver may 

also have to terminate employment. Therefore, 

a family with a member with chronic illness 

faces an increased financial burden resulting 

from the unemployment of two members. 

These situations contribute to an adverse qual-

ity of life through decreased workforce partici-

pation, and ultimately cause lost productivity, 

which further increases the overall cost of 

chronic illness.

Individuals with chronic illness also suffer 

financially because of the additional expenses 

incurred with medical insurance rates or out-of-

pocket expenses for items not covered by insur-

ance. Transportation to medical or treatment 

appointments, for example, or the extra cost of 

special dietary foods or supplements can add 

up quickly. The desperately ill person who has 

found little benefit from traditional therapies 

may spend large amounts of money on alterna-

tive forms of treatment to improve their health. 

The combined effect on quality of life associ-

ated with decreased income and increased 

expenses may not always be obvious. Therefore, 

nurses must be aware of how this financial bur-

den may contribute to decreased quality of life. 

For example, clients may take fewer medica-

tions because they cannot afford to take the pre-

scribed amount, or the family caregiver may be 

overtaxed by the caregiving burden because the 

family cannot afford assistance.

The following case study illustrates many 

aspects of quality of life in living with a chronic 

illness, including health and function, psycho-

social elements, socioeconomic components, 

and the meaning of support from family and 

friends. The story narrative transitions across 

the many trajectories of living with a chronic 

illness.

times of difficulty. Family health and relation-

ships are a large part of this aspect of quality of 

life. Any illness affecting a family member 

inevitably affects other family members, result-

ing in a changed quality of life for them as well. 

For example, when family members become 

primary caregivers of a member with chronic 

illness, there are role changes, additional 

responsibilities, and increased stressors that 

have varying effects on quality of life. Without a 

doubt, the overwhelming nature of chronic ill-

ness affects the quality of life not only for the 

client, but also for family members. Therefore, 

nursing interventions to promote quality of life 

in chronic illness are frequently aimed at care-

givers. It is reasonable to expect that when care-

givers are helped to manage their stress and 

anxiety, both the caregiver and the client realize 

better quality of life.

The social and cultural context of quality 

of life are far reaching components, as is evi-

denced by the manner in which organizations 

such as the WHO and the CDC def ine and 

measure quality of life. Unique cultural inter-

pretations can influence perceived quality of 

life. Social conditions, expectations of individ-

ual behaviors, and cultural regulations affect 

and contribute to quality of life. Social support 

and cultural influences are intertwined fre-

quently with economic aspects. Chronic illness 

affects the financial resources of individuals 

and their families. The negative impact causes 

psychological and emotional burdens, and 

drains financial assets. The reasons for finan-

cial strain and its effects vary. Frequently, a 

chronic illness requires individuals to decrease, 

suspend, or end their work, leading to a reduc-

tion or loss of income. Furthermore, if the care 

rec ip ient  requires  much ass is tance  or 



may influence one’s quality of life. The inter-

relatedness of these various quality of life 

aspects is evident in the literature that reports 

results of interventions in chronic illness con-

ditions (Jonas-Simpson, Mitchell, Fisher, 

Jones, & Linscott, 2006; Baird & Sands, 2006; 

Crone, 2007). 

Although chronic illness usually involves 

great f inancial costs, caution is warranted in 

assuming that a positive relationship exists 

between a good quality of life and an adequate 

income. The high degree of subjectivity in 

quality of life and the existence of many inter-

related components suggest that other aspects 

CASE STUDY

Quality of Life in Multiple Phases of Chronic IllnessQuality of Life in Multiple Phases of Chronic Illness

Terry, a 53-year-old wife and mother of two, who received a diagnosis of breast cancer, was 

already facing the challenges of living with multiple sclerosis (MS). She had made numerous 

adjustments in her life because of MS. She was aware of the progressive decline that accompa-

nies her type of MS, and had given up any notion of working outside the home when she 

received the MS diagnosis initially. She felt overwhelmed at the prospect of coping with the 

burden of another life-altering illness. This dual diagnosis truly required individualized treat-

ment not only because of the symptom variability of MS, but also because unexpected relapses 

may occur with the added stress of surgery, chemotherapy, and radiation for her breast cancer. 

Terry worked diligently to surround herself with support. Most of the time she was her best 

advocate for keeping all care providers informed of her situation. In a sense she was striving 

for health care that was person-centered, coordinated, comprehensive, and compassionate. 

This was no easy task in a healthcare delivery system dominated by a focus on acute, episodic, 

and fragmented care. MS has forced Terry to face undesirable challenges in her life, and she 

felt she was making great strides in living with it. She is concerned that her cancer diagnosis 

will now superimpose added stress on her and her families’ ability to maintain quality of life. 

Discussion QuestionsDiscussion Questions

1. What barriers do you see that may be factors in maintaining quality of life for Terry?

2.  What nursing interventions could be used to promote self-care and provide educational 

resources to Terry? 

3.  Discuss the issues that Terry and her family face in dealing with the complexity of her 

situation. 

4.  Describe the process to promote collaboration among healthcare providers that could 

enhance quality of life for Terry. 

5.  What potential quality of life issues are likely to arise and what assessments and interven-

tions would be appropriate?
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and cancer. Also included are studies that 

address quality of life as an outcome in chronic 

conditions such as arthritis, mental illness, and 

functional decline associated with aging. A 

review of the quality of life research for those at 

end of life is presented as well. These investiga-

tions provide examples of ways that nurses can 

intervene effectively to promote quality of life 

for clients and their families living with a 

chronic illness, disability, or other condition.

Evidence-Based Guidelines

Clinical practice guidelines provide easily 

accessed and current, evidence-based information 

about recommendations, strategies, or information 

for care and decision making in specific clinical 

conditions (Coopey, Nix, & Clancy, 2006). 

Guidelines about interventions specific to promot-

ing quality of life are embedded in some guide-

lines, and many guidelines include nurses as the 

intended users. Four guidelines are presented in 

Table 8-1: 1) self-management in chronic care, 2) 

advance care planning with cancer patients, 3) 

clinical practice for quality palliative care, and 4) 

family preparedness and end-of-life support for 

nursing home residents. These and other evidence-

based guidelines are readily available at the 

National Guideline Clearinghouse (Agency for 

Healthcare Research and Quality, 2011). 

Guidelines can be used by nurses to evaluate qual-

ity of life as it is influenced by clinical decision 

making and intervening in chronic illness situa-

tions. For example, the evidence-based guideline 

for chronic care self-management was developed 

for counseling, evaluation, and management of 

families who have children with chronic illnesses. 

This guideline, created by an expert panel at a 

major children’s hospital, specifically targets fami-

lies of children with chronic illness. Intended users 

include advanced practice nurses, among others. 

EVIDENCE-BASED INTERVENTIONS 
TO PROMOTE QUALITY OF LIFE  

Evidence-based nursing practice has the most 

potential to enhance quality of life in chronic 

illness. The best available research evidence 

combined with nursing expertise and consider-

ation of individual values and preferences 

enables effectiveness and efficiency in nursing 

care. Nurses cannot afford to base practice 

solely on tradition or experience, or even on 

knowledge of experts or highly rated textbooks. 

Increasingly, nursing interventions are seen as 

having a direct impact on patient outcomes. In 

chronic illness care, this pivotal nursing role 

raises the bar to practice nursing that is system-

atic, produces outcomes that contribute to cost 

effectiveness, and enhances quality care. As a 

result of the efforts of nurse researchers and the 

NINR initiatives, interventions with known effi-

cacy are being implemented to promote quality 

of life in chronic illness.

This section reviews nursing interventions 

in chronic illness that promote and evaluate 

quality of life as an outcome. Overall, a reason-

able outcome of any nursing intervention is 

improved quality of life for clients. In chronic 

illness, this goal is even more salient. Nurses as 

essential healthcare professionals to clients with 

chronic illness can be instrumental in planning, 

carrying out, and evaluating care that promotes 

quality of life. For clients, enhancing their qual-

ity of life amid the debilitating effects of a long-

term illness becomes an especially relevant 

outcome. Moreover, quality of life from the cli-

ent’s context is a reasonable outcome measure 

of the effectiveness of clinical interventions. 

The review includes nursing and related investi-

gations on quality of life outcomes for clients 

and families who have conditions that are the 

leading causes of death, such as heart disease 



Table 8-1 Comparison of Guidelines That Measure Quality of Life Outcomes

Guideline 
Title

Evidence-based 
care guideline 
for chronic care: 
self-management 
(2007)

Advance care 
planning 
with cancer 
patients 
(2008)

Clinical practice 
guidelines for 
quality palliative 
care (2004; revised 
2009)

Family 
preparedness 
and end-of-life 
support before 
the death of a 
nursing home 
resident (2002; 
revised 2009)

Guideline 
Developer(s)

Cincinnati Children’s 
Hospital Medical 
Center

Program in 
evidence-based 
Care 

National Consensus 
Project 

University of Iowa 
College of Nursing, 
John A. Hartford 
Foundation Center 
of Geriatric Nursing 
Excellence 

Disease/
Condition(s)

Chronic illness/
condition 

Cancer Chronic, debilitating, 
and life-threatening 
illnesses

Bereavement

Clinical 
Specialty

Family practice, 
internal medicine, 
nursing, nutrition, 
pediatrics, 
physical medicine, 
rehabilitation, 
psychology

Oncology Family Practice, 
Geriatrics, Internal 
Medicine,  Nursing, 
Nutrition, Pediatrics, 
Psychiatry, 
Psychology, 

Family Practice, 
Geriatrics, 
Psychology

Intended 
Users

Advanced practice 
nurses, allied health 
personnel, dietitians, 
healthcare providers, 
nurses, patients, 
pharmacists, 
physicians, 
psychologists/non-
physician behavioral 
health clinicians, 
social workers

Advanced 
practice 
nurses, nurses, 
physician  
assistants, 
physicians

Advanced practice 
nurses, allied health 
personnel, dietitians, 
healthcare providers,  
health plans, 
hospitals, managed 
care organizations, 
nurses, pharmacists, 
physician assistants, 
physicians, 
psychologists/
non-physician 
behavioral health 
clinicians, social 
workers, speech-
language pathologists, 
utilization 
management

Advanced practice 
nurses, nurses, 
social workers

(Continues)
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Table 8-1 Comparison of Guidelines That Measure Quality of Life Outcomes 
(continued)

Guideline 
Title

Evidence-based 
care guideline 
for chronic 
care: self-
management 
(2007)

Advance care 
planning 
with cancer 
patients 
(2008)

Clinical practice 
guidelines for 
quality palliative 
care (2004; revised 
2009)

Family 
preparedness 
and end-of-life 
support before 
the death of a 
nursing home 
resident (2002; 
revised 2009)

Guideline 
Objective(s)

To provide 
evidence-based 
recommendations 
for self-
management by 
families of children 
with chronic 
conditions in order 
to improve health 
outcomes and 
quality of life

To evaluate 
advance care 
planning (ACP) 
impact on 
cancer patient 
outcomes; key 
elements of 
ACP for cancer 
patients; and 
barriers to 
engaging in 
and following 
through on ACP 
with cancer 
patients

To serve as a 
comprehensive 
description of 
what constitutes 
comprehensive, 
high-quality palliative 
care services, as 
well as a resource 
for practitioners 
addressing the 
palliative care needs of 
patients and families 
in primary treatment 
settings

To provide 
guidelines for 
end-of-life support 
of family members 
before the death 
of a nursing home 
resident

Client 
Population

Children with 
chronic conditions 
and their families

Cancer patients 
are the relevant 
population; 
non-cancer 
patients with 
chronic or life-
threatening 
illnesses 

Patients of all ages, 
who are living with a 
persistent or recurring 
condition  adversely 
affecting daily 
functioning  

Family members or 
other individuals who 
provide support

All family members 
and signifi cant 
others with an 
attachment to a 
nursing home 
resident nearing end 
of life

Major 
Outcomes 
Considered

Self-effi cacy;  
health-related 
quality of life; 
healthcare 
utilization; parent/
patient satisfaction; 
missed days from 
usual activities; cost 
specifi c disease 
measures

Meeting patient 
or substitute 
preferences;  
healthcare 
resource use

Patient and caregiver 
quality of life; 
incidence of ethical or 
legal problems arising 
from end-of-life care 

Rate of use of end-of-
life support programs

Preparedness for 
death of a loved one



outcomes. Consequently, along with guideline use, 

nurses must be aware of the recent quality of life 

research and measurement to apply the best avail-

able evidence at the client-care level. Therefore, it 

is important to consider specific practice character-

istics that may influence guideline effectiveness 

and the time and effort that might be required to 

implement recommendations (Coopey et al., 2006). 

The guideline should reflect the nurses’ clinical 

knowledge and experience as well as the clients’ 

values and preferences (Clark, Donovan, & 

Schoettker, 2006).

Using guidelines from the National Guide-

line Clearinghouse offers assurances that the 

Clinical areas where children with chronic illness 

and their families are cared for are the practice 

areas in which these guidelines are most likely to 

be used. As an outcome, health-related quality of 

life is one measure that healthcare professionals 

can use to evaluate the effects of their interven-

tions on client outcomes.

The accessibility and ease of use related to 

evidence-based guidelines provide an efficient and 

effective manner for nurses to intervene and evalu-

ate quality of life for clients and their families with 

chronic illness. At the same time, it is important 

that the user evaluate the relevance, currency, and 

validity of guidelines for measurement of intended 

Table 8-1 Comparison of Guidelines That Measure Quality of Life Outcomes 
(continued)

Guideline Title

Evidence-based 
care guideline 
for chronic 
care: self-
management 
(2007)

Advance care 
planning 
with cancer 
patients 
(2008)

Clinical practice 
guidelines for 
quality palliative 
care (2004; 
revised 2009

Family 
preparedness 
and end-of-life 
support before 
the death of a 
nursing home 
resident (2002; 
revised 2009)

Methods Used to 
Access the Quality 
and Strength of 
the Evidence

Not stated Expert 
consensus

Not stated Weighting according 
to a rating scheme

Methods Used 
to Formulate the 
Recommendations

Expert consensus 
(Delphi Expert 
consensus and 
nominal group 
techniques)

Available 
evidence from 
published 
literature, 
environmental 
scan, and 
expert opinion 
to reach 
consensus

Consensus process 
involving: American 
Academy of Hospice 
and Palliative 
Medicine; Center to 
Advance Palliative 
Care;  Hospice 
and Palliative 
Nurses Association;  
National Hospice 
and Palliative Care 
Organization 

Not applicable

Source: Agency for Healthcare Research and Quality. (2010). National Guidelines Clearinghouse. Retrieved January 25, 2011, 
from: www.guidelines.gov
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professionals who may potentially affect their  

quality of life. Nevertheless, findings from many 

of the studies suggest that quality of life has use-

fulness as a nurse-sensitive quality indicator and 

as a measure of intervention effectiveness in 

chronic conditions. Doran and colleagues (2006) 

noted that linking outcomes to nursing interven-

tions is necessary to determine and identify spe-

cific nursing interventions that improve health 

outcomes and provide the evidence base to 

improve nursing care in chronic illness.

Most of the reports view the quality of life of 

a client as an important outcome measure across 

several domains, and specific interventions have 

focused on outcomes such as stage of the disease, 

disability, and mortality rates. The view of out-

comes in terms of morbidity and death discounts 

other aspects of health and function in chronic ill-

ness, such as the client’s perceived health, pain 

experiences, stress levels, independence, capacity 

to meet responsibilities, access to and use of health 

care, and usefulness to others. These outcomes are 

important to clients who want to know how inter-

ventions are going to influence health and func-

tion. Clients also want guidance in choosing 

options that will produce the best outcomes. In 

addition, regulatory bodies and manufacturers of 

pharmaceuticals and technologic devices want 

guidance about product effectiveness on client 

outcomes, and in particular how an individual’s 

quality of life is affected. The results of the 

research and of the other literature reviewed here 

show the many facets of client quality of life out-

comes in chronic illness care.

Overview of Nursing 
Interventions

Nursing interventions can empower clients to 

practice healthy behaviors and enable them to be 

self-directed in their care and thereby contribute 

appreciably to quality of life. Feldman, 

recommendations, strategies, and information are 

based on systematic literature reviews and scien-

tific evidence. Guidelines offer recommendations 

for practice that are based on a specified level of 

evidence. For example, the table comparing evi-

dence-based guidelines shows that expert consen-

sus was the primary means to formulate the 

recommendations put forth in the guideline for 

advance care planning with cancer patients. A con-

sensus process involving well recognized palliative 

care organizations was used to evaluate the quality 

of the recommendations in application of these 

guidelines to palliative care, with quality of life for 

client and family, incidence of ethical/legal issues, 

and use of end-of-life support programs as out-

comes. For application in clinical practice, nurses 

could review the guidelines and assess the methods 

and rating scheme that were used in development. 

A determination can be made that if a recommen-

dation is strong, the intervention is always indi-

cated and acceptable, and, therefore, likely to 

positively influence quality of life for clients. On 

the other hand, nurses would need to use additional 

information in their decision-making process if the 

recommendation has a lower rating, such as “use-

ful,” “should be considered,” or “not useful.”

Interventions from the Research 
Literature to Promote Quality 
of Life

A review of nursing and health-related literature 

that report the effects of various interventions on 

quality of life as one outcome in chronic illness 

conditions is presented in this section. Much of 

the research is descriptive in nature; therefore, 

cause-and-effect relationships between nursing 

interventions and quality of life as an outcome are 

not well established. It is also difficult to collect 

data on outcomes that are sensitive and unique to 

nursing care interventions. Individuals with 

chronic illness are seen by a variety of healthcare 



chronic illness care requires continued nursing 

research. Taylor and colleagues (2005) acknowl-

edged the urgency of the need for ongoing 

research in their systematic review of evidence 

effectiveness related to nursing’s role in chronic 

obstructive pulmonary disease (COPD). As a 

chronic illness, COPD is a prime example of an 

escalating public health burden in terms of num-

ber of persons affected and the resources used. 

Nurses have been recognized as playing a critical 

role in chronic illness care of COPD. Taylor and 

colleagues called for reprioritization of nurse-led 

models of chronic illness care. The equivocal 

results of this study and many others investigating 

quality of life as an end result suggest the need for 

more carefully designed nursing interventions as 

well as measurement of additional outcomes.

Health and Function

Health and function as determinants of quality 

of life are used frequently with traditional clini-

cal and disease indicators to evaluate outcomes 

for older adults with chronic illness. In clinical 

practice, these quality of life assessments can 

enhance understanding about treatment prefer-

ences and future care needs. For example, 

health-related quality of life was used as a pre-

dictor of potential need for future hospital care 

for older adults in a large primary care practice 

(Dorr et al., 2006). Dorr and colleagues found 

that consideration of quality of life may improve 

decision making about treatment preferences 

and intensity for care. Knowledge of an older 

person’s capacity for self-care and functional 

abilities can maximize appropriate resources 

and need for care when critical situations arise. 

Many times the needed information about qual-

ity of life addressing psychosocial aspects of 

chronic illness is missing from assessments. The 

assessment data can be used to plan, carry out, 

and evaluate treatments. In situations in which 

treatments are known to cause extreme debility, 

Murtaugh, Pezzin, McDonald, and Peng (2005) 

found that use of an email reminder improved 

self-care management and health-related quality 

of life for clients with heart failure. The email 

reminders provided evidence-based, condition-

specific information to nurses as they cared for 

heart failure clients. These reminders were inte-

grated into the assessment and routine teaching 

interventions that nurses carried out for clients. 

When compared with routine care, the basic 

email reminder to nurses that they should teach 

to the specific areas of medication knowledge, 

diet, and weight monitoring produced positive 

results in clients’ quality of life. Moreover, 

Feldman and colleagues found that this basic 

teaching for heart failure generated results simi-

lar to that of a more intensive intervention that 

included more reminders and additional nursing 

time. The study is limited in so far as the sample 

was from one urban homecare agency. However, 

the results are useful in linking a nursing practice 

intervention to clients’ quality of life, and thereby 

add to a better understanding of nursing interven-

tions that are appropriate as well as cost effective.

Nursing-led management and intervention in 

chronic disease care has been investigated and 

evaluated in relation to client quality of life out-

comes. These investigations are hampered fre-

quently by an inability to produce conclusive 

results regarding nursing impact on quality of life. 

Results of one study provide evidence that nurse-

mediated interventions have the potential to yield 

positive quality of life outcomes for clients with 

implantable cardioverter-defibrillators (Dickerson, 

Wu, & Kennedy, 2006). However, establishing a 

link via statistically significant results is more 

complicated. This situation frequently occurs as 

the result of multiple factors that affect quality of 

life, inability to isolate a single nursing interven-

tion, or failure in the adequacy of the measure-

ment (Dickerson et al., 2006). At the same time, 

the imperative to promote quality of life in 
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Appropriate assessment of bowel symptoms and 

the extent of dependency along with nurses’ 

encouragement of clients to seek appropriate care 

are straightforward interventions that can have a 

positive impact on quality of life for older adults 

with bowel dysfunction.

Cancer Care

Nursing research related to care of clients with can-

cer and their families provides an excellent illustra-

tion of the complexity of measuring, intervening, 

and evaluating quality of life in chronic illness. 

Cancer is increasingly recognized as a chronic ill-

ness because of better survival rates that have 

resulted from effective treatments. With the 

increased survival following a diagnosis of cancer, 

quality of life emerges as a predominant issue. 

Identification, prevention, and management of the 

long-term effects of cancer and related treatments 

have received attention by nurse researchers. 

Bender, Ergÿn, Rosenzweig, Cohen, and Sereika 

(2005) identified the prevalence of symptoms expe-

rienced by women across three phases of breast 

cancer treatment. They assessed global quality of 

life, and evaluated how vasomotor, physical, psy-

chosocial, and sexual components were experi-

enced by women in the various phases of breast 

cancer care and treatment. Fatigue, cognitive 

impairments, and mood disturbances emerged as 

common symptoms experienced by the women, 

regardless of the phase of illness or treatment. 

Fatigue associated with cancer and related treat-

ments was an especially bothersome symptom, sug-

gesting that nursing interventions focused on 

alleviating and managing fatigue may promote bet-

ter quality of life for women with breast cancer.

The positive effect on quality of life pro-

duced by interventions that prevent or lessen 

fatigue associated with cancer has been given 

attention in the nursing literature. Cancer-related 

fatigue is frequently measured as a quality of life 

changes should be considered for older clients 

based on quality of life outcomes.

Nursing care for elderly cancer survivors is 

one area where information about potential 

effects on quality of life can be used in clinical 

practice. Quality of life and related symptoms in 

elderly women with breast cancer are entangled 

frequently with other chronic health conditions 

or are attributed to aging. Heidrich, Egan, 

Hengudomsub, and Randolph (2006) found that 

poor social situations, a pessimistic outlook on 

life, and not knowing the reason for many dis-

tressing symptoms further contribute to 

decreased quality of life. In these situations, 

effective interventions may include helping 

older women better understand why they are 

experiencing symptoms and that depression, 

anxiety, or lack of energy may be caused by can-

cer and are not part of normal aging.

Clients need information about the reason 

for symptoms and to know that some symptoms 

are intertwined with chronic illness and com-

pounded by the aging process. This knowledge 

can help older adults develop more effective 

coping strategies. Targeting intervention strate-

gies also can be done more appropriately when 

quality of life outcomes are better identified. 

Awareness that women report worse quality of 

life compared to men because women tend to 

have a higher prevalence of chronic illness and 

related functional declines can lead to more pro-

active early detection and health promotion 

interventions (Orfila et al., 2006).

Frequently, lack of awareness about avail-

able help and treatments is an obstacle to better 

quality of life. In a study of bowel function and 

associated fecal incontinence among those older 

than 75 years of age, researchers found that 

decreased quality of life was influenced by the 

amount of dependence that symptoms caused 

(Stenzelius, Westergren, & Hallberg, 2007). 



of life as a nursing care outcome for clients at the 

end of life. Indeed, the primary objective of pallia-

tive and hospice care is to optimize quality of life 

for individuals and their families. In their review 

of the literature, Jocham, Dassen, Widdershoven, 

and Halfens (2006) found that research on nurs-

ing interventions in quality of life in palliative 

cancer care creates special challenges. A primary 

challenge is the methodological issues related to 

measurement of quality of life. Most often the 

aim of end-stage treatment is to control physical 

symptoms and promote psychological, social, 

and spiritual comfort. Hence, an individual’s 

quality of life becomes anchored in other 

aspects of life, and traditional measures may not 

be accurate or appropriate. Despite the presence 

of a terminal illness, clients may continue to give 

rather favorable ratings to their situation, suggest-

ing that other values, goals, and preferences are 

important to quality of life. 

In older adults, measuring quality of life at 

end of life, likewise, is beset by methodological 

issues as it is difficult to quantify the experiences 

of clients and families. Gourdji, McVey, and 

Purden (2009) conducted a qualitative study on the 

meaning of quality of life in 10 individuals receiv-

ing palliative care. Responses of these individuals 

showed a strong desire to overcome the negative 

aspects of their situation, and find ways to fully 

engage in life. Based on the findings, Gourdji and 

colleagues recommended interventions that enable 

patients with terminal illness to continue doing the 

things they want to do, being helpful to others, and 

sharing a caring environment The aging process 

alters responses to illness, and disease and symp-

toms may not manifest in ways that nurses are 

familiar with in younger adults. Evidence-based 

activities that promote and maintain quality of life 

for terminally ill older adults include attention to 

age-related changes and the impact on sensory 

function and physiologic responses. Particular 

component, and various interventions have been 

proposed to reduce fatigue. Mitchell, Beck, Hood, 

Moore, and Tanner (2007) conducted a systematic 

review of the literature and used a rating scheme 

to support the efficacy of different interventions 

to reduce fatigue associated with cancer care and 

treatment. For many interventions, effectiveness 

was not well established, owing to insufficient or 

poor quality data. These interventions included 

alternative therapies such as yoga, acupuncture, 

and nutritional supplements; drugs that may help 

alleviate fatigue; and psychotherapy. Strategies 

that teach clients to manage and balance activity, 

rest, and sleep were rated as likely to be effective, 

because the evidence is based on small, descrip-

tive studies or expert consensus. Exercise was the 

one intervention that was recommended for prac-

tice because of the strength of the evidence and 

because the benefits outweighed the harm. 

Other studies have also shown that exercise 

is a safe and effective intervention for reducing 

fatigue and promoting quality of life in cancer 

patients. Exercise combined with structured 

group sessions was effective, owing in part to the 

group cohesion and atmosphere, and the direct 

effects that exercise has on reducing fatigue 

(Losito, Murphy, & Thomas, 2006). This under-

standing and awareness of the evidence support-

ing nursing interventions for cancer care promotes 

best practices interventions for clients and their fam-

ilies. In particular, the growing body of evidence 

that cancer clients reap many benefits from exer-

cise provides substantial rationale for nurses to 

promote and use physical activity as a means of 

improving health and quality of life for many cli-

ents with cancer (Hacker, 2009).

Quality of Life in Terminal Illness

Nurses’ involvement as researchers and clinicians 

in end-of-life care has created heightened interest 

in measuring, promoting, and maintaining quality 
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post-myocardial infarction and who reported 

quality of life improvements used optimistic, 

self-reliant, and confrontational coping strate-

gies most frequently over a 1-year period 

(Kristofferzon, Löfmark, & Carlsson, 2005).

In addition to psychosocial-related activities 

that augment chronic illness care, evidence-based 

alternative interventions can likewise be part of 

the client’s care routine. Interventions such as 

guided imagery and relaxation therapy have the 

potential to supplement traditional medical and 

health care that chronically ill clients need. The 

combination of guided imagery and relaxation 

techniques improved health-related quality of life 

for women with osteoarthritis by alleviating pain 

intensity and increasing mobility. Moreover, this 

intervention is easily taught and readily available 

to clients (Baird & Sands, 2006).

Clients with chronic mental illness are 

another group that can benefit from interventions 

that augment prescribed medication and counsel-

ing therapies. Crone (2007) reported that physical 

activity programs enabled mentally ill individuals 

to have positive emotional experiences, increased 

social interaction, and enhanced well-being. 

Nurses can be instrumental in facilitating devel-

opment and referral to programs that help increase 

physical activity for clients with mental illnesses, 

and thereby promote quality of life. Individuals 

with other chronic conditions also have benefited 

from exercise programs. Knowing the stage of a 

client’s readiness to engage in exercise is an addi-

tional factor that can give nurses information to 

tailor education more specifically (Lee, Chang, 

Liou, & Chang, 2006).

Interventions for Family Quality 
of Life

Nursing interventions to promote quality of life 

are, likewise, important to family members and 

others who are caregivers to clients living with a 

consideration should be given to pain assess-

ment, medication management, and assessments 

of depression and cognitive status (Amella, 

2003). Others have shown that by asking seri-

ously ill clients what they view as quality of life 

is instructive in helping decide on treatment 

plans, making advance directives, or prioritizing 

activities (Vig & Pearlman, 2003).

Psychosocial and Other Supportive 
Interventions

Nursing studies have focused on interventions 

to promote quality of life when technology and 

other well established treatments fail or when 

these tools and machinery are insufficient to 

maintain health and function. Facing suffering 

on a daily basis and the need to find meaning 

and purpose in living with a chronic disability 

challenges healthcare professionals to address a 

client’s needs in other than physical ways. 

Psychosocial well-being, including health and 

functionality, contributes immensely to one’s 

quality of life in chronic illness. This type of 

well-being can be characterized as the capacity 

to view oneself in a positive manner as well as 

see the world as meaningful, manageable, and 

logical. The capacity to view self in a positive 

manner, despite serious physical symptoms that 

accompany chronic illness, has been shown to 

be moderated by a strong sense of coherence 

(Delgado, 2007). In some situations, the simple 

act of listening to a client’s burdens and feelings 

promotes quality of life. This response comes 

about through the contentment, respect, and 

nurturance that are shown by the nurse who lis-

tens without judgment (Jonas-Simpson et al., 

2006). Interventions that enable better under-

standing and use of coping skills can be sup-

portive of quality of life for clients and families 

experiencing chronic illness. Clients who were 



clients with chronic illness must make during the 

course of illness. As family members increas-

ingly are relied on to provide time-consuming 

health care, their health and well-being directly 

affect care outcomes for the chronically ill mem-

ber. As a result, defining and assessing quality of 

life is not limited to the client, but should include 

specific measures that enable nurses to assess 

and meet the needs of family caregivers 

(Kitrungrote & Cohen, 2006).

A study of the effects of mental illness on 

families offers insights into strategies that nurses 

can use to promote quality of life for the caregiv-

ers (Walton-Moss, Gerson, & Rose, 2005). An 

important finding of the research is that nurses 

need to recognize the variability among families 

in how they respond to mental illness. All family 

members, regardless of where the relative with 

mental illness is within the illness trajectory, need 

to be listened to as they tell their stories and want 

help to communicate with their loved one. This 

nursing care is supportive of a family’s quality of 

life when members are coping reasonably well or 

when they are overwhelmed by numerous chal-

lenges. Ultimately, the social and emotional sup-

port and financial resources of families impact 

quality of life. Knowledge about resources, ser-

vices, and organizations for chronic illness condi-

tions can help in making appropriate and timely 

referrals that will better maintain quality of life 

and well-being of clients and families.

Individuals and families shift perspectives 

on their quality of life as they progress through 

the illness trajectory. At various points, the ill-

ness may be primary; at other times, wellness 

may predominate. When illness is at the center, 

a situation that occurs most often with a new 

diagnosis, the focus is on suffering, loss, and 

burden. Families may become overwhelmed. 

When the focus is on wellness, this may provide 

an opportunity to refocus on aspects that engage 

chronic illness. Consequently, it is important to 

know how caregivers experience quality of life. 

In general, chronic illness affects quality of life 

for the entire family. Therefore, family assess-

ment and intervention is necessary. The level of 

the nurse’s involvement with the family will 

determine the extent of the interventions. Most 

nurses can meet the basic need that families of 

clients with chronic illness have for factual infor-

mation. This information may include education 

about the disease, treatments, and prognosis. 

Being available to answer questions and to give 

practical advice is important. Intervening at this 

fundamental level establishes trust with families 

that helps foster continued support. Nurses can 

invite family members to participate in care 

activities as appropriate. Families with complex 

problems may need referral to a specialist. 

Appropriate use of support groups can create an 

added network for clients and relieve some of the 

family burden that may be present (Sutton & 

Erlen, 2006). The nurse is often in a position to 

evaluate how such supportive interventions may 

affect quality of life. A safe and supportive envi-

ronment can facilitate family sharing of feelings 

about the illness. Support groups can be sug-

gested that would be appropriate for clients and 

their family caregivers. The nurse is one of the 

members of a collaborative healthcare team that 

is needed to maintain and promote optimum 

quality of life for clients with chronic illness and 

their families.

The complex trajectory of chronic illness 

poses difficulties in making a strict separation of 

interventions for quality of life for both clients 

and family members. It is reasonable, therefore, 

to expect that nursing interventions with families 

can be as helpful as interventions that directly 

promote health and function in the individual 

with chronic illness. Moreover, inclusion of the 

family may strengthen the adjustments that 

Evidence-Based Interventions to Promote Quality of Life 201



202 CHAPTER 8 / Quality of Life

side effects. Periodic quality of life assessments 

throughout the course of treatment may offer a 

better discrimination between improvements ver-

sus deterioration in quality of life, and allow client 

preferences to be included in the decision to con-

tinue or forego the specific treatment (Bozcuk et 

al., 2006).

Another issue with technologic interven-

tions that extend life is deciding when to forego 

continued treatment. For example, implantable 

cardioverter-defibrillators have become a well 

accepted, evidence-based practice for high-risk, 

life-threatening arrhythmias. Individuals with 

these devices are not only experiencing a better 

quality of life but also living longer. These issues 

bring to the forefront nurses’ role in assessing 

and managing physical and psychological 

responses to the devices, and what to do when an 

individual needs end-of-life care. Care of clients 

and families in these situations requires nursing 

knowledge about the efficacy and cost effective-

ness of interventions to promote quality of life 

(Dunbar, 2005).

Similar issues confront those receiving 

hemodialysis for end-stage renal disease. 

Hemodialysis frequently impacts quality of life 

throughout the course of the disease, such that 

physical and mental well-being are negatively 

affected. The concern at hand becomes identifica-

tion of indicators that offer realistic appraisals of 

outcomes associated with the quality as well as 

the quantity of life (Cleary & Drennan, 2005).

OUTCOMES  

Quality of life as an outcome of care is being 

increasingly addressed by all healthcare entities, 

including providers, payers, and consumers. In 

addition, the increased attention globally to chronic 

illness care makes it imperative that nurses address 

quality of life as a nurse-sensitive quality indicator. 

the family and client to promote quality of life. 

The nurse who is aware of these shifts in chronic 

illness behavior is better equipped to support 

clients through appropriate interventions.

Quality of Life and Technologic 
Interventions

Nurses are becoming increasingly involved either 

directly as researchers or indirectly as research 

coordinators in clinical trials that evaluate quality 

of life as one outcome for clients receiving new 

products, devices, and drugs. Attention to and 

awareness of the effects that technologic advances 

have on clients’ quality of life, therefore, becomes 

important in nursing care. 

Measurement of client-related outcomes is 

a particularly important evaluation component in 

clinical trials, with quality of life being one such 

aspect. This approach provides insight regarding 

treatment effectiveness that can be determined 

only by clients. An individual’s perspective about 

a drug or treatment effect provides corroboration 

with observable clinical data. This confirmation 

is important, because enhanced clinical out-

comes such as better glucose control or 

decreased blood pressure may not necessarily 

correspond to improvements in function or well-

being if the individual is experiencing side 

effects of the new treatment or drug. In addition, 

many clinical trials are investigating therapies 

that are expensive and carry with them uncertain 

outcomes with regard to quality of life 

(Grusenmeyer & Wong, 2007). In these instances 

it is important for clinicians to understand that 

extraordinary economic costs may be at issue 

with minimal impact on an individual’s quality 

of life. Clients with life-threatening chronic ill-

nesses also are confronted with choosing life-

extending treatments at the expense of quality of 

life, as these treatments may cause debilitating 



better care planning. This targeting of interventions 

to the specific quality of life for individuals can lead 

to successful preventive and therapeutic approaches 

in caring for people with chronic illness. With an 

ever present awareness of the many components 

that influence quality of life in chronic illness, 

nurses can intervene more effectively.

Clearly as an outcome of nursing care, quality of 

life can be influenced by appropriately designed 

care interventions. Nurses are in a position, through 

research and clinical application of interventions, to 

make a difference in the lives of clients and fami-

lies. They can apply evidence-based practices that 

relieve symptoms and provide comfort; these are 

actions that promote quality of life. Decision mak-

ing to initiate, continue, modify, or withdraw treat-

ments can be made by evaluating quality of life as 

an outcome. The efficacy of clinical nursing inter-

ventions and practice behaviors, likewise, can be 

evaluated based on their contribution to clients’ 

quality of life. By evaluating the extent to which 

nursing interventions improve quality of life for cli-

ents and families, nurses are in a position to show 

the efficacy of what they do. That nurses can carry 

out interventions to promote quality of life becomes 

meaningful to cost-effective care as well.

Throughout this discussion, repeated empha-

sis has been given to interrelatedness and overlap 

of interventions that promote and maintain qual-

ity of life in a variety of chronic illness conditions. 

Physical, functional, and psychosocial compo-

nents are related, especially in the context of 

chronic illness. As such they are significant deter-

minants of one’s quality of life. In many instances, 

these characteristics and the social and environ-

mental context of the individual can influence 

quality of life negatively or positively, depending 

on the particular set of circumstances. The pres-

ence of resources, family support, and access to 

social and health services can have a powerful and 

affirming influence on quality of life, despite seri-

ous chronic illness disability.

Assessing outcomes of nursing interventions 

using quality of life as a measure contributes to a 

fuller description of the accountability nurses have 

in promoting quality care and outcomes. 

Knowledge of the individual circumstances that 

influence quality of life in chronic illness enables 

What elements are a part of quality of life 

evaluations in chronic illness? Discuss 

how the perceptions of individual cli-

ents and healthcare professionals con-

tribute to quality of life evaluations.

Identify a theoretical or conceptual frame-

work that addresses quality of life as an 

outcome for clients and families with a 

chronic illness. Describe an intervention 

using that framework that demonstrates 

how nursing can make a difference in 

quality of life.

Describe the importance of quality of life 

as a nurse-sensitive quality indicator.

As an outcome of care, how is quality of life 

viewed by healthcare providers, consu-

mers, agencies, and third-party payers?

Describe how nurses can use guidelines to 

promote evidence-based quality of life 

care to clients and families with chronic 

illness.

What interventions can nurses use to pro-

mote client and family quality of life at 

end of life?

Describe outcomes that indicate a good 

quality of life. How might quality of 

life outcomes change over time?

What potential ethical dilemmas arise 

when evaluating quality of life in chronic 

illness?

STUDY QUESTIONS
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expenditures and prevents patients from achieving 

the full benefit of any intervention. In addition, 

most chronic disorders are treated with a plan of 

care that encompasses a variety of components 

that may include medication, diet, and exercise. 

Therefore, patients are often asked to manage a 

complex treatment regimen.

Goals for Healthy People 2020

Overall goals for Healthy People (U.S. Depart-

ment of Health and Human Services, 2010; 

the Healthy People goals were defined every 

decade from 2000 to 2010 to 2020; see www.

healthypeople.gov) are to help Americans lead 

healthy and long lives and to reduce health 

disparities. There are nearly 600 objectives 

within 39 topic areas to be met by 2020, and 

many of the objectives in this document relate 

to behavior-change strategies. For example, 

for diabetes, many of the goals in Healthy 

People 2020 refer to lifestyle changes and 

education to better manage the disease and 

avoid complications such as cardiovascular 

disease and death. Goals for Healthy People 

2020 include health behavior change such as 

adherence to chronic illness regimens and pre-

ventive behaviors such as screenings to detect 

risk factors for disease.

INTRODUCTION  

Adherence of patients to prescribed treatment 

by their healthcare professionals has been dis-

cussed in the medical literature since the 1950s 

(Greene, 2004). The lack of agreement between 

healthcare recommendations and patient behav-

ior has been defined as an issue of adherence or 

nonadherence (Haynes, 1979; Rand, 1993; World 

Health Organization [WHO], 2003). Early re-

search identified this problem of discrepancy 

between an ordered treatment and the actual 

implementation of the treatment by the patient 

as a factor that affected patient outcomes 

(Sackett & Snow, 1979). In fact, a 1998 New 

York Times article proclaimed poor adherence in 

medicine as the world’s “other drug problem” 

(cited in Lehane & McCarthy, 2009).

In 2001, the World Health Organization 

(WHO) convened a meeting on treatment adher-

ence. Poor adherence to treatment of chronic dis-

eases was identified to be 50% in developed 

countries, with lower rates of adherence in devel-

oping countries (WHO, 2003). Although prevent-

able diseases are estimated to consume 70% of all 

medical care spending in the United States (Curry 

& Fitzgibbon, 2009), adherence to medical rec-

ommendations is poor across all chronic disease 

regimens, which further increases healthcare 

Adherence
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the treatment regimen, often in isolation. Although 

disease management programs have been devel-

oped by health maintenance organizations 

(HMOs), few programs have been implemented 

and critically evaluated to date. Healthcare profes-

sionals working within a managed care system 

often have little time to address the management of 

chronic illness and adherence to the recommended 

regimen (McWlliam, 2009; Golin, Smith, & Reif, 

2004; Miller, Hill, Kottke, & Ockene, 1997). Other 

findings suggest that healthcare professionals and 

agencies can make a difference in medical out-

comes by means of integrating multidisciplinary 

interventions specifically aimed at assisting 

patients with managing their chronic disease 

through education, self-management instruction, 

prevention, and outreach strategies (Barnestine-

Fonseca et al., 2011; McWilliam, 2009; Feachem, 

Sekhri, & White, 2002).

Literally hundreds of studies have examined 

adherence behavior, but unfortunately that 

research has not effected significant changes in 

behavior (Dunbar-Jacob & Schlenk, 2001; 

McDonald, Garg, & Haynes, 2002). Even in the 

1980s, health behavior researchers such as Conrad 

(1985) asserted that it was reasonable to assume 

that a patient with chronic illness attempts to self-

regulate in order to gain some control over some-

thing that is not always controllable. Rosenstock 

(1988) also noted that healthcare professionals 

should “encourage people to make informed deci-

sions, but decisions of their own choice” (p. 72). 

He added that healthcare professionals are not 

always right, and there is always the potential for 

untoward side effects from ordered treatment. 

These assertions have not changed over the years, 

and, in fact, we have made little progress even in 

our understanding of adherence behavior. 

Furthermore, we have not successfully imple-

mented interventions to ensure continuing adher-

ence with chronic regimens.

Adherence and Chronic Illness
The predominant pattern of illness has changed 

from acute to chronic as science and technol-

ogy have advanced. With that technology, treat-

ment regimens have become more complex. 

However, because of changes in managed 

health care, these complex regimens are imple-

mented with limited or no supervision as the 

patient and/or family caregivers carry out these 

prescribed regimens at home. Therefore, practi-

tioners must be concerned with the extent to 

which patients can implement the treatment 

plans they design, as well as the evaluation of 

the patient’s responses.

Patient responsibility for managing chronic 

conditions has increased, but there is concern about 

adherence as it relates to medical outcomes and eco-

nomic costs. For example, an individual who has 

insulin-dependent diabetes mellitus (IDDM) may 

have a computerized insulin pump and a blood-test-

ing device. This individual may, at some point, be a 

candidate for hemodialysis or renal transplantation 

because of complications. All of these treatment 

modalities require adherence behaviors to ensure 

maximal benefit and minimal harm to the patient. 

According to DiMatteo (2004), the average rate of 

nonadherence to treatment across all diseases is 

24.8%. If this rate was extrapolated to physician visits 

by individuals with diabetes, as many as 7.6 million 

visits would result in nonadherence.

The managed care environment has also had 

an impact on patient burden in chronic illness. 

Managed care’s influence on health care has been 

demonstrated by earlier hospital discharges, short-

ened office visits, and decreasing home health 

referrals. In addition, recent literature indicates that 

as many as 46% of healthcare professionals do not 

prescribe adequate therapy for their patients 

(Rhiner & von Gunten, 2010; McGlynn et al., 

2003). Therefore, patients and family members 

have had to shoulder more of the responsibility for 



description of techniques are also presented to 

provide a context for the behavioral changes that 

are required in treatment regimens. We will also 

present information on goals related to Healthy 

People 2020, as well as evidence-based guide-

lines and their relationship to adherence behav-

iors. Finally, interventions to improve adherence 

are presented, along with case studies to illus-

trate key strategies.

Chronic illness regimens can be exceed-

ingly complex, and resources to assist individu-

als with chronic illness are often limited. 

Therefore, it is important that the healthcare pro-

fessional understands the variables that affect the 

ability of the person to adhere to a regimen. To 

facilitate understanding, this chapter addresses 

factors that have an impact on adherence 

behavior. A discussion of the theories and a 

CASE STUDY

Mrs. W is a 74-year-old woman with a history of ischemic heart disease, hypertension, and 

hyperlipidemia. She comes in to the clinic for a routine physical exam. She presents with com-

plaints of shortness of breath on exertion that has been progressively getting worse over the 

last few months. During the physical exam you notice a weight gain of 15 pounds since her 

last annual physical exam and some swelling in her ankles. She informs you that her daughter 

who used to cook her meals moved out of state 3 months ago and she has had to eat out more 

often or eat frozen or canned meals that she buys at the grocery store. She also tells you that 

she and her daughter used to walk regularly every afternoon, but since her daughter left, she 

has not had the energy or motivation to go on her afternoon walks or to go out shopping. She 

also tells you she has not been sleeping well and finds herself crying uncontrollably and attri-

butes this to her missing her daughter so much.

After 3 months, Mrs. W returns for a follow-up visit. She seems to be happier and tells 

you that she is going out with a retired businessman who has helped her cope with her daugh-

ter leaving. She tells you she has stopped taking her antidepressants and the other pills that the 

doctor prescribed the last time she was at the clinic because she feels better and doesn’t think 

she needs them anymore. You also notice that she has not lost any weight and admits that she 

has not been exercising as much as she should.

Discussion QuestionsDiscussion Questions

1. Would you, the healthcare provider, label Mrs. W as nonadherent? Why or why not?

2. Suggest several lifestyle modifications that may benefit Mrs. W.

3. How might Mrs. W’s perspective of her illness differ from the perspective of her pro-

vider?

4. How can you, a healthcare provider, help Mrs. W to develop a course of action to which 

she is likely to adhere?

5. How would you suggest that Mrs. W’s boyfriend help with her recent health problems and 

new treatment regimens?

6. Suggest possible measures of adherence behaviors that you might use to assess Mrs. W’s 

adherence.
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recommendations: compliance, adherence, and 

therapeutic alliance. In his model, compliance is 

linked with coercion; adherence, to conformity; 

and a therapeutic alliance with provider–patient 

interactions to self-care. Misselbrook (1998) 

used the term concordance to indicate the part-

nership between practitioner and patient in 

achieving health outcomes. Medication adher-

ence has been divided into two main concepts: 

adherence and persistence. Adherence refers to 

the intensity of drug use during the duration of 

therapy, while persistence refers to overall dura-

tion (Bosworth, 2010).The literature reveals dif-

ferent schools of thought related to adherence. 

One school supports the notion that it is impos-

sible to ever have patients completely adhere to 

medical regimens. A contradictory school of 

thought suggests that it is possible, through edu-

cation or other means, to have patients adhere to 

their regimen requirements. These contrary 

schools of thought may be dependent on how a 

health plan was formulated (Dunbar, 1980). If a 

plan is formulated by a partnership between the 

patient and the healthcare professional, the pos-

sibility of the patient “adhering” to the plan 

increases. Adherence also implies a biopsycho-

social approach as it focuses on actual medica-

tion-taking behavior and its measurement, 

stresses the importance of the relationship 

between the patient and provider, and addresses 

the patient’s motivation, health beliefs, and hab-

its (Lehane  & McCarthy, 2009). Should the 

patient be expected to follow a plan created 

exclusively by the healthcare professional, with-

out input by the patient, then the patient may or 

may not “comply.” The WHO has adopted 

adherence as the term of choice and suggests 

that it is necessary to incorporate the agreement 

Definition of Terms and Historical 
Perspectives

Greene (2004) addresses the first use of terms 

related to patients following recommended treat-

ment regimens. He credits medical sociology and 

further describes the evolution of terms as well as 

the development of a discipline concerned with 

health behavior. There were a variety of labels 

associated with these behaviors, and patients were 

labeled as “uncooperative, noncompliant, poorly 

controlled, resistant, devious, incorrigible, irre-

sponsible, and careless” (Greene, 2004, p. 330). 

Early descriptions of patients having difficulty 

following treatment regimens reflected societal 

attitudes related to tuberculosis in patients who 

were poor and foreign born. Eventually, the terms 

used to describe behavior included compliance, 

adherence, and concordance.

In 1974 a group of scientists gathered in 

Canada to discuss compliance with therapeutic 

regimens (Greene, 2004). The term compliance 

was chosen after some careful debate (well 

described in the Greene essay). Compliance was 

used as an umbrella term for all behavior related 

to healthcare recommendations, particularly in 

light of the shift from acute to chronic disease 

seen in the last half of the 20th century.

Adherence and nonadherence are generally 

used as synonyms for the original terms compli-

ance and noncompliance. The term adherence 

has eventually been adopted instead of the term 

compliance on the global stage of healthcare 

delivery. An example of an interesting classic 

presentation in the meaning and use of these 

words was presented by Barofsky (1978), who 

proposed a continuum of self-care with three 

levels of patient response to healthcare 



follow recommendations for treatment and 

rehabilitation in diagnosed illnesses. She is nota-

ble in the history of treatment adherence as the 

first reviewer of literature in the field (Greene, 

2004).

It may be helpful, however, to consider 

adherence as more than self-care behaviors; 

rather, it is behavior that is often shared, because 

patients cannot always implement their medical 

regimens without the participation of others, 

even though the delineation of responsibilities is 

not always clear. Sackett and Haynes (1976) out-

lined three necessary ingredients before labeling 

a patient as noncompliant: 1) a correct diagnosis 

must be made, 2) the recommended treatment 

must be determined to be efficacious, and 3) the 

patient must be informed and willing. For exam-

ple, Greenley, Josie, and Drotar (2006) note that 

there are misunderstandings about the responsi-

bility for asthma treatment regimens in inner-

city children, and that this misunderstanding 

often leads to nonadherence. This is especially 

true when there is a change in the dependence/

independence status of the patient, as with the 

teenager who assumes greater responsibility for 

management of his or her healthcare regimen or 

the older adult who now requires more supervi-

sion and assistance by family members.

In the classic book Chronic Illness and the 

Quality of Life, Strauss and colleagues (1984) 

noted that family members often take on assist-

ing or controlling roles in influencing patients 

to adhere to medical regimens. Stephens, Rook, 

Frank, Khan, and Iida (2010) investigated both 

the negative and positive strategies spouses used 

to urge patients with type II diabetes to improve 

dietary adherence. Findings showed that cau-

tioning the patient about the consequences of 

of the patient with the prescribed treatment plan 

(McWilliam, 2009; WHO, 2003).

Creer and Levstek (1996) as well as Dunbar-

Jacob (1993) questioned the extent to which we 

“blame the patient” for their adherence behavior. 

Part of the responsibility, they assert, belongs to 

healthcare professionals, and there are instances 

when nonadherence is wise, given the regimen. 

Trostle (1997) argued that there is too much 

emphasis placed on the authority physicians have 

in recommending healthcare regimens. He further 

asserted that nonadherence is viewed as “noncon-

formity with medical advice” (p. 116) and sug-

gested that we look broadly at the behaviors that 

are being engaged in by patients within the con-

text of their illness. He also cautioned that 

attempts to motivate patients to comply could be 

considered coercive and manipulative. In any 

event, healthcare professionals often make deci-

sions about the effectiveness of treatments without 

knowing whether the patient is actually following 

the treatment or in agreement with their health-

care professional (McWilliam, 2009; Rand, 2004).

In order to provide efficacious treatment of 

chronic disease, healthcare professionals face 

two challenges. First, we must ascertain whether 

patients are following the regimen, and secondly 

we must find effective ways of helping patients 

to overcome barriers in carrying out complex 

regimens.

Components of Adherence

The relevance of adherence to the total wellness–

illness continuum was first described by Marston, 

a nurse, in 1970. Marston considered adherence 

to be self-care behaviors that individuals under-

take to promote health, to prevent illness, or to 
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2006). Models for understanding individual 

health behavior can only be useful if they are 

based on empirical research and can then be 

used to create effective interventions. This 

relates to the current mandate for translational 

research and evidence-based practice. Brief 

reviews of behavioral models that are currently 

used are presented here.

Health Belief Model

The health belief model (HBM), developed by 

Hochman and colleagues (as cited in Rosenstock, 

1974), was devised to explain health-related 

behaviors, especially preventive health behaviors, 

and contains a cluster of pertinent beliefs and atti-

tudes (Becker & Maiman, 1975). The model was 

modified to include general health motivation 

(Becker, 1976) and was again modified to include 

sick-role behaviors. The HBM’s major proposi-

tion is that the likelihood of an individual taking 

recommended health actions is based on 1) the 

perceived severity of the illness, 2) the individu-

al’s estimate of the likelihood that a specific 

action will reduce the threat, and 3) perceived bar-

riers to following recommendations. The HBM is 

still used frequently to explain the relationships of 

attitudes and behaviors to adherence behavior, 

specifically in relation to perceived susceptibility, 

perceived severity, and perceived barriers (McCall 

& Ginis, 2004; Rodríguez-Reimann, Nicassio, 

Reimann, Gallegos, & Olmedo, 2004; Wutoh et 

al., 2005).

Health Promotion Model

A nursing model that evolved from the HBM is 

the health promotion model (HPM) (Pender, 

1996; Pender, Murdaugh, & Parsons, 2001). 

Pender conceptualizes health as a goal and 

eating an inadequate diet was associated with 

poorer adherence, and encouragement to select 

healthier food choices was associated with bet-

ter adherence. A follow-up study of how couples 

managed chronic disease revealed that coordi-

nation and collaboration between the couple 

were necessary to carry out the work of the 

medical regimen (Corbin & Strauss, 1985). 

More recent work in the field of HIV describes 

the role that family caregivers provide in the 

complex regimen (Beals, Wight, Aneshensel, 

Murphy, & Miller-Martinez, 2006). Likewise, 

family support in adolescents suffering from 

asthma was positively associated with asthma 

control and improved quality of life (Rhee, 

Belyea, & Brasch, 2010). A review by Knafl and 

Gilliss (2002) concludes that nursing needs to 

be more involved with family interventions for 

chronic illness management. Given that shared 

responsibility exists, it seems reasonable to con-

clude that adherence-increasing strategies 

should be directed toward all those involved in 

the regimen, and that there may be a need for 

discussing the division of responsibility among 

family members.

Theoretical Underpinnings for 
Adherence Behavior

Theoretical frameworks and conceptual mod-

els provide direction for healthcare profession-

als by guiding the assessment and providing 

structure for the interaction between patient 

and provider. At this point in time, the empha-

sis is on translation of theories and models to 

effective practice interventions. Although an 

extensive library devoted to adherence behav-

ior exists, few studies support strategies to 

improve adherence (DiMatteo & Haskard, 



conducted primarily on individuals with 

asymptomatic illnesses (Baumann, Cameron, 

Zimmerman, & Leventhal, 1989; Meyer, 

Leventhal, & Gutmann, 1985).

In brief, an individual’s processing of ill-

ness-related events is dependent on four dimen-

sions: cause (what was responsible for the 

illness), consequences (how things will change 

because of the illness), identity (being able to 

identify the illness), and time line (the course of 

the illness). In 1987, Leventhal and colleagues 

identified a feedback mechanism to a behavioral 

model and called it the Self-Regulation Theory. 

The dimension of control–cure was examined as 

part of the illness representation. These two 

models are now combined into one model known 

as the Common Sense Model of Self-Regulation 

(Leventhal, Brisette, & Leventhal, 2003). Recent 

studies using this model have shown that beliefs 

about illness affect coping (Gould, 2011; Kelly, 

Sereika, Battista, & Brown, 2007; Ohm & 

Aaronson, 2006; Quinn, 2005; Searle, Norman, 

Thompson, & Vedhara, 2007).

believes that only the desire to be healthy leads to 

engagement of health promotion activities. Pender 

organized the concepts under the framework of 

individual characteristics and experiences, behav-

ior-specific cognitions and affect, and behavioral 

outcomes. The Health-Promoting Lifestyle Profile 

is an instrument that assesses health promotion 

behaviors, and has been translated and validated 

in Spanish as well as English (Walker, Sechrist, & 

Pender, 1987). Recent studies using this model 

have found that income and education negatively 

impact involvement in health promotion activities 

(Chilton, Hu, & Wallace, 2006; Lee, Santacroce, 

& Sadler, 2007).

Common Sense Model of Self-Regulation

The Common Sense Model of Self-Regulation 

was developed from two prior models. One of 

them, the Common Sense model, was devel-

oped by Leventhal, Meyer, and Nerenz in 1980 

to explain how individuals process illness-

related events and how this shapes coping and 

adherence. Early studies using this model were 

CASE STUDY

Mr. W is a 58-year-old African American college history professor with type II diabetes. He 

was diagnosed with diabetes 3 years ago and had lost weight and started an exercise program. 

During the last year, he has gained weight back and is no longer exercising daily. He admits to 

you that with some changes at work, he is extremely stressed. He starts every evening with a 

martini, relaxes after his long day, and then has a big dinner. His blood sugars are out of con-

trol and you are concerned that he will have to start insulin injections.

Discussion QuestionsDiscussion Questions

1. Would you, the healthcare provider, label Mr. W as nonadherent? Why or why not?

2. Suggest several lifestyle modifications that may benefit Mr. W.

3. How might Mr. W’s perspective of his illness differ from that of his provider?
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variety of self-management strategies with which to 

cope with illness. The additional component of self-

efficacy, defined as the patient’s expectations or confi-

dence in his or her ability to perform a recommended 

action, has also promoted research to test efficacy-

enhancing strategies important in health beha-

vior change. Self-efficacy has been found to be an 

important predictor of self-management behaviors 

useful in the treatment of AIDS (Johnson et al., 

2006), cancer (Eiser, Hill, & Blacklay, 2000), car-

diac disease (Hiltunen et al., 2005), depression 

(Harrington et al., 2000), and diabetes (Ott, 

Greening, Palardy, Holderby, & DeBell, 2000).

Transtheoretical Model of Change (Stages 
of Change)

The stages of change, or transtheoretical model, 

which was developed by Prochaska and 

DiClemente (1983), is an eclectic model that 

aims to examine and predict the process of 

change. This model contains three constructs: 

the stages of change, processes of change, and 

levels of change. The model’s underlying prem-

ise proposes that people are at different stages in 

their intentional desire to adopt certain health 

behaviors with or without assistance. It also 

proposes that interventions should be matched 

to each categorical stage of change. Although 

presented hierarchically, the process of change 

is considered to be a spiral with relapse from a 

healthy behavior placing an individual in a posi-

tion to move backward toward contemplation of 

the healthy behavior. The model also incorpo-

rates self-efficacy and decision making as key 

factors in the process of change, but these fac-

tors have an impact at different stages of change. 

The stages include the following:

• Pre-contemplation: no intention of chang-

ing behavior

The Theory of Reasoned Action and the 
Theories of Planned Behavior

The theory of reasoned action (Fishbein & 

Ajzen, 1975) and the theory of planned behavior 

(Ajzen, 1985) have intention as a main compo-

nent. Individuals engage in health behaviors, 

intentionally, based on attitudes toward a behav-

ior and social influence. The theory of planned 

behavior adds a component to the model, called 

“perceived behavioral control,” which captures 

the extent to which a person has control over any 

given behavior. Both of these theories have been 

useful in the examination of preventive behav-

iors, such as engaging in exercise programs 

(Martin, Oliver, & McCaughtry, 2007; Norman 

& Connor, 2005), condom use (Gredig, 

Nideroest, & Parpan-Blaser, 2006), and binge 

drinking (Norman, Armitage, & Quigley, 2007), 

where intention has been found to be an impor-

tant component of engaging in the desired 

behavior. Such theories have proven to be valu-

able in comprehending physical activity in 

chronic illness regimens (Eng & Martin Ginis, 

2007).

Cognitive Social Learning Theory

Cognitive social learning theory attempts to predict 

behavior that is dictated by outcome and efficacy 

expectancies. This theory combines environment, 

cognition, and emotion in the understanding of health 

behavior change (Bandura, 2004). Three necessary 

prerequisites to altering health behavior are the recog-

nition that a lifestyle component can be harmful, the 

recognition that a change in behavior would be bene-

ficial, and the recognition that one has the ability to 

adopt a new behavior (self-efficacy) (Schwarzer, 

1992). To effect any change then, each individual 

must be able to self-monitor and self-regulate health 

behavior. This aspect of self-regulation has led to a 



For the patient with chronic illness, failure 

to adhere can result in increased disease com-

plications, increased hospitalizations, and 

greater treatment costs, as well as disruptions in 

lifestyle, family dynamics, and coping skills. 

Although ascertaining the true picture of nonad-

herence in chronic illness is difficult, the con-

sistency with which poor adherence rates are 

reported indicates that nonadherence is a major 

problem in health care. Several studies indicate 

that adherence rates in chronic illness are 

approximately 50% (Dunbar-Jacob et al., 2000; 

Haynes, McDonald, Garg, & Montague, 2002; 

WHO, 2003), with ranges in nonadherence rates 

estimated to be 20–40% for acute illness, 

20–60% for chronic illness, and an incredible 

50–80% for preventive regimens (Bosworth, 

2010). In the United States, medication adher-

ence to antihypertensive medications is 51% 

(Graves, 2000). This problem is not limited to 

the United States. In developing countries, it is 

estimated that rates of adherence to antihyper-

tensive medications are less than 50% (van der 

Sande et al., 2000). 

Different definitions of adherence have con-

tributed to difficulties in comparing studies of par-

ticular disease groups, and make it impossible to 

generalize to studies highlighting other diseases. 

Adherence studies are typically disease-specific; 

that is, the study population is defined by the pres-

ence of a specific disease. However, more recent 

reviews of adherence behaviors in persons with 

chronic illness indicate that the nature and extent 

of adherence problems are similar across diseases, 

across regimens, and across age groups (Vermeire, 

Hearnshaw, Van Royen, & Denekens, 2001). A 

review of studies examining medication adherence 

reported rates as low as 50%, with some differ-

ences in rates seen between settings and measure-

ment methods (Dunbar-Jacob et al., 2000).

• Contemplation: considering future action

• Pre-action: have a timetable for action

• Action: involved in behavior change

• Maintenance: after change is adopted; 

relapse is a possibility

The stage model of health behavior was 

initially applied to the treatment of addictive 

behaviors. Currently, other research on behav-

ioral change for chronic illness has embraced 

this model. Clinical interventions have been 

proposed at each stage. The use of motivational 

interviewing has been examined for use in mov-

ing patients to an action phase of readiness 

(Jackson, Asimakopoulou, & Scammell, 2007; 

Johnson et al., 2007), although critics warn that 

there is no theoretical link between motivational 

interviewing and the transtheoretical model.

In summary, there are many models that 

have been used to study adherence behavior in 

chronic illness. It is important to have a theoret-

ical basis for proposed interventions; however, 

more work needs to be accomplished to evaluate 

the effectiveness of theory-based strategies.

Prevalence of Nonadherence

Individuals with chronic medical conditions 

face a variety of stressful life circumstances 

involving a range of adaptation demands. 

Individuals with chronic illness must deal with 

a loss of independence, the threat of disease 

progression, and the challenge of modifying 

their behavior to meet the demands of a pre-

scribed regimen. Lifestyle modifications may 

become necessary and include, but are not lim-

ited to, dietary changes, use of medications, 

and change in physical activity. Adherence to 

these modifications has substantial implica-

tions for treatment success and decreased dis-

ease progression.
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Rogers, 1998; McCann & Lu, 2009), diabetes 

mellitus—47% (Mason, Matsayuma, & Jue, 

1995); hypertension—30–47% (Mounier-Vehier 

et al., 1998; Le et al., 1996); tuberculosis—39% 

(Ailinger, Martyn, Lasus, & Garcia, 2010); isch-

emic heart disease—38–45% (Carney et al., 

1998; Straka, Fish, Benson, & Suh, 1997); and 

use of inhaled corticosteroids in asthma— 

44–72%, with only 13% continuing to fill pre-

scriptions after 1 year (Borrelli, Reikert, 

Weinstein, & Rathier, 2007). These nonadher-

ence behaviors were nonetheless significantly 

associated with poor control of symptoms.

Other methods for measuring medication 

adherence (drug-dosing recall, pill counts, self-

report surveys, and pharmacy refills) have been 

used and have indicated similar rates of adherence 

(DiMatteo, 2004; Dunbar-Jacob, Schlenk, & 

Caruthers, 2002). In a study using subjects with 

chronic pain, paper diaries and electronic diaries 

were compared. The electronic diaries offered a 

time-stamped variation on the paper diary and 

outperformed the latter with regard to adherence 

of use by the subject (Stone, Shiffman, Schwartz, 

Broderick, & Hufford, 2003).

Forty-eight percent of patients with tuber-

culosis were reported as having defaulted on 

their recommended medication prescriptions 

(Pablos-Mendez, Knirsch, Barr, Lerner, & 

Frieden, 1997). Treatment nonadherence follow-

ing renal transplantation is associated with loss 

of the graft. In addition, a history of poor adher-

ence prior to transplantation has also been asso-

ciated with graft loss (Butler, Roderick, Mullee, 

Mason, & Peveler, 2004; Marcén &Teruel 

Briones, 2011). Self-reported medication non-

adherence among renal transplant recipients 

ranged between 13% and 36% (Greenstein & 

Siegal, 1998; Hilbrands, Hoitsma, & Koene, 

Medication adherence is one category of 

research that spans a variety of diseases. 

Unfortunately there is no gold standard to mea-

sure medication adherence, and current evi-

dence suggests the use of several strategies 

besides disease outcomes to capture treatment 

adherence to medication (Krapek et al., 2004; 

Wagner & Rabkin, 2000; Wendel et al., 2001). 

Furthermore, polypharmacy in chronic disor-

ders adds an additional variable in observing 

and measuring medication adherence (Vik, 

Maxwell, & Hogan, 2004). Despite the complex 

issues contributing to medication adherence, it 

has been posited that greater health benefits 

worldwide would be realized with improved 

adherence to existing treatments than with the 

development of new medical treatments 

(Bosworth, 2010).

Electronic monitors have been used to 

assess medication adherence in many recent 

studies. Studies of treatment adherence in HIV 

populations have used both self-report, diaries, 

and medication event monitors (MEMs). Not 

specific to HIV populations, electronic monitor-

ing typically provides lower estimates of adher-

ence than self-report data (Wagner & Rabkin, 

2000). In a study of individuals with ankylosing 

spondylitis, only 22% adhered strictly to pre-

scribed medication (de Klerk & van der Linden, 

1996). Although adherence rates were not as 

low among patients with rheumatoid arthritis—

consistently below 50% (Elliott, 2008), epi-

lepsy—34% (Cramer, Vachon, Desforges, & 

Sussman, 1995); major depression—51% upon 

initiation, 42% upon continuation/follow-up 

(Akincigil et al., 2007),  (Carney, Freedland, 

Eisen, Rich, & Jaffe, 1995; Demyttenaere, Van 

Ganse, Gregoire, Gaens, & Mesters, 1998); 

schizophrenia— less than 55% (Duncan & 



factors, and health beliefs (Dunbar-Jacob et al., 

2002). Ethnicity was addressed in a review by 

Schlenk and Dunbar-Jacob (1996) and by Joshi 

(1998), indicating that more research is needed in 

this area. More recent literature has examined 

ethnicity as an influence in adherence with diag-

nostic testing (Cook et al., 2010; Strzelczyk & 

Dignan, 2002). Strzelczyk and Dignan (2002) 

reported that African American women were 

more likely to be nonadherent with mammogra-

phy screening. Conversely, Cook and colleagues 

(2010) reported that Latino and African American 

women were 2 and 1.45 times more likely to 

receive Pap smear screening, respectively when 

compared to Caucasians. With respect to reten-

tion in clinical trials, African American subjects 

were more likely to drop out of participation in a 

rheumatoid arthritis treatment adherence study 

than Caucasians (Dunbar-Jacob et al., 2004). An 

interesting study by Taira  and colleagues (2007) 

examined predictors of medication adherence 

among Asian American subgroups in Hawaii and 

found that Filipino, Korean, and Hawaiian 

patients were less likely to adhere than Japanese 

patients. More research is needed to examine 

strategies among various ethnic groups to 

increase adherence behavior.

Because of the many inconsistencies in 

studies that examine age and adherence behav-

ior, no overall statement can be made. According 

to Barnestein-Fonseca and colleagues (2011), 

there may be a variety of factors that interfere 

with the ability of the older adult to adhere to 

medical instruction. It is important to rule out 

cognitive changes, which may occur with aging, 

versus the busy lifestyle barriers that pertain to 

the middle-aged adult. In a study by Hinkin  and 

colleagues  (2004), HIV patients who were mid-

dle aged were less adherent than older patients. 

1995), whereas heart transplant recipients 

showed nonadherence rates of up to 37% (Grady 

et al., 1996). Among liver transplant patients 

nonadherence to immunosuppressive drugs 

ranges between 15% and 40% while nonadher-

ence to clinical appointments is in the range of 

3–45% (Burra et al., 2011). Although persons 

with life-threatening disorders may adhere 

somewhat better than other patients, researchers 

suggest that even moderate alterations in their 

treatment have a significant clinical impact (de 

Geest, Abraham, & Dunbar-Jacob, 1996; Dew et 

al., 2007).

ISSUES RELATED TO EXAMINING 
ADHERENCE BEHAVIOR  

Studies have demonstrated that large numbers 

of individuals do not follow healthcare recom-

mendations completely. Although nonadherence 

is increasingly recognized as a problem, there is 

no consensus about appropriate or effective 

methods to increase adherence. Some of the dif-

ficulty lies in the inadequacies of research on 

adherence, some lies in differing role expecta-

tions of patients and providers, and some relates 

to conflict in values. As healthcare professionals 

prescribe, teach, and counsel patients about 

medical regimens, they must be cautious in 

making assumptions about adherence behaviors 

in a given situation before imposing any spe-

cific strategy on the patient.

Individual Characteristics

Several patient characteristics that influence 

adherence have been examined. These include 

demographic factors, psychological factors, 

social support, past health behavior, somatic 
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with asthma who received social support from 

family and friends (Sin, Kang, & Weaver, 2005) 

and in patients with HIV (Gonzalez et al., 

2004). In contrast, other studies have found that 

social support has no impact on adherence 

(Sunil & McGehee, 2007).

Prior Health Behavior

It has been suggested that adherence to a partic-

ular healthcare regimen at a single point in time 

may predict subsequent adherence (Dunbar-

Jacob et al., 1997). In the 10-year study of the 

Lipid Research Clinics Coronary Primary 

Prevention Trial, initial medication adherence 

accurately predicted adherence throughout the 

study; however, this did not extend to other 

health behaviors. In general, it was found that 

the more similar the initial behaviors were to the 

behaviors that need to be predicated, the greater 

the likelihood of accuracy (Dunbar-Jacob et al., 

1997). In a study examining HIV treatment 

adherence, attending clinic appointments was 

associated with medication treatment adherence 

(Wagner, 2003).

Somatic Factors

It has been postulated that the presence of 

symptoms may lead to greater adherence with 

medical recommendations. For example, hyper-

tensive individuals who are asymptomatic indi-

cated that they could tell when their blood 

pressure was high and adhered with treatment at 

these times because of their belief that adher-

ence relieved the symptoms (Meyer et al., 

1985). In another study, of individuals with lung 

disease, increased dyspnea predicted greater 

adherence with nebulizer therapy (Turner, 

For children, there are specific issues of adher-

ence related to age that are associated with 

developmental stages rather than chronologic 

age. However, in general, developmental issues 

have not been well addressed in the adherence 

literature (Dunbar-Jacob et al., 2000).

Psychological Factors

Intuitively, healthcare professionals believe that 

psychological factors may affect adherence 

behavior. Many studies support the premise that 

depression is related to poor adherence. 

DiMatteo, Lepper, and Croghan (2000) com-

pleted a meta-analysis examining the relation-

ship between depression and adherence and 

found that depressed patients were at a threefold 

risk for nonadherence. Depression has also been 

linked to mortality in patients not following 

medical recommendations in acute coronary 

syndromes (Kronish et al., 2006), and HIV 

(Lima et al., 2007). It may be helpful to treat 

depression in patients at risk for nonadherence 

(Berg, Nyamathi, Christiani, Morisky, & Leake, 

2005). Other psychological factors, such as 

ambiguity, hostility, and general emotional dis-

tress, as single factors, are not predictive of 

adherence behavior but may, in fact, be compo-

nents of motivation (Dunbar-Jacob, Schlenk, 

Burke, & Mathews, 1997).

Social Support

Social support is a variable that has frequently 

been explored in adherence studies. However, 

social support has not been demonstrated to 

consistently have an impact on adherence 

behavior. In some cases social support increases 

adherence behavior, such as in pediatric patients 



2002; Waldrop-Valverde, Jones, Gould, Kumar, 

& Ownby, 2010).

Economic Factors

Poverty, poor English-language proficiency, and 

limited access to health care are predictors of 

nonadherence (Gonzalez, 1990). The burdens of 

financial costs alone may serve as a barrier to 

obtaining healthcare services, supplies, or medi-

cations needed to manage chronic illness. 

Another major barrier to adherence is a lack of 

resources, including inadequate or diff icult 

transportation, inadequate availability of child-

care, loss of time from low-paying jobs, and lit-

tle job security. Socioeconomic status has 

recently been associated with poor adherence in 

individuals using hormone-replacement therapy. 

This needs to be examined further with other 

studies of adherence (Finley, Gregg, Solomon, 

& Gay, 2001). Health literacy may also contrib-

ute to problems in managing chronic illness 

regimens. In some studies, limited health liter-

acy has been associated with poor adherence to 

antiretroviral medications (Waldrop-Valverde et 

al., 2010;Wolf et al., 2007) and with better 

adherence to other HIV medications (Paasche-

Orlow et al., 2006).

Some barriers to adherence are clearly 

related to an ineffective healthcare system for 

chronic disease management. For example, 

some individuals with chronic disease who 

come to emergency departments for nonurgent 

care have limited access to primary care ser-

vices that are more appropriate for chronic dis-

ease management (Mansour, Lanphear, & 

DeWitt, 2000). There is decreased availability 

of primary care services, particularly in inner 

Wright, Mendella, Anthonisen, & IPPB Study 

Group, 1995). A more recent study found that 

lack of symptoms was a barrier to adherence 

with inhaled corticosteroids (Ulrik et al., 2006).

Conversely, increased HIV symptom experience 

was associated with decreased medication 

adherence as patients’ belief in the efficacy of 

the medication waned in the face of continued 

symptomatology (Cooper, 2009). Patients who 

are severely ill with serious illnesses have also 

presented with poorer treatment adherence, as 

relationships with care providers decline in the 

face of worsening health. These patients may 

become depressed, pessimistic, socially with-

drawn, and hopeless or ambivalent about surviv-

ing, making adherence seem futile (DiMatteo, 

Haskard, &Williams, 2007). Illness-related 

symptoms may be an important cue to following 

treatment recommendations.

Regimen Characteristics

Regimen type and regimen complexity have 

been linked to adherence behavior, with com-

plexity being a more important factor (Dunbar-

Jacob, Burke, & Puczynski, 1995). Complexity 

includes multiple medications, frequent treat-

ments, a variety of treatments (e.g., diet, exer-

cise, and medications), duration of the regimen, 

a complicated treatment delivery system, as 

well as irritating side effects (Chesney, 2003; 

Lemanek, 1990). An early review of the litera-

ture (Wing, Epstein, Nowal, & Lamparski, 

1986) substantiated that complicated regimens 

lead to low adherence rates. This effect has also 

been well documented in the HIV literature 

where patients have extremely complex medica-

tion regimens (Chesney, 2003; Hinkin et al., 
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also been described as seeking health care late, 

if at all, and then using folk healers and medica-

tions for illness (Talamantes, Lawler, & Espino, 

1995; Zuckerman, Guerra, Dorssman, Foland, 

& Gregory, 1996). Some of the delay in health-

care utilization relates to insurance issues, lan-

guage barriers, and immigration status.

Asian immigrants may have diff iculty 

accepting and actively engaging in regimen 

demands. Chinese immigrants were found to 

have ineffective self-care and coping strategies 

with diabetes in a study by Jaynes and Rankin 

(2001). Similarly, in a study by Im and Meleis 

(1999), Korean women ignored the symptoms of 

menopause until symptoms became intolerable.

It will become increasingly important for 

healthcare professionals to interpret the effect 

of culture and ethnicity on adherence behavior. 

One of the issues that confounds the link 

between health behavior and culture is socio-

economic status. There is a need to distinguish 

if poor adherence is related to ethnicity, cultural, 

or socioeconomic factors, as opposed to the 

interaction of these factors.

Patient–Provider Interactions

Of all of the variables associated with nonadher-

ence, patient–provider interactions have been 

highlighted as being extremely important since 

2000. In 1993, in an editorial in the journal Health 

Psychology, Dunbar-Jacob asked if it was time to 

share the blame. Previously, the focus of adher-

ence research and practice only examined patient 

characteristics. In the results from the medical 

outcomes study, DiMatteo and colleagues (1993) 

found that patient satisfaction in encounters with 

healthcare providers may impact health behavior. 

A few years later, the American Heart Association 

cities and rural areas, to groups such as migrant 

workers, new immigrants, the homeless, and 

those with AIDS. In addition, the maze of gov-

ernmental and third-party payers’ policies and 

regulations often deny provider reimbursement 

for preventive or educational services, making 

these services less available to patients.

Cultural Factors

More attention is being given to the ways in 

which culture influences health behaviors and 

the interactions of patients with healthcare pro-

viders. Cultural influences affect the way adults 

and children experience, interpret, and respond 

to illness and its treatment.

Because of the changing demographics and 

the influx of immigrants into the United States, 

studies examining the behaviors of different cul-

tural groups have begun to appear in the litera-

ture. Some of these studies explore the 

dimension of being a minority group with a 

health problem. For example, minority status 

has been associated with lower asthma medica-

tion adherence. Minorities were found to have 

lower adherence and a higher prevalence of neg-

ative asthma medication beliefs than Cauca-

sians. Tests of medication suggested that such 

negative medication beliefs partially mediated 

the relationship between minority status and 

adherence (Le et al., 2008). Language issues 

affect the utilization of health care and the abil-

ity to form relationships with healthcare profes-

sionals. Different cultural norms may also 

interfere with adherence behaviors. For exam-

ple, in Latino families, the stigma of having 

tuberculosis may be a factor in poor adherence 

to taking medication (Cabrera, Morisky, & 

Chin, 2002; Hovell et al., 2003). Latinos have 



Four phases of treatment adherence have been 

identified: contemplating, initiating, maintaining, 

and sustaining long-term behavior, with each 

phase having different barriers and facilitators 

(Bosworth, 2010). Discrepancies between a 

patient’s stage of treatment adherence and a pro-

vider’s intervention may yield nonadherence due 

to a patient’s lack of readiness for the intervention.

Motivational interviewing is a “client-cen-

tered, directive style for enhancing intrinsic moti-

vation to change by exploring and resolving 

ambivalence” (Miller & Rollnick, 2002, as cited 

in Lane & Rollnick, 2009, p. 154). Through the 

utilization of four core principles, practitioners 

can harness the spirit of motivational interview-

ing and guide patients toward greater self-moti-

vated change: expressed empathy, rolling with 

resistance, supporting self-efficacy, and develop-

ing discrepancy (the latter, meaning to discover 

how one’s personal values are at odds with cur-

rent behavior through careful listening). Through 

the use of open-ended questions, summarizing, 

reflective listening directed toward empathy and 

eliciting “change talk,” practitioners can gain an 

understanding of the importance of change to a 

patient, and the conf idence the patient has

in effecting such change (Rollnick, Butler, 

Kinnersley, Gregory, & Mash, 2010). Motiva-

tional interviewing was originally developed 

for the treatment of addictions (Levensky, 

Forcehimes, O’Donohue, & Beitz, 2007), but has 

been modified for use in different contexts, 

including adaptation to the healthcare setting, 

sometimes termed “behavior change counseling” 

(Lane & Rollnick, 2009). This technique, whe-

ther termed motivational interviewing or behav-

ior change counseling, has been used effectively 

toward better treatment adherence through 

addressed the “multilevel compliance challenge” 

(Miller et al., 1997), referring to the contributions 

of the patient, provider, and the healthcare sys-

tem. More recent studies have focused on the 

relationship between provider and patient as a 

way of encouraging health behavior change 

(Beach, Keruly, & Moore, 2006; O’Malley, 

Sheppard, Schwartz, & Mandelblatt, 2004). 

Importantly, self-management topics arise in pri-

mary care consultations infrequently, as maintain-

ing the self-other relationship reign as a prime 

objective for both patients and professionals 

(Blakeman, Bower, Reeves, & Chew-Graham 

2010). The introduction of self-management top-

ics threaten this process, highlighting an impor-

tant tension that underpins care. Strategies such 

as motivational interviewing have been used suc-

cessfully by healthcare professionals who are 

advocating health behavior change (Carels et al., 

2007; Cook, Emiliozzi, & McCabe, 2007). 

Ockene, Hayman, Pasternak, Schron, and 

Dunbar-Jacob (2002) detail specific strategies 

that healthcare providers should use in counseling 

patients, including:

• Simplify the regimen.

• Tailor the regimen to each individual patient.

• Ask about adherence behavior at every 

encounter.

• Review patient’s medication containers, 

noting renewal dates.

• Involve the patient in designing the treat-

ment plan.

• Provide clear instructions (written and ver-

bal).

• Use behavioral strategies (reminder systems, 

cues, self-monitoring, feedback, and rein-

forcement).

Issues Related to Examining Adherence Behavior 221



222 CHAPTER 9 / Adherence

places future health at risk. For example, 

patients express more concerns about prevent-

ing hypoglycemic reactions than about manag-

ing higher than normal blood glucose levels. 

Providers, on the other hand, express more con-

cern about the importance of achieving close to 

normal blood glucose levels because of their 

perceptions of serious long-term consequences 

if control of blood glucose levels is not achieved 

(Anderson, 1985).

Ethics and Adherence Behavior

Adherence to recommendations for health 

behavior is an increasingly important ethical 

issue in healthcare cost containment, because 

conflicts arise when healthcare resources are 

limited and decisions about the best use of time, 

money, and the energy of providers must be 

made. However, economic and ethical issues in 

adherence differ. Whereas economic issues are 

concerned with the most efficient distribution 

of resources, ethical issues are concerned with 

the most equitable distribution (Barry, 1982). 

Connelly (1984) believes that strategies that 

promote and improve a patient’s active and 

effective self-care are both ethically and eco-

nomically significant.

There is also concern about providing 

resources to help those with chronic disorders in 

developing countries, where treatment nonadher-

ence is so high (WHO, 2003). Ethical issues cen-

ter on reciprocal rights and responsibilities of 

caregivers and patients, use of paternalism and 

coercion by caregivers, autonomy of the patient, 

relative risks and benefits of proposed regimens, 

and the costs to society of nonadherence. Again, 

the focus upon the patients’ active participation 

with their healthcare providers appears to also 

raise ethical concerns (Bernardini, 2004; Rand & 

improving body mass index, cholesterol, and sys-

tolic blood pressure (Lane & Rollnick, 2009); 

hypertension, diet and exercise regimens, and 

smoking cessation (Anshel & Kang, 2008; 

Levensky et al 2007); asthma medication adher-

ence (Borelli, Riekert, Weinstein, & Rathier, 

2007); and weight loss in diabetic women (West, 

DiLillo, Bursac, Gore, & Greene, 2007).

Perspectives of Patients and Healthcare 
Professionals

Patients and providers are likely to have different 

perspectives on chronic illness, its treatment, and 

the relative merits of adherence behavior. The 

patient lives with the disease, and treatment is 

only one aspect of that individual’s life. Living 

with treatment consequences is vastly different 

from offering advice, counsel, education, or 

exhortation about healthcare recommendations. 

Patients ask for help from healthcare profession-

als because they feel ill, they are worried, they are 

responding to others’ recommendations, they 

need evidence to validate claims for entitlement 

benefits, and so forth. Providers, on the other 

hand, are concerned about adherence, which may 

be seen as the desired outcome of the patient–

provider interaction (Anderson, 1985).

Anderson (1985) identif ies two ways in 

which the patient’s perspectives on chronic ill-

ness—in this case, diabetes mellitus—differ 

from those of healthcare providers. First, there 

is a relative difference in understanding the 

treatment regimen, not just on the level of speci-

f icity, rationale, and consequences, but also 

with respect to the sources of problems. Patients 

may see treatment as part of the problem of hav-

ing diabetes, whereas providers see treatment as 

a solution. Second, patients are more concerned 

about the “here and now” experience, in con-

trast to providers’ concern over a problem that 



then we must decide how to analyze those 

behaviors. Adherence behaviors can be assessed 

in many ways. Unfortunately, there is no “gold 

standard” for measuring adherence, and each 

measurement is prone to some error, usually 

consisting of a bias toward an overestimation of 

adherence (Dunbar-Jacob et al., 2002; Burke & 

Dunbar-Jacob, 1995). However, using a combi-

nation of methods to measure a specific adher-

ence behavior is recommended to increase 

accuracy and reliability of the results, compared 

with a single method of measurement (WHO, 

2003). An assessment of the patient’s overall 

well-being and psychological structure is also 

essential to a better understanding of his or her 

adherence behaviors.

A systematic assessment of the patient 

should include the patient’s family, sociocultural 

and economic factors, knowledge level, beliefs, 

attitudes, and current understanding of the pro-

posed regimen. Attention should also be given 

to the patient’s perceptions of the illness threat, 

the eff icacy of recommendations, and the 

patient’s ability to carry these out.

Enhancing adherence behaviors is not as 

simple as telling patients what to do and then 

telling them again when the desired effect is not 

achieved. In studying adherence, it is necessary 

to understand that it is not the length of their life 

that is of concern to many people with chronic 

illness, but their perception that the recom-

mended behavior change will be worth the 

effort (Rapley, 1997). Understanding and 

respecting the social, cultural, and psychologi-

cal factors that influence adherence behaviors 

may enhance efforts to manage the problem of 

nonadherence.

There should be a determination of the 

“rightness” of the prescriptions for the particu-

lar patient, including an estimation of the 

Sevick, 2000). This raises the question of whether 

health care directed solely by the practitioner 

without input by the patient is ethical and whether 

nonadherence should rest upon the shoulders of 

only the patient.

INTERVENTIONS TO ENHANCE 
ADHERENCE BEHAVIOR  

The complexity of the variables associated with 

nonadherence should not deter the healthcare 

professional from working with the patient to 

achieve maximum possible integration of opti-

mal health recommendations. To accomplish 

maximum adherence, those who use adherence-

increasing strategies have a responsibility to 

ensure the patient’s safety and comprehension. 

For the nurse, often working as liaison between 

patient and physician, communicating with 

either or both is often necessary before matters 

are sufficiently clear to select and begin specific 

adherence-increasing strategies. The WHO 

(2003) has suggested adopting the use of the five 

“As” in an effort to assist patients with self-man-

agement aspects to their chronic disease, such as 

treatment adherence. The five “As” include: 

assess, advise, agree, assist, and arrange (Locke 

& Latham, 2002). The interventions suggested in 

this chapter are adaptable within this framework. 

Advising the patient of the importance of treat-

ment adherence, establishing agreement with a 

treatment plan, and arranging adequate follow 

up are necessary steps for healthcare profession-

als interested in providing treatment adherence 

interventions to their patients.

Assessment

If we are to assume that any measurement of 

patient adherence is an assessment of behaviors, 
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make and maintain behavioral changes. Building 

skills requires that he or she be ready to learn 

tasks such as reading food labels, selecting 

appropriate foods in restaurants, and incorporat-

ing the taking of medications into his or her daily 

routine. In other words, patients must learn new 

strategies to help them adopt and maintain new 

behaviors, especially when daily routines are 

interrupted (Bandura, 1997; Barnestein-Fonseca 

et al., 2011; Miller et al., 1997).

It is also important to be aware of a ten-

dency among care providers to see adherence 

behavior as positive, admirable, and wise (being 

the “good patient”) and nonadherence behavior 

as being negative, deplorable, and unintelligible 

(being the “problem patient”). It seems probable 

that healthcare professionals who have this view 

would be less likely to search out barriers to 

nonadherence.

Assessment should also lead to a determi-

nation of the proper focus of adherence-

increasing strategies. It was mentioned earlier 

that the notion of adherence as self-care may 

be too restrictive in situations where adherence 

with medical regimens cannot be achieved 

without the assistance of others. For instance, 

the combination of marked disability and 

chronic illness makes the conceptualization of 

adherence as self-care ability inappropriate. In 

such instances, social support networks may be 

the most important agents of adherence and, 

therefore, should become the focus of adher-

ence-increasing strategies. However, the nurse 

should carefully assess the impact of social 

support on adherence. Although social sup-

port—by signif icant others or support net-

works—may help patients cope with chronic 

illness and reinforce adherence behavior in 

some populations (McWilliam, 2009; Burke & 

Dunbar-Jacob, 1995), this may not be true for 

relative harm or benefit that is expected. The 

assessment will allow the nurse to determine 

which aspects of the regimen management are 

most unlikely to achieve adherent behavior, are 

most important in attaining therapeutic goals, 

and require the most learning to attain the 

desired behavioral change. The following ques-

tions should be asked in an adherence-oriented 

history (Hingson, Scotch, Sorenson, & Swazey, 

1981):

• Have you been taking anything for this 

problem already?

• Does anything worry you about the illness?

• What can happen if the recommended regi-

men is not followed?

• How likely is not following your recom-

mendation regimen likely to occur?

• How effective do you feel the regimen will 

be in treating the disorder?

• Can you think of any problems you might 

have in following the regimen?

• Do you have any questions about the regi-

men or how to follow it?

Healthcare professionals are not infallible, 

and errors can occur in prescribing, in dispens-

ing, in communicating with the patient and fam-

ily caregiver, and in maintaining updated written 

records, especially in settings in which multiple 

care providers are present. A second consider-

ation is that the patient or caregiver simply may 

not understand, or remember, instructions. If 

patients lack the knowledge or skills to under-

take a recommended behavior or treatment, it is 

unlikely that they will do so. Instructions related 

to treatment regimens need to be reinforced 

continually over time to enhance adherence 

behaviors.

Enhancing a patient’s motivation requires 

careful assessment of his or her readiness to 



nonadherence such as economic factors, or lack 

of resources, or the patient’s discomfort with 

being honest with healthcare providers. In any 

event, it is incumbent on the provider to be able 

to assess whether a patient can and is willing to 

follow a recommendation. Toward this end, there 

are studies that recommend asking questions in a 

nonjudgmental way to elicit valid responses 

about regimen adherence (Berg & Arnstein, 

2006).

Several studies have attempted to evaluate 

and define the accuracy of self-reported adher-

ence. Many of these have compared patient 

reports with pill counts, drug levels, or biologi-

cal markers in body fluids. Most have found that 

individuals overestimate their adherence 

(Bender, Milgrom, Rand, & Ackerson, 1998; 

Dunbar-Jacob et al., 2000; Liu et al., 2006). 

Despite inherent problems, self-report is still the 

most common measure used in adherence 

behavior assessment, and it has the potential to 

be the most accurate record of what a given 

patient has done, as long as the patient can 

remember taking the medication and is moti-

vated to be absolutely truthful about what is 

remembered (Morisky & DiMatteo, 2011, p. 

255–257). Thus, establishing trust within the 

patient–provider relationship and developing 

strategies to enhance recall are essential to 

obtaining accurate information.

Practitioner Report

Reports by healthcare professionals are an 

indirect method of adherence assessment. 

However, studies indicate that this method is 

not accurate and often results in overestimating 

adherence (Bosworth, 2010). Because there are 

no readily observable characteristics of the 

patient who has trouble following a regimen, 

clinicians rely on intuition and presumption to 

all, because there are patients who do not 

always want tangible help from others.

Measuring Adherence Behaviors

There are several common methodological 

approaches that focus on adherence. Primary 

methods include self-report, practitioner report, 

observation, physiologic measures, medication 

monitoring, and electronic monitors.

Self-Report

Patient self-reports of adherence behaviors are 

the simplest and least expensive method of gath-

ering nonadherence information and are feasible 

in virtually all care settings. Self-reports also 

allow the collection of more detailed information 

on the circumstances surrounding poor adher-

ence than any other type of measure (Burke & 

Dunbar-Jacob, 1995). They may be elicited 

through simple questions or through a more com-

plex, structured interview schedule. Common 

self-report measures include medication and 

symptom diaries, structured questionnaires, and 

interviews.

Self-reported adherence behavior has come 

under scrutiny because it is widely believed to be 

invalid and unreliable (Berg & Arnstein, 2006; 

Liu et al., 2006; Smith et al., 2007). There are 

many reasons that a patient’s self-reported adher-

ence may be inaccurate. While patients who 

report nonadherence tend to report their behavior 

accurately (Bosworth, 2010), patients may hon-

estly not remember whether they took their medi-

cations, may be unaware that they are not 

following recommendations, or may have mis-

conceptions about their dosing schedule (Barfod, 

Hecht, Rubow, & Gerstoft, 2006; Bosworth, 

2010; Sankar, Nevedal, Neufeld, & Luborsky, 

2007). There may also be other reasons for 
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difficulties with this type of assessment. First, 

these measures do not reflect the level of 

adherence (Dunbar-Jacob et al., 1995). They 

merely classify a person as having followed or 

not followed some of the regimen (Burke & 

Dunbar-Jacob, 1995). Second, although bio-

chemical assays offer a direct and objective 

approach to the measurement of nonadherence, 

this method is neither affordable nor available 

for every drug, is only applicable to medica-

tions with a long half-life, and may vary from 

individual to individual (de Geest et al., 1996). 

Third, physiologic technologies are often 

unable to detect dosage levels. For example, 

many asthma medications are so rapidly 

absorbed systemically that it is not possible to 

detect them by biochemical assay (Rand & 

Wise, 1994). Finally, accurate detection of 

nonadherence through drug-level testing offers 

no explanation or insight into the reasons for 

nonadherence (Besch, 1995).

Medication Monitors

Pill counts, pharmacy-refill monitoring, and 

MDI canister weighing can all be used to mea-

sure medication adherence. In studies that use 

pill counts, the subject is given a vial each 

month that has a certain number of tablets, and 

this vial is exchanged for a new one each month. 

The medication left in the vial can be compared 

with the number that was supposed to be left if 

the medication were taken. Similarly, when a 

patient requests a refill from the pharmacy, the 

time of the request is compared with the 

expected date of refill if the medication were 

taken as prescribed. This does not take into 

account whether patients are sharing medica-

tions with others or “dumping” pills prior to 

refill.

gauge the adherence of a patient (Miller et al., 

2002; Steele, Jackson, & Gutman, 1990). 

However, given that practitioner reports are 

fast, free, noninteractive, and consistent with 

the medical model, they are still used to assess 

adherence behavior.

Observation

Direct observation of the patient is not always 

possible. Therefore, observation is not a practi-

cal method of assessing adherence. Theo-

retically, this method would be an ideal way to 

provide evidence of adherence behavior; how-

ever, individuals often “play to an audience,” 

and the knowledge that someone is watching 

affects behavior. An example of this behavior 

for the individual with asthma is the demonstra-

tion/return demonstration of the correct method 

of using metered-dose inhalers (MDIs). Patients 

with asthma are assessed on their ability to 

carry out the instructed regimen and adherence 

with teaching. Although nurses assess a patient’s 

behavior in carrying out tasks related to health-

care management, the assumption cannot be 

made that this activity continues at home.

Physiologic Measures

Physiologic measures of adherence include 

serum drug levels, heart rate monitoring, mus-

cle strength, urine sample analysis, cholesterol 

levels, and glycosylated hemoglobin levels. The 

advantage of physiologic methods is that these 

measures are not dependent on the patient’s 

memory or veracity.

Of all of the physiologic measures, mea-

surement of drug levels is most commonly 

used. Although drug-level measurements 

reflect a greater degree of accuracy than self-

reports and practitioner reports, there are some 



An innovative use of technology was 

reported in a pilot trial to monitor lung transplant 

recipient adherence to self-care behaviors using a 

Pocket Personal Assistant for Tracking Health 

device (Pocket PATH) (DeVito Dabbs et al., 

2009). The mobile, hand-held device signifi-

cantly improved self-care behaviors of monitor-

ing vital signs, medical regimens, health habits, 

and communicating important changes to the 

transplant team between scheduled visits, as 

compared to standard pencil-and-paper methods.

In the end, no single measure of adherence 

can compete with the accuracy of a multi-

method approach that combines feasible self-

reporting and reasonable objective measures 

amidst an effective patient–provider relation-

ship (Bosworth, 2010).

Strategies to Enhance Adherence

There is universal agreement that it is important 

for patients with chronic illness to follow evi-

dence-based provider recommendations (WHO, 

2003). In order to enhance adherence to treat-

ment, there are a variety of strategies that 

healthcare providers can employ. Some of these 

strategies are educational, some are behavioral, 

and some are organizational.

Education

Educational interventions should include an assess-

ment of the patient’s level of knowledge, cultural 

background, and particular goals. Educational 

information should be presented in manageable 

segments, with additional information and rein-

forcement at subsequent meetings. The nurse 

should focus on the key issues in the management 

of the regimen and should select the most important 

aspects necessary for health maintenance. Difficult 

skills should be demonstrated, and then the patient 

MDI canister weighing is used with 

patients who have respiratory illnesses. The can-

ister is weighed before it is given to the patient 

and then at specif ic times during treatment. 

Although medication-monitoring methods 

appear highly accurate, they may overestimate 

adherence behavior (Rand & Wise, 1994; Rudd, 

Ahmed, Zachary, Barton, & Bonduelle, 1990). 

Berg & Arnstein (2006) suggest that asking a 

patient to bring in the medications for a check 

of pill count may, in fact, be offensive and be 

counterproductive to the rapport building 

between patient and provider.

Electronic Monitoring

Electronic monitors are the newest technology 

for the assessment of adherence behaviors. The 

most common electronic monitoring device is 

the electronic medication monitor. Electronic 

monitors may also be used to capture heart rate 

and muscle movement with exercise adherence 

(Iyriboz, Powers, Morrow, Ayers, & Landry, 

1991) or to document nasal continuous positive 

airway pressure adherence for patients with 

sleep apnea (Kribbs et al., 1993).

Electronic monitors that assess medication 

adherence are used with tablets, eye drops, and 

MDIs (Berg & Arnstein, 2006). These monitors 

function with the use of microprocessors placed 

in special bottle caps or blister packs and can 

monitor the date and time of day for each 

manipulation of the drug container and provide 

information on drug-taking behavior for days or 

weeks. Knowing the pattern of pill taking (or 

not taking) can be useful in evaluating clinical 

responses (or lack thereof) or side effects, and 

provide guidance for interventions specifically 

tailored for each patient (Quittner, Modi, 

Lemanek, Ievers-Landis, & Rapoff, 2007).
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adherence depends on participation of the 

learner beyond that of listening, reading, or 

assimilating information. Clinicians should also 

encourage patients’ participation in their own 

care. Flexible self-care regimens enable people 

to exercise a degree of autonomy that is not an 

option in standard regimens, even when these 

are adapted to some extent for individuals. The 

flexibility of instructions, such as “If you have 

this sign or this symptom, then try this activity,” 

allows people some freedom to make informed 

choices, and having choices fosters indepen-

dence and a better quality of life (McWilliam, 

2009; Rapley, 1997).

Behavioral Strategies to Enhance Adherence

Behavioral strategies attempt to influence spe-

cific adherence behaviors directly through the 

use of various techniques. These strategies may 

be used as a single intervention, or in combina-

tion, to achieve desired results.

It is generally believed that adherence is 

increased when patients actively participate in 

learning and deciding how to implement pre-

scribed regimens. However, insistence by the 

healthcare provider on a preconceived or stereo-

typed notion of the most desirable level of par-

ticipation may be inappropriate. A mismatch 

between an authoritarian provider and an asser-

tive, active learner may influence adherence 

adversely. On the other hand, the provider who 

expects an active involvement process can over-

whelm a passive and nonactive learner.

The power differential between patients 

and providers constitutes an important aspect of 

adherence behaviors. It has been posited that 

providers inadvertently transmit their expecta-

tions to their patients, and that this subtle pro-

jection may be even more determinative for 

health effects than the expectations of the 

should be allowed to practice and do a return dem-

onstration. Difficult skills should also be reviewed 

each time the patient visits.

Written material should be geared to the 

patient’s reading level and language. Glazer, 

Kirk, and Bosler (1996) evaluated printed materi-

als to teach breast self-examination and found 

that, although the reading level of the materials 

being provided was at the ninth-grade level, the 

average reading level of the target population was 

at the sixth-grade level. Another study on health 

literacy found that 24% of patients could not 

understand even the most basic written medica-

tion instructions and that an additional 12% had 

very limited literacy (Gazmararian, Williams, 

Peel, & Baker, 2003). These findings underscore 

the need to prepare materials that can be used by 

the maximum number of patients. Other educa-

tional materials can be provided, such as video-

tapes, audiotapes, and computer-assisted 

instruction.

Often patients rely on family members to 

interpret regimen details at home and may feel 

embarrassed about their issues with health liter-

acy (Williams et al., 2007). Therefore, when 

educating those with chronic illnesses, family 

members or signif icant others should be 

involved in the teaching session. Emphasis in 

teaching needs to be directed toward not only 

knowledge of the disease, but also the skills 

needed for the regimen (Morello, Chynoweth, 

Kim, Singh, & Hirsch, 2011; Burke & Dunbar-

Jacob, 1995). In addition, the regimen should be 

simplified as much as possible.

Beyond Knowledge and Comprehension

Abilities beyond knowledge and comprehension 

are required. Therefore, educational goals must 

be broader than solely the acquisition of knowl-

edge if adherence is to result. The outcome of 



Providing Reminders

Reminders or memory aids are useful when the 

problem is a failure of the behavior to occur 

because patients have forgotten to perform one or 

more aspects of the desired behavior. Calendars, 

clocks, and individually prepared posters with 

medication and food reminders can be very help-

ful. Separating a day’s supply of medications can 

also help the person who has difficulty remem-

bering if a particular dose was taken.

The healthcare professional can reinforce 

the importance of adherence at episodic visits. 

Such reinforcement may involve pill counting, 

attention to patient diaries or to other reports of 

behavior, and self-monitoring. These are all 

methods that remind the patient of the value of 

adherence and that elicit participation.

Telephone calls are also useful in remind-

ing patients about healthcare recommendations; 

in encouraging adherence with medications in 

the elderly (Cargill, 1992) and low-income, 

minority populations with diabetes (Walker 

et al., 2011); and as an effective intervention in 

enhancing adherence with making and keeping 

follow-up appointments after referral from 

emergency (Komoroski, Graham, & Kirby, 

1996). Friedman and colleagues (1996) tested a 

variation of telephone follow up, which demon-

strated a 17.7% improvement in medication 

adherence among those receiving automated 

telephone calls. Bosworth and colleagues (2008) 

used a telephone intervention for patients with 

hypertension and found a significant change in 

medication-taking behavior. Telephone remind-

ers not only provide a personal touch, but also 

allow individuals who wish to reschedule an 

appointment the opportunity to do so at that 

time (Crespo-Fierro, 1997). A newer strategy, 

the use of text messaging to adolescents with 

diabetes, increased disease self-efficacy and 

patient (McWilliam, 2009; van Dulmen & 

Bensing, 2002). A clinician’s belief in his or her 

own ability to enhance adherence significantly 

predicts actual efforts to enhance adherence, 

and raises expectations about adherence out-

comes (Byrne, Deane, & Caputi, 2008). 

Interestingly, empathy for the patient on the part 

of the provider lowered adherence expectations, 

possibly indicating that understanding the diffi-

culty in adhering to medications reduces the 

provider’s belief in his or her ability to effect 

change (Byrne et al., 2008).

Tailoring

The minimal outcome of patient participation 

with the nurse in developing an adherence 

strategy should be tailoring the treatment to the 

patient’s daily behaviors, because this process 

may help cue adherence (Burke & Dunbar-

Jacob, 1995). Integrating treatment activities 

so that they coincide with routine activities, 

called rituals, is an important way of individu-

alizing and enhancing the treatment plan. The 

daily schedule of eating, arising and retiring, 

hygiene, favorite television program, and so on 

identifies rituals that may be used to incorpo-

rate health behaviors into daily life.

Simplifying the Regimen

As a result of discussions between patient and 

nurse, it may become apparent that the patient 

is unable to manage the complexity of the pre-

scribed regimen. Negotiation with the pre-

scribing source may result in better adherence 

if this barrier is cleared and the regimen is sim-

plified. As a general rule, the number of times 

medications are taken and the number of doses 

should be held to a minimum (Schernthaner, 

2010).
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• Ask about health practices that may inter-

fere with a treatment regimen.

• Seek understanding when a patient says 

something that you do not understand.

• Acknowledge to patients that there may be 

additions to recommendations that stem 

from culture and tradition, and inquire 

about these.

• Listen carefully to verbal communication 

and pay close attention to nonverbal com-

munication. 

For effective interaction with persons of a differ-

ent culture, “cultural translation” may be needed. 

One requisite for a cultural translator is learning 

about the historical rituals and norms that relate 

to health of the particular group. Another requi-

site is evaluating health behaviors in the patient’s 

cultural context to determine competing priori-

ties, environmental obstacles, or degree of 

knowledge and skills (George, 2001). One cul-

tural intervention study successfully improved 

TB medication adherence among Latino immi-

grants by building relationships and implement-

ing Latino values of personal attention (seeing 

the same nurse during the 9-month treatment 

period), asking about family members, incorpo-

rating a common Latino proverb into each ses-

sion (translating to “It is better to prevent than to 

lament”), adapting written materials to be easily 

understood (in Spanish at a sixth-grade level) 

with photos of Latino families, and use of cul-

turally appropriate, nonverbal language of 

touching the arm of the woman or shoulder of 

the man at the end of each visit (Ailinger, 

Martyn, Lasus, & Lima Garcia, 2010).

Providers need to recognize that their 

belief system, values, and attitudes toward 

healthcare management also are culturally 

adherence to the medical regimen (Franklin, 

Waller, Pagliari, & Greene, 2006). SMS inter-

vention (text messaging) in sub-Saharan Africa 

also improved patients’ adherence to antiretrovi-

ral therapy, perhaps through an improved 

patient–provider relationship (Chi & Stringer, 

2010; Lester et al., 2010).

Enhancing Coping

The nurse should be sensitive to cues from 

individual patients suggesting emotional 

responses that interfere with learning optimal 

health behaviors. Situational anxiety, marked 

depression, and denial are associated with low 

levels of adherence. These three emotional 

responses should be interpreted as signals that 

a patient’s coping skills are inadequate and 

that a modification in approach may be more 

effective.

Ethnocultural Interventions

Recognition that the patient and family’s pat-

terns of communication may differ from the 

provider’s is important for effective interactions. 

In addition, cultural components need to be 

integrated into any strategies that are proposed. 

There are some basics to delivering culturally 

competent care to enhance treatment adherence. 

Most of the strategies have been addressed in 

other documents, for example, Healthy People 

2020. It has been acknowledged that one of pro-

viders’ goals for the health of all is to eliminate 

the disparities that currently exist in providing 

care. Flaskerud (2007) acknowledges that the 

provision of culturally competent care rests on 

the shoulders of the healthcare provider. 

Therefore, it is up to healthcare providers, indi-

vidually, to provide these key ingredients to 

their practices:



There has been a blossoming interest in 

documenting the evidence of particular strate-

gies to improve health outcomes. Evidence-

based practice guidelines for a variety of 

physiologic and behavioral interventions are 

now readily available to all healthcare practitio-

ners (Agency for Healthcare Research and 

Quality, National Guideline Clearinghouse). 

This means that what we recommend to patients 

is based on evidence of efficacy. We still, how-

ever, face the challenge of helping patients to 

follow recommendations. No matter the quality 

of our interventions, they are only beneficial if 

patients use them. And, it is up to healthcare 

professionals to better assess if patients can do 

what we suggest, and then to evaluate the out-

comes.

determined and may be responsible for ideo-

logic or philosophic differences (McWilliam, 

2009). The emphasis on self-care in Western 

medical systems is ideologically consistent 

with the value of individual enterprise in 

Western cultures (Anderson, Blue, & Lau, 

1993). Persons of other cultures may find this 

value of self-care foreign.

Evidence-Based Practice BoxEvidence-Based Practice Box

Purpose: The purpose of this study was 

to evaluate the efficacy of the telephone 

as a tool to improve adherence to a cho-

lesterol-lowering diet.

Method: Subjects were randomized 

to a control group and to a treatment 

group. Usual care for the control group 

consisted of follow-up physician visits 

and/or lipid measurements every 3–6 

months. Subjects assigned to the treat-

ment group received the intervention 

described as follows.

Sample: The study enrolled 65 men 

and women diagnosed with hypercholes-

terolemia, who were considered nonad-

herent to a cholesterol-lowering diet.

Intervention: Members of the treat-

ment group were required to participate in 

six intervention sessions delivered every 

2 weeks via telephone. Telephone inter-

ventions were individually tailored and 

designed to focus on methods of manag-

ing eating behavior in difficult situations.

Results and Implications for Nur-
sing Practice: There was a significant 

difference in total and saturated fat, 

dietary cholesterol adherence, and 

serum low-density lipoprotein choles-

terol (LDL-C) between the control group 

and the intervention group. This behav-

ioral intervention enhanced adherence to 

the recommended cholesterol-lowering 

diet. Implications are as follows: In light 

of the diff iculties patients often face 

when attempting to follow a therapeutic 

eating plan, healthcare providers must 

rely on methods of improving adherence 

that have proved successful in similar 

situations.

Source: Burke, L. E., Dunbar-Jacob, J., 

Orchard, T.J., et al. (2005). Improving 

adherence to a cholesterol-lowering 

diet: A behavioral intervention study. 

Patient Education and Counseling, 

57(1), 134–42.
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PART II

Impact on the Client and Family





and 18 years who care for ill or disabled family 

members (Hunt, Levine, & Naiditch, 2005). 

The decisions about caring for a person with 

chronic illness are complex and multifaceted for 

caregivers. Each choice an individual makes has 

advantages and disadvantages for the person with 

chronic illness, the caregiver, and the family. 

Healthcare professionals generally find that no 

two situations are alike. Each and every situation 

needs to be individualized to best meet the needs 

of everyone involved. This chapter focuses on the 

multiple aspects of coping and decision making 

that caregivers face, often on a daily basis.

Current Family Caregiving

The incidence of chronic disease in the United 

States is increasing. More than 133 million 

Americans live with chronic conditions such as 

diabetes, heart disease, and cancer (Bodenheimer, 

Chen, & Bennett, 2009). Nearly one-third of 

adults aged 18 to 44 years suffer from a chronic 

condition (Shapiro, 2002). Most important, the 

number of adults older than 65 years (39.6 million 

in 2009) will continue to rise by more than 

19  million by 2020; by 2030 there will be about 

72.1 million of these individuals (Administration 

on Aging, 2010; Moore, 2006). Medicare data 

document that 83% of all beneficiaries have at 

least one chronic condition. However, 23% of 

INTRODUCTION  

Few adults receive paid homecare services. 

Outside support is not always welcome. 

Caregivers often refuse help and resources, as 

they may feel that professionals are prying into 

their private lives (Pierce, 2001). 

Many adults who are in need of help receive 

unpaid care (Johnson & Wiener, 2006). The value 

of this care in the United States is estimated at 

$375 billion annually (National Alliance for 

Caregiving [NAC] & American Association of 

Retired Persons [AARP], 2009). The term unpaid 

 caregiver refers to a range of kin and nonkin 

 individuals who provide both functional (task- 

oriented) and affective (emotional) unpaid assis-

tance to a dependent person with whom a 

long-term or lifelong commitment usually exists 

(Shirey & Summer, 2000). Family members, 

friends, and neighbors who provide unpaid care 

may also be referred to as informal caregiv-

ers (Pierce, Steiner, Govoni, Thompson, & 

Friedemann, 2007). These individuals care for 

spouses, other relatives, friends, and disabled chil-

dren (Scott, 2006). The most common  informal 

caregiving relationship is between an adult child 

and an aging parent (Scott, 2006). However, a 

study financed by the U.S. Administration on 

Aging found that more than 900,000 households 

include a child caregiver between the ages of 8 
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families are willing or able to provide care over 

the long term. However, for all but the most 

severely impaired individuals, most chronically 

ill, dependent persons have their long-term care 

needs met in the home or with community-

based care arrangements. Approximately two-

thirds of dependent persons in the community 

rely solely on informal caregivers (Mittelman, 

2003). For these arrangements to work, family 

members, friends, or neighbors must play 

 central roles in long-term plans of care.

The decision about where and how to pro-

vide care for family members with chronic condi-

tions is emotionally charged and multifaceted. 

Home-based care is financially cost effective for 

the healthcare system. However, the reliance on 

family members as care providers creates multi-

ple stressors for the family (Hunt, 2003). When 

formal assistance is required, married persons 

prefer help in the home regardless of the level of 

disability of the care recipient; however, financial 

difficulty and the strain of extended caregiving, 

especially on the caregiver’s health, often lead 

family caregivers to decisions that favor institu-

tionalized care (Family Caregiver Alliance, 2006).

Characteristics of Family Caregivers

Today, the term family caregiver extends beyond 

the traditional family boundaries. Caregiver is 

defined as anyone who provides assistance to 

another in need. The informal caregiver is  anyone 

who provides care without pay and who usually 

has personal ties to the care recipient. Family 

caregiver is a term used interchangeably with 

informal caregiver and can include family, friends, 

or neighbors. Caregiver coalition is a term used 

to describe the addition of a support person or 

 persons in traditional relationships when the 

 caregiver–recipient arrangement is no longer suf-

ficient (Haigler, Bauer, & Travis, 2004).

Medicare benef iciaries with f ive or more 

 conditions account for 68% of the program’s 

funding (Anderson, 2005, p. 305). With advances 

in health care, the number of older adults living 

with  debilitating and/or chronic conditions 

will grow (Williams, Dilworth-Anderson, & 

Goodwin, 2003).

At the other end of the age spectrum is the 

growing number of children with chronic  illness, 

disabilities, or both. Advances in neonatal care 

can now save increasing numbers of preterm and 

low birth weight infants. According to a 2003 

report from the National Center for Health 

Statistics, the percentage of low birth weight 

infants (born weighing less than 2500 grams) 

increased to the highest level in more than 

30 years. In addition, the percentage of preterm 

births (infants born at less than 37 weeks of ges-

tation) increased to 12% of live births. Low birth 

weight and prematurity both lead to an increased 

incidence of chronic health problems in the pedi-

atric population. About 15–18% of children have 

a chronic disease (University of Michigan Health 

System, 2006) that continues into adulthood.

A 2009 study by the National Alliance for 

Caregiving and the American Association of 

Retired Persons estimated that 28.5% of the 

American population serves as unpaid family 

caregivers to an adult or child with special 

needs. This translates into 65.7 million caregiv-

ers in the United States (NAC & AARP, 2009). 

The duration of caregiving can last from a few 

months to decades. Caregivers report an average 

of 20 hours per week in caring for a person with 

a chronic condition (NAC & AARP, 2009).

Preferences for Family Care

It is important to clarify that some dependent 

individuals will always need the level of care 

provided in institutional settings and that not all 



or arranging for care, the terms care provider 

and care manager may be used to differentiate 

two types of caregivers (Stoller & Cutler, 1993). 

This designation helps clarify the previously 

invisible contributions of all family caregivers. 

If a son is close to his dependent parents, espe-

cially if he is not married, he is likely to be 

accountable for seeing that things get done, 

even if he does not provide all of the direct care 

that is required (Allen, Goldscheider, & 

Ciambrone, 1999; Keith, 1995; Thompson, 

Tudiver, & Manson, 2000). Similarly, an adult 

grandchild may help a grandparent in the 

absence of a nearby adult child, or children-in-

law may find their relationships to relatives with 

chronic illness make them better suited to care-

giving roles than the biological children (Peters-

Davis, Moss, & Pruchno, 1999; Pruchno, 

Burant, & Peters, 1997; Travis & Bethea, 2001).

Changes in the modern family social struc-

ture have resulted in more families where both 

parents work outside the home. This so-called 

sandwich generation is often not available to 

provide care for aging family members, which 

creates a new level of caregivers—children and 

adolescents. These young caregivers assist with 

or even assume care of adults with chronic ill-

ness in their homes (Hunt et al., 2005; Lackey & 

Gates, 2001).

Racial and Ethnic Diversity

The family caregiving experience is also shaped 

by race and ethnicity. These two factors influ-

ence one’s life experiences in terms of socioeco-

nomic status, education, marital status, health, 

living arrangements, and general lifestyle 

(Binstock, 1999). In chronic illness, access to 

programs and services and preferences for cer-

tain types of assistance are often sharply divided 

along racial and ethnic lines. The number of 

Motivations for caregiving, such as love, 

duty, or obligation (often based on ethnicity and 

culture), strongly influence a caregiver’s will-

ingness to accept primary caregiving status 

(Geister, 2005). Additional reasons given by 

family caregivers for accepting their role are 

their expectations of themselves and others, 

religious training and spiritual experiences, and 

role modeling (Piercy & Chapman, 2001).

Caregiver Dyads and Caregiver Systems

Early caregiving research identif ied a care 

recipient and a caregiver as separate entities; the 

caregiver had primary responsibility for the care 

and well-being of the care recipient. These stud-

ies often did not recognize that caregiving usu-

ally occurs within the context of larger, more 

complex family systems (Palmer & Glass, 

2003) or other social networks (Weitzner, Haley, 

& Chen, 2000). Furthermore, the helping net-

works used by widowed and never married indi-

viduals may be larger than those of married 

people (Barrett & Lynch, 1999).

In recent years, caregiving research has 

placed more emphasis on the dynamics of the 

family relationships (Palmer & Glass, 2003) 

and the dyadic relationship (Badr & Actielli, 

2005; Sebern & Whitlatch, 2007). As would be 

expected, these studies indicate that the dynam-

ics of the family or other close personal rela-

tionships that existed before the illness 

experience can influence caregiving relation-

ships post-illness. The increasing number of 

stepfamilies also adds to the complexity of care-

giving. Today, people of both genders and of all 

ages, ethnicities, and economic classes occupy 

positions as caregivers with varying levels and 

types of responsibilities, especially in long-term 

care arrangements. Because caregivers have 

varying degrees of responsibility for providing 
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American family caregivers, especially women, 

may be perceived to have a lower level of role 

strain than their white counterparts. Research 

demonstrates a large variation in the female 

African American caregiver’s perception of role 

strain (Williams et al., 2003).

Gender Differences

The choice of who becomes the primary care-

giver and what the family caregiving system 

looks like depends on many factors. In a spousal 

relationship, the unaffected spouse usually 

assumes the caregiving role. Often, both spouses 

are forced to cope with role renegotiation in 

addition to their new roles as the giver and 

receiver of care (Gordon & Perrone, 2004).

Among married adult children, daughters 

or daughters-in-law are most often the primary 

caregivers for aging parents (Shirey & Summer, 

2000). Daughters are more likely to offer assis-

tance to their father who is serving in a caregiv-

ing role than their mother. This may be because 

they are more comfortable with their mother in 

that role and feel that their father needs addi-

tional assistance performing the tasks required 

of a caregiver (Mittelman, 2003). Sarkisian and 

Gerstel (2004) found that much of the relation-

ship between gender and helping parents is 

explained by gender differences in employment 

patterns. They suggest that gender differences in 

adult care may be fading as women’s and men’s 

work lives become more similar (Sarkisian & 

Gerstel, 2004). National studies in the 1980s 

suggested that though women predominate as 

caregivers, somewhere between one in five and 

one in three caregivers are men (Chang & 

White-Means, 1991; Stone, Cafferata, & Sangl, 

1987). Other studies in the 1990s estimated that 

men constituted nearly half of in-home caregiv-

ers and of caregivers to the elderly, chronically 

minority older adults is increasing at a faster rate 

than that of non-Hispanic whites, with the larg-

est proportionate increases projected in the over-

75-years group. While the number of African 

American older adults will increase slightly in 

the next 50 years, proportionately larger and 

more rapid increases will occur among Hispanic 

and Asian elders (He, Sengupta, Velkoff, & 

DeBarros, 2005).

Comparative research indicates that pat-

terns of family response to a family member 

with a chronic illness may be signif icantly 

 different across ethnic groups (Chesla & 

Rungreangkulkij, 2001). Gerontologic research-

ers are building a substantial body of literature 

on African American, Asian American, Native 

American, and Hispanic older adults and their 

family caregiving experiences and preferences 

for support. Because this literature is extensive, 

only one example of diversity is provided to 

illustrate ethnic influences.

Cultural precedence, historical events, and 

the needs of extended kin and family structure 

shape African American caregiving. Documented 

barriers to formal programs and services include 

poverty and economic disparity, lower educa-

tional levels, ageism, and racial discrimination 

(Jones, 1999). As a result, persistent underutiliza-

tion of formal assistance programs and a reliance 

on family and friends are typical patterns of long-

term care for dependent African American older 

adults (Cox, 1999).

While it is known that African American 

families have a strong sense of respect, duty, 

and obligation to elderly members of their com-

munities, it may also be the case that genera-

tions have learned to be self- and family-reliant 

in the face of both overt and covert forms of 

racial discrimination (Binstock, 1999; Edmonds, 

1999). As a result of this self-reliance, African 



maintaining personal hygiene, and getting around 

(mobility).

Affective assistance, also called emotional 

support, includes behaviors that convey caring 

and concern to the care recipient. Affective assis-

tance is most often linked with enhanced feelings 

of self-esteem, contentment, life satisfaction, 

hope of recovery, dignity, and general well-being 

(Brody & Schoonover, 1986; Horowitz, 1985).

In the past, there was a somewhat clearer 

division between the formal and informal care 

network. The informal network—family caregiv-

ers or significant others—provided both emo-

tional and functional aspects of care and 

monitored the care provided by formal  providers. 

The formal network provided specialized care 

that was highly task-oriented and goal-directed. 

Today the roles of the formal and informal net-

work reveal a more blended approach to care-

giving. Family caregivers perform highly skilled 

tasks formerly reserved for the professional. 

Professional caregivers function as a team with 

the family in care decisions for the client 

(Haigler et al., 2004).

Caregiving Histories and 
Maturation over Time

Longitudinal studies of family caregiving have 

documented the many changes that occur in the 

role of family caregiver and note that family 

caregiving is not a static event. Pearlin (1992) 

equated caregiving to career development. 

There are two factors that contribute to this 

notion of a caregiving career or caregiving his-

tory: maturation of the caregiver over time, and 

ongoing role development associated with the 

inevitable transitions in care over the long term.

The expectations of the family caregiver 

are many. They often begin their roles with 

ill, and disabled (Kramer & Thompson, 2001). 

Although men are just as likely as women to be 

involved in caring for and helping seniors, 

women, wives, mothers, and adult daughters 

spend more time as the designated primary 

caregiver (Stobert & Cranswick, 2004). In 2009, 

approximately two-thirds of family caregivers 

were female (NAC & AARP, 2009).

The gendered nature of caregiving is cer-

tainly one important characteristic of long-term 

caregiving that is likely to continue in the future. 

All things being equal, the person who is closest 

to and the most involved in the daily life of the 

dependent person is usually the person most 

accountable for either doing or seeing that care 

is done.

Types of Care Provided by Family Caregivers

Over the long term, a dependent person requires 

two types of care: social care and health-related 

care. Social care includes both functional and 

affective assistance in daily living while health-

related care refers to specialized care by profes-

sionals and daily treatments performed by 

family caregivers, such as the administration of 

medication.

Functional assistance is determined by the 

care recipient’s ability to perform various tasks of 

daily existence, which are categorized as either 

instrumental or basic activities of daily living. 

Instrumental activities of daily living (IADLs) 

are the functions an adult would be expected to 

perform in the process of everyday life, including 

cooking, cleaning, buying groceries, doing yard 

work, and paying bills. For a child, these tasks 

might include getting to school, playing, or clean-

ing his or her room. Basic activities of daily 

 living (ADLs) are the tasks required for personal 

care and basic survival. These tasks include eat-

ing, bathing, dressing, going to the bathroom, 
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trajectory. Their seven markers of caregiving are 

1) performance of initial caregiving task; 

2) self-definition as a caregiver; 3) provision of 

personal care; 4) seeking out or using assistive 

services; 5) consideration of institutionaliza-

tion; 6) actual nursing home placement; and 

7) termination of the caregiver role. In this tra-

jectory, Montgomery and Kosloski believe that 

the order and timing of the markers are indica-

tive of the individual, their culture, and the rela-

tionship of the caregiver to the care recipient.

One of the reasons that family caregiving 

precipitated by acute hospitalization is so stress-

ful for new caregivers is that they have not had a 

period of maturation and development before 

the intense caregiving demands and the deci-

sion-making requirements that follow (Kane, 

Reinardy, & Penrod, 1999). In addition, the tran-

sitions in care occur rapidly and over a highly 

compressed period. In a matter of days the care-

giver may transition from having no care 

responsibilities to being fully engaged in reha-

bilitation after hospitalization, or home or insti-

tutional long-term care (Kane et al., 1999).

Positive Aspects of Caregiving

In the past, research on stress, strain, burden, and 

burnout overshadowed the positive aspects of 

providing care to a dependent family member. As 

a result, less is understood about how and why 

caregivers provide care even under difficult cir-

cumstances. While not much has been published 

on satisfaction with caregiving, Kramer’s (1997) 

review of research on positive aspects of caregiv-

ing noted that some caregivers gain experience 

when assisting others. Gain was conceptualized 

as “the extent to which the caregiving role is 

appraised to enhance an individual’s life space 

and be enriching” (p. 219). Caregivers do report 

little or no training or support. In addition to 

the psychological aspects of caregiving, they 

are expected to provide competent, skilled 

health care for their loved ones (Elliot & 

Shewchuk, 2003). Most caregivers begin their 

experiences as novices with little or no experi-

ence or knowledge of how to navigate the 

healthcare system (McAuley, Travis,  & 

Safewright, 1997; Skaff, Pearlin & Mullan, 

1996). Over time, mature caregivers master a 

new language  sys tem of  en t i t l ements 

(Medicare, Medicaid) and treatments (medica-

tion administration, illness symptomatology), 

and learn how to incorporate the needs of a 

dependent person into their daily lives (Leavitt 

et al., 1999). Some caregivers mature more 

quickly and with greater ease than others, and 

some caregivers are never able to achieve ade-

quate skill and/or confidence in the caregiver 

role. Thus, tremendous variability can be found 

in the levels, lengths, and forms of care pro-

vided by family caregivers, which are at least 

partially attributed to successful mastery of 

their roles (Seltzer & Wailing, 2000).

Transitions in care occur at three points: 

entry into a caregiving relationship, institution-

alization (or transitions into other formal care 

arrangements), and bereavement (Seltzer & 

Wailing, 2000). Unlike acute or episodic care 

that has an end point, the only natural end to 

long-term caregiving is the death of the care 

recipient. Even families that ultimately opt for 

institutional placement of their dependent fam-

ily members do not abandon their relatives over 

the long term. Most caregivers stay engaged as 

care managers following the institutional place-

ment decision (Seltzer & Wailing, 2000).

Montgomery and Kosloski (2000) have 

identified a similar concept called a caregiving 



caregivers may report more satisfaction if the 

care recipient is only mildly disabled and if rela-

tives, or friends, or both are able to help provide 

the needed assistance (Pierce, 2001). Family 

style, including receptivity, has been suggested as 

an area for future study (Gilliss, 2002). 

Longitudinal research and research with 

 caregivers in diverse arrangements are needed to 

 provide a more comprehensive view of what con-

tributes to a positive caregiving experience.

The Future of Caregiving

Looking to the future, it is likely that the next 

cohort of older adults (the baby boomers) will 

be very different from their parents and grand-

parents and will further confound the current 

reliance on family caregivers. Declining family 

sizes, increasing childlessness, and rising 

divorce rates will limit the number of family 

caregivers (Johnson, Toohey, & Wiener, 2007) 

during the lifetimes of adult baby boomers. 

Parents of the baby boomer generation have sev-

eral children from whom to seek assistance, 

while older baby boomers with smaller families 

will not be so fortunate. Additionally, the mobil-

ity of families often separates individuals by 

thousands of miles, making family assistance 

impossible. It remains to be seen what this soci-

etal trend will mean to this cohort.

In the future, racial caregiving trends are 

likely to change as well. In particular, African 

American and Hispanic caregivers will be more 

available for long-term caregiving than will 

Caucasian caregivers. Furthermore, Caucasian 

caregivers are expected to purchase more services 

for dependent family members (Shirey & 

Summer, 2000). 

Most researchers agree, however, that any 

predictions about family caregiving in the future 

satisfaction with their role. Adults who func-

tioned as caregivers during their childhood have 

reported that their participation taught them 

responsibility, allowed them to be “part of the 

family,” and provided opportunities to be “appre-

ciated” and to be “useful.” They also reported 

pride at learning skills at an early age (Lackey & 

Gates, 2001). Many couples feel that caring for 

their partner strengthened their relationship 

(Gordon & Perrone, 2004). Coherence, a sense of 

togetherness in caring for others, was discovered 

by Pierce (2001) to be important for maintaining 

stability within the family. Through coherence, 

family caregivers felt connected and this helped 

them survive in stressful times related to caring 

situations (Pierce, 2001).

A number of factors have been reported 

since the 1980s as contributors to caregivers’ sat-

isfaction. These factors include the care recipi-

ent’s levels of physical, cognitive, and social 

impairment (Blake & Lincoln, 2000; Deimling, 

& Bass, 1986; Williams, 1993); the types of care 

provided by the caregiver (Draper, Poulos, Cole, 

Poulos, & Ehrlich, 1992; Montgomery, Stull, & 

Borgatta, 1985); the caregiver’s gender and 

 marital status (Zarit, Todd, & Zarit, 1986); the 

extent to which the caregiver’s personal and 

social life are disrupted by the demands of care-

giving (George & Gwyther, 1986; Poulshock, & 

Deimling, 1984); the quality of the relationship 

between caregiver and care recipient as perceived 

by the caregiver (Bowdoin, 1994; Caron & 

Bowers, 2003); and the satisfactory assis-

tance with caregiving perceived by the care-

giver (Bowdoin, 1994; George & Gwyther, 

1986). For instance, caregivers and their families 

may experience less satisfaction if the care recip-

ient is severely disabled and if they perceive that 

needed assistance in caring is unavailable. Other 
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The one responsibility that has remained 

constant over time, whether the family care-

giver is a direct care provider or arranges care 

as a care manager, is the extensive decision-

making demands placed on family caregivers. 

When the dependent family member cannot 

make decisions or has difficulty communicat-

ing choices, the responsibility for countless 

decisions associated with managing daily life 

falls to the caregiver. These decisions include 

the initiation, timing, and provision of assis-

tance from informal and formal sources; inte-

gration of caregiving demands into work and 

family life; and planning for future long-term 

care needs (McAuley et al., 1997; Travis & 

Bethea, 2001).

The Influence of Public Policy on 
Family Caregiving

Containing the rising costs of healthcare ser-

vices has become a national policy imperative. 

This goal is demonstrated through policies that 

promote prevention of premature or unwanted 

institutionalization of disabled elders in nursing 

homes, limit publicly funded homecare services 

to individuals with the lowest incomes, and cur-

tail the Medicare home health benefit. Such 

policies limit the amount and scope of services 

that are provided to persons who need ongoing 

assistance by formal caregivers as well as their 

family caregivers. Cost-containment measures 

occurred precisely when the demand for help in 

providing long-term care at home was increas-

ing (Riggs, 2004). These changes in govern-

ment-sponsored services meant that many 

families, particularly low- and middle-income 

families, were faced with difficult choices about 

providing assistance while receiving minimal 

help from professional healthcare providers.

are tenuous because public policy is difficult to 

predict from one generation to the next. That 

policy will need to change to accommodate the 

caregiving needs of the aging baby boomer 

cohort is the only certainty.

PROBLEMS AND ISSUES  

Family caregivers face multiple problems, 

issues, and concerns throughout their caregiv-

ing experiences. The section includes a case 

study on “the H. family” that is typical of the 

effort most family caregivers put into fulfilling 

their responsibilities, attending to the wants 

and needs of the care recipient, and continu-

ously adjusting their lives to the physical and 

emotional requirements of the caregiving 

 situation.

Family caregiving experiences incorporate 

societal values and are shaped by governmental 

policy. Policies that affect family caregiving in the 

United States were created with the presumption 

that families are responsible for caring for their 

disabled members and will provide the majority 

of the care that is needed (Montgomery, 1999). 

For many years, these expectations were consis-

tent with caregivers’ resources and abilities.

Since 1990, however, there has been a blur-

ring of the lines of responsibility for long-term 

caregiving. Increased technology, greater acuity 

of those in need of assistance, and competing 

demands on available caregivers have created an 

imbalance between the demand for family care 

and the ability of family caregivers to provide 

care. Family caregivers are being asked to pro-

vide highly technical treatments; administer 

complex medication regimens; provide labor-

intensive, hands-on care; and monitor the medi-

cal conditions of very ill family members.



CASE STUDY

The H. FamilyThe H. Family

Mrs. H. had coronary artery disease and congestive heart failure that caused increasing 

fatigue, dyspnea, and angina over a 5-year period. Frequent upper respiratory infections exac-

erbated her dyspnea.

Home setting. Mrs. H. lived with her husband in a small rural town in a home they had 

owned since their children were small. Mr. H. was 4 years younger than his wife.

Role issues. Mr. H. assumed cooking tasks in the home and was the primary caregiver for 

his wife, assisting her to ambulate to the bathroom for toileting and bathing, making sure her 

clothes were clean and accessible, and making sure she took her medicine as prescribed.

Support. The couple’s married daughter and married son lived within a 10-minute drive 

of their parents’ house. Both had children of their own but assisted their parents at least once a 

week. The daughter did the major housecleaning for her parents and drove them regularly to 

the grocery store, to frequent doctor’s visits, and to the pharmacy. The son assisted his father 

with lawn work and household repairs; he was also called on in cases of medical emergency to 

be the decision maker.

Transitions. Over several years, Mrs. H.’s health declined. Her upstairs bedroom became 

inaccessible because stair climbing became exhausting. The living room was converted to a 

bedroom. She was hospitalized for a series of short-term stays for complaints of chest pain 

and/or difficulty breathing over this time span. Whenever she was hospitalized, the daughter 

and son took turns driving their father to the hospital because he visited their mother daily.

During the next 5 years, these hospitalizations increased in frequency to several times yearly. 

She used portable oxygen at home. 

Initially oxygen was only used for brief intervals during the night, and she was able to 

accompany her daughter for brief shopping trips or drives “to get out of the house.” As her 

health declined, Mrs. H. used the oxygen continuously, remaining in her room. The family got 

a Medi-Alert call button that Mrs. H. always wore in case she needed emergency help.

With each hospitalization, Mrs. H. returned home weaker. Mr. H. began to worry that he 

could no longer care for his wife at home because of her increasing weakness. He moved her 

commode adjacent to her wheelchair; even so, Mrs. H. had difficulty transferring from her 

chair to the commode. Mrs. H. was heavier than her husband; he worried about her safety, 

fearing that she might fall and injure herself and he would be unable to assist her. The daugh-

ter had a part-time job but visited her parents more frequently, twice weekly. She began to 

express concerns about both parents’ health to her brother, her friends, and her husband.

Decisions. When Mrs. H. was hospitalized at the age of 78 for chest pain and difficulty 

breathing, the physician approached Mr. H. and his son and daughter with a request that they 

(continues)
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leave did not take it. The top barriers were not 

being able to afford unpaid leave (54%), being 

worried about losing their job (32%), or feeling 

that job advancement would be hurt (43%) 

(Workplace Flexibility 2010, 2004).

In addition to these barriers, many caregiv-

ing situations require that the caregiver be avail-

able for a longer period of time than the 12 weeks 

afforded by the FMLA. These barriers present 

difficult choices for family members of individu-

als in need of caregiving assistance—many are 

faced with leaving or reducing gainful employ-

ment to provide the necessary care because they 

Several government initiatives have 

attempted to address the needs of family care-

givers. In 1993, the Family and Medical Leave 

Act (FMLA) became law. This act gives quali-

fied caregivers the option of taking up to 12 

weeks of unpaid leave from their jobs to care for 

a family member (U.S. Department of Labor, 

1993). In 2000, approximately 24 million or 

16.5% of eligible employees used family and 

medical leave. Of these, approximately 30% 

used the leave to care for an ill child, spouse, or 

parent. Approximately 3% of the surveyed qual-

ified employees who needed family and medical 

sign a Do Not Resuscitate (DNR) agreement. Mrs. H. had vehemently expressed, “I don’t 

want them damn machines,” so the family readily agreed to the DNR order. They were con-

cerned for Mrs. H. because the DNR had never been brought up by the doctor before.

Mr. H. told his children that Mrs. H. would have to go to a nursing home when she was 

discharged from the hospital, as he could no longer care for her with her severely diminished 

abilities. Although the family discussed this problem, they did not resolve it. After visiting 

Mrs. H. one evening at the hospital, during which time she was alert and talkative, the family 

returned to their homes. That evening Mrs. H. died. The family expressed relief that her suffer-

ing was over, that she died the way she wanted to, without machines. They were also relieved 

that the whole family did not have to struggle with the nursing home decision.

Discussion QuestionsDiscussion Questions

1. What are the advantages and disadvantages of the client being cared for at home? For the 

family? For the caregiver?

2. What factors influence the cost effectiveness of home care versus institutionalization?

3. Who are the primary providers of home care? What are some of the providers’ competing 

demands?

4. What are some of the emotional responses to family caregiving?

5. What is the financial impact of caregiving on the caregiver?

6. How does public policy affect caregiving?

7. How can health professionals assist family caregivers?

8. Where can family caregivers go for assistance and information?

CASE STUDY (Continued)



an important step in recognizing the needs of 

family caregivers, it lacks the appropriate fund-

ing to support the needs of caregivers at any 

meaningful level. Furthermore, each state 

decides how the funds are used, resulting in 

inconsistencies of services across states. In 

addition, with the aging of the baby boomers 

over the next several decades, the reliance on 

family members and friends for the long-term 

care needs of those with chronic conditions is 

expected to increase significantly (Montgomery 

& Feinberg, 2003; Riggs, 2004).

The lack of adequate monetary assistance 

for the family unit is a complex problem. 

Currently, public financing of long-term care in 

the home setting is minimal. Medicare offers a 

hospice benefit with a time-limited period at the 

end of life and some states have limited home 

and community-based waiver programs that 

provide some home-based services for low-

income residents. Often the waiting lists for 

these services are long, with residents never 

receiving the services for which they are quali-

fied. Many private insurers offer long-term care 

policies through employers, fraternal organiza-

tions, retirement communities, and health man-

agement organizations. Unfortunately, in the 

past, most of these policies did not cover many 

aspects of the personal care provided by family 

caregivers, leaving this in-home care as out-of-

pocket expenses. Long-term care policies now 

on the market are more comprehensive, but are 

expensive to purchase.

More recently, individual states were 

authorized to craft their own programs to pro-

vide paid leave to workers who need to care for 

family members. In 2001, the Clinton adminis-

tration proposed relief to families in the form of 

a $1,000 annual tax credit for those receiving or 

providing long-term care in the home, but the 

have no other options. The Older Americans Act 

Amendments of 2000 established the National 

Family Caregiver Support Program (NFCSP) 

(DHHS Administration on Aging, 2011a). Fed-

eral funds are given to states based upon their 

proportionate share of the population age 70 

years old or older. States, working in partnership 

with local agencies on aging and faith and com-

munity-service providers and tribes, offer five 

direct services to best meet the range of caregiver 

needs. The services include provision of the fol-

lowing:

• Information to caregivers about available 

services

• Assistance to caregivers in gaining access 

to supportive services

• Individual counseling, organization of sup-

port groups, and caregiver training to assist 

caregivers in making decisions and solving 

problems relating to their roles

• Respite care to enable caregivers to be tem-

porarily relieved from their caregiving 

responsibilities

• Supplemental services, on a limited basis, 

to complement the care provided by care-

givers

Family caregivers eligible for the NFCSP are 

those who care for adults aged 60 years or older 

and grandparents and relatives of children not 

more than 18 years of age, including grandpar-

ents who are sole caregivers of grandchildren 

and those individuals who are affected by men-

tal retardation or have developmental disabili-

ties. Priority is given to caregivers with social 

and economic need, particularly low-income 

and minority individuals, or older individuals 

providing care and support to persons with men-

tal retardation and related developmental dis-

abilities. While the NFCSP has been lauded as 
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labeled caregiver stress as either strain or 

 burden.

Strain or Burden

Caregiver strain and burden are multidimen-

sional, closely related concepts that include both 

subjective perceptions of caregivers, such as role 

overload, and objective factors, such as physical 

care needs of the care recipient. Caregiver strain 

is usually related to the stress, hardship, or con-

flicting feelings one has when performing the 

caregiving role (Hunt, 2003). For example, a 

caregiver may feel a high level of role strain 

when trying to decide between caring for an ail-

ing parent and maintaining gainful employment.

One area of caregiver research that has 

focused heavily on caregiver strain is dementia 

care. In particular, caregiving is more stressful 

and produces more emotional and physical strain 

when the caregiver is caring for a person with 

dementia or Alzheimer’s disease. Caregivers of 

persons with dementia are more likely than 

 nondementia caregivers to say that they suffer 

mental or physical problems as a result of care-

giving (Ory, Hoffman, Yee, Tennstedt, & Schulz, 

1999). Caregivers also report higher levels of 

strain when they perceive the patient to be 

manipulative, unappreciative, or unreasonable 

(Nerenberg, 2002).

Caregiver burden is defined as “the oppres-

sive or worrisome load borne by people provid-

ing direct care for the chronically ill” (Hunt, 

2003, p. 28). Burden is relative to the level of the 

care recipient’s disability, including behavioral 

and cognitive issues; the extent of care required; 

and the caregiver’s level of worry or feelings of 

being overwhelmed (Nerenberg, 2002). Fi-

nancial strain also contributes to the level of 

caregiver burden (Evercare & NAC, 2007). 

proposal generated controversy among legisla-

tors. Many believed that government interven-

tion would discourage people from purchasing 

long-term care insurance to cover nursing home 

care and healthcare services in the home 

(DuPont, 1999). The 2010 U.S. healthcare 

reform legislation may provide some additional 

assistance for caregivers of persons with chronic 

illness in the United States. The legislation pro-

vides new options in two areas: home and com-

munity-based care and care coordination. The 

law establishes new options in Medicaid-funded 

home and community-based care that includes 

programs to provide attendant care services for 

individuals with disabilities and protection 

against spousal impoverishment. The law also 

provides incentives to physicians and healthcare 

organizations to improve post-discharge patient 

outcomes and establish care coordination ser-

vices for Medi-care beneficiaries. However, this 

legislation is currently being contested, so the 

extent to which these reforms will be instituted 

and the involvement of the government’s role in 

assisting caregivers remains a highly debated 

issue (Family Caregiver Alliance, 2010).

Emotional Effects of Being a 
Caregiver

Although not all persons experience stress when 

providing care, many do. There are a number of 

factors that influence caregiving and the stress it 

may cause. Factors include the intensity of the 

care provided, types of care tasks performed, 

gender, personal characteristics of the caregiver, 

the relationship between the caregiver and the 

person receiving care, support from other family 

members, and competing obligations of the 

caregiver. Research on caregiver stress spans 

more than 2 decades, and researchers have 



report being depressed or anxious and to 

 experience lower levels of life satisfaction. The 

irony is that, while they report more caregiver 

burden, role conflict, or strain, women are more 

likely than male caregivers to continue caregiv-

ing responsibilities over the long term. Women 

are less likely than men to obtain assistance 

from others with caregiving. Finally, women are 

less likely than men to engage in preventative 

health behaviors, such as rest, exercise, and tak-

ing medications as prescribed while caregiving 

(Burton, Newsom, Schulz, Hirsch, & German, 

1997).

Caregivers for spouses have reported a 

higher incidence of depression and stress than 

those caring for a disabled parent. The caregiv-

ing roles and responsibilities may have a major 

impact on the relationship itself. Healthcare 

professionals must realize that the relationship 

between the caregiver and the spouse receiving 

the care needs to be supported and nurtured in 

terms of love, affection, and intimacy (Gordon 

& Perrone, 2004).

Children and adolescents who have func-

tioned in the role of caregiver report difficulty 

watching their loved one progress with a chronic 

problem. They have memories of unpleasant 

smells and sights. They also report feeling help-

less because of their lack of knowledge and fear 

that they will not be able to deal with a crisis 

(Lackey & Gates, 2001).

Recent research has found that caregivers 

who have a higher sense of self-efficacy and 

control over their life situations (i.e., personal 

mastery) have less burden and fewer depressive 

symptoms (Chumbler et al. 2004; Chumbler, 

Rittman, & Wu, 2007; Mausbach et al., 2007). 

These studies suggest that interventions that 

enhance self-efficacy or personal mastery will 

decrease health risks and improve health-related 

Caregiver burden has been associated with 

increased depressive symptoms in caregivers of 

patients with stroke (Chumbler, Rittman, Van 

Puymbroeck, Vogel, & Qin, 2004), coronary 

artery bypass (Halm & Bakas, 2007), and 

Alzheimer’s disease (Mausbach et al., 2007), 

among others. The Family Caregiver Alliance 

(FCA) estimates that between 40% and 70% of 

caregivers have “clinically significant” depres-

sive symptoms (FCA, 2006). Higher levels of 

depression have been found among dementia 

caregivers who cared for persons with moderate 

to severe functional impairment and greater 

amounts of behavioral disturbance (wandering 

and aggression) than among nondementia care-

givers (Meshefedjian, McCusker, Bellavance, & 

Baumgarten, 1998).

In another study of caregivers and patients 

with dementia (n = 5627), 32% of the caregivers 

were classified as clinically depressed on the 

basis of elevated scores on the Geriatric De-

pression Scale (Covinsky et al., 2003). When 

caregivers’ appraisals of the burden of caregiv-

ing are high, there is greater likelihood of care-

giver depression and depressive symptoms 

(Clyburn, Stones, Hadjistavropoulos, & Tuokko, 

2000).

Caregiving is also a risk factor for poorer 

health and increased mortality in caregivers 

 versus noncaregivers (FCA, 2006). One study 

reported that among spousal caregivers experi-

encing strain, there was a 63% higher mortality 

risk for family caregivers during a 4-year period 

than among noncaregivers (Schulz & Beach, 

1999).

There also appears to be a gender compo-

nent associated with caregiver strain. Female 

caregivers experience more psychiatric disor-

ders than do male caregivers (Yee & Schulz, 

2000) and are much more likely than men to 
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Family Relationships and Shifting Roles

Providing care to others, especially spouses and 

parents, often requires changes in the ways that 

family members interact with each other. For the 

care provider, this decision may be a lifelong 

commitment to another family member (Elliot & 

Shewchuk, 2003). These changes in family inter-

actions have been labeled role reversal, role 

renegotiation, or role reconstruction. Although 

most family caregivers handle these role changes 

over time, some caregivers struggle with changes 

in their family relationships (Lutz, Chumbler, & 

Roland, 2007).

In role reversal, for example, wives provid-

ing care to husbands are often required to make 

financial decisions or perform tasks to maintain 

their homes that have always been their hus-

bands’ responsibility. Adult children often speak 

of becoming “parents” to their frail parents 

(Plowfield, Raymond, & Blevins, 2000). Some 

researchers view the term role reversal as being 

inadequate for describing family relationships 

in late life (Brody, 1990; Seltzer, 1990). They 

view the use of the term role reversal as a sim-

plistic way of viewing a complex phenomenon 

and express concern that it reinforces negative 

stereotypes of dependency in general and old 

age in particular. If being a parent, child, or 

spouse is a social position in a family, these 

positions do not change during the lifetime of 

the family. A parent is always a parent. A spouse 

is always a spouse. Although behaviors toward 

each other may change as health or functioning 

decline, the roles remain stable. Therefore, the 

terms role renegotiation or role reconstruction 

may be more accurate to describe changes in 

familial relationships due to caregiving.

Support for this argument was offered in a 

study of adult child caregivers that found that 

adult child caregivers respected traditional 

outcomes for caregivers (Chumbler et al., 2007; 

Halm & Bakas, 2007; Rabinowitz, Mausbach, 

Thompson, Gallagher-Thompson, 2007)

Burnout

Burnout has been defined as a “state of physi-

cal, emotional, and mental exhaustion caused 

by long-term involvement in emotionally 

demanding situations” (Pines & Aronson, 

1988, p. 9). For the caregiver, the term burn-

out can be used to describe this type of physi-

cal, mental, and/or emotional exhaustion 

(Nerenberg, 2002).

Figley (1998) developed a model of burn-

out for professional caregivers (e.g., nurses and 

social workers) that has implications for care-

giver and caregiver family situations as well. In 

this model, burnout begins with a caregiver’s 

stress response, that is, compassion stress, 

which refers to “the stress connected with 

exposure to a sufferer” (Figley, 1998, p. 21). In 

this case, the sufferer is the care recipient. 

When compassion stress is accompanied by 

prolonged exposure to the suffering and/or 

unresolved trauma, compassion fatigue sets in. 

Compassion fatigue can also be exacerbated by 

a substantial degree of life disruption. These 

factors lead to caregiver burnout, which may be 

dealt with by placing the care recipient in an 

institution, by having another family member 

assume primary caregiver duties, or, in some 

cases, by neglecting or abusing the care recipi-

ent. Parents caring for children with severe 

developmental disabilities or others caring for 

individuals with Alzheimer’s disease are espe-

cially at risk for burnout due to prolonged 

exposure and high levels of life disruption. 

However, to date, little research has been done 

on the incidence of compassion fatigue in 

informal caregivers.



and self-neglect. Physical abuse is defined as 

the willful infliction of physical pain or injury. 

Examples of this are slapping, bruising, or 

restraining. Sexual abuse is the infliction of 

nonconsensual sexual contact of any kind. 

Neglect is failing to provide shelter, health care, 

or protection. Exploitation is the illegal taking, 

misuse, or concealment of funds, property, or 

assets. Emotional abuse includes inflicting pain, 

anguish, or distress through verbal and non-ver-

bal acts. Abandonment is desertion of the elder 

by anyone who is responsible for care. Self-

neglect is failure of a person to perform essen-

tial, self-care tasks and that failure creates an 

unsafe environment for the elder.

It is important for healthcare professionals 

to recognize the precipitating factors for care-

giver abuse of an elder. There appears to be a 

strong link between the likelihood for abuse and 

the caregiver’s perception of his or her situation. 

Caregivers who have had a positive relationship 

with care recipients are less likely to become 

abusive. In certain situations, the risk of abuse 

increased in direct relationship to the amount of 

care required. The personality characteristics 

and behaviors of the care recipient have also 

been indicated in relation to the caregiver’s 

stress level. Finally, an abusive incident may be 

triggered by the use of alcohol, substance abuse, 

or psychiatric illness (Nerenberg, 2002).

Although it is more common to think about 

the potential abuse of a dependent person by a 

family caregiver, it is also possible that a care-

giver may be the victim of an abusive care recipi-

ent. Patterns of dysfunctional behavior in families 

can extend over decades. If a wife was abused by 

her husband before he became ill or dependent 

on her for assistance, there is no reason to believe 

that he would suddenly discontinue all forms of 

abusive behavior because of illness.

parental autonomy for as long as possible 

(Piercy, 1998). The caregivers in this study 

described sensitivity to the parents’ wishes, even 

when they disagreed with the parent, and well 

beyond the point at which the parent experi-

enced significant cognitive or physical decline. 

This is particularly evident in studies of non-

white cultures in which familial roles are 

revered and respected (Evans, Coon, & Crogan, 

2007). However, Lackey and Gates (2001) 

found that in some cases children less than 18 

years of age who provide care to their parents at 

times perceived a reversal of roles. When caring 

for a parent, children reported serving as the 

personal confidant of the parent. In addition to 

the changed family dynamics, the child caregiv-

ers reported a pronounced effect on their school 

life and their friendships.

Elder Abuse and Neglect

The 2000 Survey of State Adult Protective 

Services stated that there were 472,813 reported 

cases of elder or vulnerable adult abuse. For 

substantiated reports, the most common envi-

ronment for abuse was in domestic settings. The 

typical abuser was a man between the ages of 26 

and 50 years. Almost 62% of the perpetrators 

were family members (spouse, parents, chil-

dren, grandchildren, siblings, and other family 

members). The family member or perpetrator 

with the highest incidence of perpetration was 

the spouse or intimate partner, followed by an 

adult child (Teaster, 2003). Even with the impact 

of these statistics, one must realize that it is 

likely that the majority of elder or vulnerable 

adult abuses go unreported.

The DHHS Administration on Aging 

(2009) defines the following types of abuse and 

neglect: physical abuse, sexual abuse, neglect, 

exploitation, emotional abuse, abandonment 
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A second type of excessive care occurs 

when caregivers assume responsibilities or per-

form tasks for their care recipients that they are 

capable of performing themselves. For example, 

a caregiver recently informed of her parent’s 

heart disease may react by taking over responsi-

bilities, such as paying bills or cooking, that her 

parent can still perform adequately. Such exces-

sive care can rob parents of feelings of auton-

omy that may be beneficial to their health and 

emotional well-being. Caregiving is a delicate 

balance of providing for the care recipient’s 

safety while preserving their autonomy to the 

fullest extent possible (Piercy, 1998). Albert and 

Brody (1996) found that greater feelings of bur-

den on the part of caregivers were associated 

with viewing parent care as child care. These 

burdened caregivers were also less likely to 

encourage parental autonomy. Such findings 

suggest that promotion of care recipient auton-

omy to the greatest extent possible for as long as 

possible may be beneficial for both caregiver 

and care recipient.

Financial Impact of Caregiving

Caregiving has different degrees of financial 

impact on families, depending on their par-

ticular caregiving situations and f inancial 

resources. For elderly couples with a spouse 

as caregiver, the impact may range from mini-

mal to considerable, depending on the extent 

to which other family help is available, formal 

services are used, and how they are financed. 

For families of frail elderly relatives, reduced 

employment is most likely to occur when the 

caregivers are of ethnic minorities and for 

patients with specific clinical characteristics 

(Covinsky et al., 2001). When adult children 

are the caregivers, the picture becomes murky 

Family caregivers, especially women, who 

have not managed the family finances and must 

always ask the care recipient or other family 

members for money or who rely solely on the 

care recipients’ families for other types of assis-

tance, may be very vulnerable to neglect. In 

addition, self-neglect, behavior that threatens a 

person’s own health or safety, can be an adverse 

consequence of profound caregiving stress and 

associated depression. Self-neglect usually 

manifests as refusal to provide oneself with ade-

quate food, water, clothing, and shelter.

Excessive Caregiving

Although a very subjective notion, providing 

excessive care to an impaired adult occurs in 

some caregiving situations. One form of exces-

sive care is assistance that puts the caregiver’s 

physical or emotional health at risk. Excessive 

care may have deleterious effects on the health 

of spouse caregivers (Plowfield, Raymond, & 

Blevins, 2000; Schultz & Beach, 1999). In the 

Caregiver Health Effects Study, persons who 

felt burdened while providing long-term care 

for demented spouses had a high risk of mortal-

ity over a 4-year period (Schultz & Beach, 

1999).

Given and colleagues (1990) found that 

spousal caregivers who experienced a combina-

tion of negative care-recipient behaviors, such 

as cognitive impairment and antisocial behav-

iors, were more likely to feel higher levels of 

responsibility and react negatively to the care-

giver role than did persons caring for spouses 

not exhibiting such behaviors. Despite negative 

responses to the caregiver role, the greater lev-

els of responsibility felt by these spouses may 

contribute to the provision of excessive care and 

the caregivers’ rejection of or failure to take 

advantage of respite opportunities.



number of hours of care per week. Caregivers 

whose income was less than $25,000 per year 

provided an average of 41 hours of care each 

week. The estimated cost of care for these care-

givers is more than $5,000 annually (or approxi-

mately 20% of their income). Forty-nine percent 

of the caregivers in this group also reported that 

their finances had gotten worse since they started 

providing care. Of the total sample, 43% 

reported that their f inancial worries had 

increased since taking on the role of caregiver.

Research shows that relatively few adult 

children contribute financially to parent care; 

only 5–10% of adult children transfer money to 

parents in a year’s time (Boaz, Hu, & Ye, 1999). 

These “financial caregivers” tend to have higher 

levels of asset income and proportionally more 

women engaged in the paid labor force full time 

than those who do not offer any financial assis-

tance to dependent parents. Furthermore, finan-

cial help almost always goes to single parents 

(usually widowed mothers) for caregiving situa-

tions that require extensive personal assistance.

Employment

In the mid-1980s, the first national study of its 

kind revealed the shocking effects that being a 

caregiver had on the nation’s workforce. About 

14% of caregiver wives, 12% of daughters, 11% 

of husbands, and 5% of sons quit their jobs to 

care for elderly relatives. Of employed caregivers, 

29% rearranged their work schedules, 21% 

reduced work hours, and 19% took time off with-

out pay (Stone et al., 1987). A 2004 national sur-

vey estimated that 44 million Americans were 

providing care for a friend or family member 

older than 18 years. Of these, 7 million were pro-

viding between 12 and 87 hours of care per week, 

which included personal care and other tasks such 

as shopping and transportation; more than 26 

because it is the f inancial resources of the 

care recipient that are usually considered for 

public assistance.

The current public financing system for in-

home and community-based services targets 

persons with the lowest incomes. Well off fam-

ily caregivers can afford to pay for home or 

community-based care out of pocket, regardless 

of the financial eligibility of the care recipient. 

However, families in the middle ranges of 

income may be unable to purchase in-home ser-

vices or receive public f inancing for needed 

care. White-Means (1997) found that care recip-

ients who were within 150–250% of established 

poverty levels and who were not receiving the 

Medicare home health benefit or state-financed 

programs were less likely to use in-home ser-

vices than were individuals in other income 

ranges. In other words, these low-income care 

recipients were not financially eligible for assis-

tance, nor were their family caregivers able to 

purchase services for them.

The cost of caregiving is associated with the 

level of need for the affected individual. 

According to the Department of Health and 

Human Services Administration on Aging 

(2001b) caregivers spend an average of 11% out 

of pocket for services not covered by Medicare. 

The Evercare and the National Alliance for 

Caregiving (2007) found that in a survey of 1000 

caregivers the average annual costs of caregiving 

was $5531. However, in a smaller subsample of 

caregivers (n = 41), who maintained a 1-month 

diary of expenses, the annualized expenses were 

$12,348. The most common expenses were in 

the areas of “household goods, food, and meals” 

(42%), travel and transportation costs (40%), 

and medical care co-pays and pharmaceuticals 

(31%)” (Evercare & NAC, 2007, p. 7). Those in 

the lowest income categories provided the most 

Problems and Issues 261



262 CHAPTER 10 / Family Caregiving

relinquishment of career advancement opportu-

nities, and the prospect of out-of-pocket 

expenses to support home care. Those in the 

lowest income categories have the highest eco-

nomic burden. Employers need to consider 

flexible options to help the caregiver/employee 

meet the demands of their multiple roles.

INTERVENTIONS  

Most interventions related to caregiving are a 

blend of both formal and informal networks of 

care. The interventions that address caregiving 

are unique for each person with chronic illness 

and cannot be generalized to others.

The Interface of Informal and 
Formal Caregiving Networks

The interface of a formal caregiving network 

with the family caregiver is important for the 

long-term emotional and physical health of the 

family caregiver. There are several diverse mod-

els currently in use to explain the ways in which 

informal and formal caregiving networks inter-

act over the long term.

Dual Specialization Model

One model that is particularly useful for studying 

the shared care between formal and informal net-

works is the dual specialization or complementary 

model (Litwak, 1985). The model is based on the 

notion that formal and informal networks have 

certain kinds of caregiving responsibilities and 

abilities that are best suited to each particular net-

work. Because of this specialized division of labor, 

there is the potential for friction and conflict 

among caregivers. Therefore, the networks work 

best when the amount of contact or level of 

involvement between them is minimized, and the 

groups perform only those tasks for which they 

are best suited.

million had to adjust their work schedules; and 

almost 8 million quit working to accommodate 

their caregiving responsibilities (MetLife & NAC, 

2004). In another survey of 1000 caregivers, of 

those who were employed or had been employed 

sometime during the caregiving experience, 37% 

cut back or quit working, 14% changed jobs, 48% 

used sick leave or vacation days, and 15% used 

unpaid leave (Evercare & NAC, 2007).

Employees most in need of support are those 

who function as primary caregivers and those who 

care for older adults with high care needs 

(Evercare & NAC, 2007; Stone & Short, 1990). 

Being female, Caucasian, and in fair to poor health 

increased the caregiver’s likelihood of needing 

some assistance to accommodate work and care-

giving demands. There is also evidence to suggest 

that caregivers who have lower amounts of educa-

tion and those less likely to view their work as a 

career are more likely than others to decide to 

leave paid employment altogether. Dautzenberg 

(2000) found that the daughter living closest with 

the least competing demands was most vulnerable 

to being called upon for caregiving duties.

Clearly, there are hidden costs, both eco-

nomic and noneconomic, of informal care to 

older adults, their caregivers, and to other fam-

ily members (Evercare & NAC, 2007; Fast, 

Williamson, & Keating, 1999). Unfortunately, 

these costs are frequently ignored by policy 

makers focused primarily on containing costs 

of services. The emotional well-being of the 

care recipient, who struggles with conflicting 

issues of dependency and strain on the family, 

and the emotional well-being of the family 

caregiver, who struggles with loss of control 

and independence in his or her daily life, can 

become very tenuous in these situations (Pyke, 

1999). The most dramatic economic costs to 

caregivers include giving up paid employment, 

lost income from unpaid leave or time off work, 



Family Empowerment Model

A model that more appropriately reflects the 

current emphasis on support of the family care-

giver and the inclusion of those caregivers as 

members of the care-planning team is the Family 

Empowerment Model (see Figure 10-1). 

Families with members who have chronic health 

conditions, especially if those members are chil-

dren, often feel a sense of powerlessness in satis-

fying the healthcare needs of that family 

member and in sustaining family life (Hulme, 

1999). The Family Empowerment Model depicts 

This conceptualization of a clear division 

of labor worked well until the early 1990s 

when, as already described, highly technical 

aspects of care were expected of family care-

givers. With a new emphasis on family caregiv-

ers receiving support and empowerment from 

formal providers to become competent care-

givers, a somewhat less restrictive interpreta-

tion of the complementary model is required 

today. Still, the model is useful for thinking 

about potential stress and tension that family 

caregivers may feel toward formal caregivers.

FIGURE 10-1 Family Empowerment Model.
Source: Hulme, P.A. (1999). Family empowerment: A nursing intervention with suggested outcomes 
for families of children with a chronic health condition. Journal of Family Nursing, 5(1), 33–50. 
Thousand Oaks, CA: Sage.
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and less reliant on the healthcare professional. 

The family is now a full partner in the healthcare 

team (Hulme, 1999).

When using the Family Empowerment 

Model, it is important to remember that the phases 

are interdependent and overlapping, and that a 

family’s progress through the phases may be 

delayed or reversed because of a prolonged or 

extremely challenging phase, a disruption in fam-

ily life, or changes in the healthcare situation 

(Hulme, 1999). Healthcare professionals can help 

prevent these events by implementing Family 

Empowerment Interventions, such as guiding the 

family in assessing its own strengths and in mobi-

lizing the use of those strengths for problem solv-

ing. The goal of such interventions is to recognize, 

promote, and enhance a family’s ability to meet 

the healthcare needs of their family member with 

chronic illness and to sustain their family life 

(Hulme, 1999). A valuable resource for nurses as 

well as family caregivers is the National 

Organization for Empowering Caregivers (see 

www.nofec.org and www.care- givers.com).

Family Caregivers as Members of 
Care Planning Teams

Although the two terms are sometimes used 

interchangeably, interdisciplinary teams are 

very different from multidisciplinary models of 

care. The older concept of teaming included 

multidisciplinary teams. These teams typically 

included members from different disciplines 

who shared common goals but worked indepen-

dently to propose and implement patient inter-

ventions. When a family caregiver interacts with 

a multidisciplinary team, he or she is more or 

less forced to compartmentalize caregiving 

needs, problems, or concerns into disciplines, 

such as a nursing problem, a therapy concern, or 

a social need.

an interactive intervention process that consists 

of phases corresponding to the amount of trust 

and decision making that a family shares with 

health professionals: professional dominated, 

participatory, challenging, and collaborative 

(Hulme, 1999). Family members interact with 

each other, nurses and other healthcare profes-

sionals, the healthcare system, and their commu-

ni ty  as  they par t ic ipate  in  the  family 

empowerment process.

In the professional-dominated phase there is 

a high level of trusting dependency on health pro-

fessionals to direct health care while the family 

adjusts to the healthcare situation. This phase 

occurs during an initial diagnosis of the chronic 

illness and during a life-threatening situation or 

relapse (Hulme, 1999).

The participatory phase occurs as the fam-

ily responds to the continuing chronic illness 

and its disruptive effect on family life. “Critical 

consciousness and action” (Hulme, 1999) 

become apparent and family members begin to 

perceive themselves as important members in 

the decision-making process about health care 

for their family member. During this phase, fam-

ily members focus on learning about the care of 

their chronically ill family member and the rules 

of the healthcare system. They also seek support 

and try out changing roles and responsibilities to 

improve their family life (Hulme, 1999).

In the challenging phase the balance of 

power begins to shift from the healthcare profes-

sional to the family. Family members question 

aspects of care, sometimes triggering conflict 

with the healthcare professional over control of 

their family member’s health care. Family frus-

tration, uncertainty, disillusionment, and loss of 

trust in the healthcare professional are not 

uncommon during this phase (Hulme, 1999).

The collaborative phase is entered as the 

family becomes more self-confident and assertive 



Active inclusion as a member of the interdis-

ciplinary team may help in overcoming a still 

common complaint of family caregivers: that of 

dissatisfaction with the level of their involvement 

in healthcare decision making. Family caregivers 

have identif ied four markers of satisfactory 

involvement: feeling that information is shared, 

feeling included in decision making, feeling that 

there is someone you can contact when you need 

to, and feeling that the service is responsive to 

your needs (Walker & Dewar, 2004). A goal of 

interdisciplinary teams should be to help family 

caregivers achieve these markers of involvement 

satisfaction. Use of the Family Empowerment 

Model (as previously discussed) can assist the 

interdisciplinary team in reaching that goal.

In contrast, the more contemporary con-

cept of teaming calls for interdisciplinary 

teams. These teams work together to identify 

and analyze problems, plan actions and inter-

ventions, and monitor results of the care plan. 

Team meetings are used to make or negotiate 

assignments, share information, and evaluate 

the team’s effort toward achieving client and 

caregiver outcomes. Lines of communication 

among team members are highly visible, while 

disciplinary boundaries are connected on inter-

disciplinary teams (Travis & Duer, 2000). 

Family caregivers who participate as members 

of interdisciplinary teams need only to convey 

their problems, needs, issues, or concerns to 

activate a team effort for resolution.

CASE STUDY

The C. FamilyThe C. Family

Ms. C. is a 29-year-old white woman divorced from her husband. She lives with her 2-year-old 

son Andrew, who has central hypoventilation syndrome (he does not breathe unassisted when 

asleep) and prolonged expiratory apnea (he has frequent hypoxic episodes when awake). It 

was Andrew’s illness that led to the couple separating. After birth, Andrew was hospitalized 

for approximately 3 months with his mother remaining near the hospital rather than returning 

home, 70 miles away. Her husband saw her absence as inattentiveness and neglect. After they 

learned that the baby had a poor prognosis, the parents disagreed about his treatment, resulting 

in much conflict, domestic violence, and eventual separation.

Home setting. Ms. C. and Andrew live in a small, one-bedroom upstairs apartment on the 

outskirts of a small city. The living room is largely taken up with Andrew’s crib and equip-

ment: ventilator, apnea monitor, oxygen tanks, and suction equipment. Ms. C. keeps the apart-

ment very clean to avoid respiratory irritants for her son. Toys are in every room.

Support system. Ms. C does not trust Mr. C. There is a restraining order to keep him out 

of the apartment, as he has stated he wishes to take Andrew off life support. Mr. C.’s mother 

and sister do not acknowledge Andrew as part of the family. They visited once in the hospital 

after Andrew was born, but tried to take out the baby’s tracheostomy tube, for, in their culture 

only “normal” healthy babies are allowed to live.

(continues)
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Ms. C.’s mother comes to visit her daily. Her sister visits several times a week when she is 

off from work. Two nephews also visit once or twice weekly. Thus, there is extended family 

support for her from her family and much conflict from Mr. C.’s family. The consistent emo-

tional support provided by her family keeps Ms. C. strong in her belief that her son deserves to 

live as normal a life as possible. She maintains a positive, almost stoic attitude about raising 

him at home.

Growth and development issues. The developmental task for this family is to incorporate 

the child into the family unit. The family unit itself changed after Andrew’s birth, given the 

separation of the parents due to conflicts between their beliefs about the child’s right to live. 

Andrew is part of his mother’s extended family system. Ms. C. has begun to date again, which 

has positive implications for her meeting her own needs as well as potential long-term impli-

cations for the family unit.

Andrew is played with in developmentally appropriate ways. He is frequently held and cud-

dled by his mother and her extended family. He is able to get around the apartment in his walker 

and is taken for age-appropriate excursions outside the home with his ventilator and the nurse.

Professional assistance for the child. Andrew has 24-hour-a-day nursing care. Importantly, 

Ms. C. refers to two of the nurses as part of the family, because they have cared for him for so 

long. In addition, he has a special education teacher once weekly, and a physical therapist and 

a speech therapist, who come every other week.

Assistance for the parent caregiver. The mother identified her need for support and coun-

seling services. She was provided with the following information: The American Red Cross 

offers support groups for parents of children at home on high-technology care. The New York 

State Department of Health Council on Child and Adolescent Health offers a Directory of 

Self-Help/Mutual Support for Children with Special Health Needs and Their Families (Huber, 

1992). The National Organization for Rare Disorders is also a reference for self-help groups. 

The local county Mental Health Association is an additional resource for parent caregivers. 

Ms. C. is fortunate that her family allows her respite from her parenting and caregiving respon-

sibilities. She can therefore participate in such self-help and support groups.

Discussion QuestionsDiscussion Questions

1. What challenging behaviors do you identify in this case study?

2. What do you think is causing these behaviors? Give some examples.

3. How would you handle these behaviors?

4. What are effective ways to handle these behaviors? Please explain.

5. How might ethnicity/culture influence family caregiving?

Source: This case study was provided by Allison M. Goodell, RN, BSN,

 staff nurse in the Pediatric Intensive Care Unit of the Children’s Hospital at 

Albany Medical Center, Albany, New York.

CASE STUDY (Continued)



member, regardless of the client’s age. This 

knowledge helps caregivers deal more effec-

tively with decision-making issues, obtain 

appropriate available community resources, and 

secure emotional support for themselves. 

Numerous specialty organizations, such as the 

March of Dimes, provide this type of educa-

tional material for families of recipients of dif-

ferent ages (e.g., children and adolescents). The 

case study of the C. family with the ventilator-

dependent child, Andrew, demonstrates the 

importance of support and education for the 

parent.

For families of children with chronic ill-

ness, regardless of the type of chronic illness, 

certain developmental changes or times of tran-

sition trigger disequilibrium and stress in the 

family. There are five principal periods of tran-

sition: the initial diagnosis, when symptoms 

increase, when the child goes to a new setting 

(such as the hospital), during a parent’s absence, 

and during periods of developmental change 

(Meleski, 2002). Of the developmental mile-

stones, five specific times are associated with 

increased stress: when most children learn to 

walk, when they learn to talk, when they enter 

school, the onset of puberty, and the child’s 21st 

birthday. Nurses need to recognize these times 

of transition and teach families how to foster the 

healthy development of their children as well as 

the family. The literature reveals several types of 

adaptation that parents use during times of tran-

sition: support, assigning meaning to the illness, 

managing the condition, role reorganization, 

and normalization. Nursing interventions 

should consider the type of adaptation, the fam-

ily, and the specific situation (Meleski, 2002).

Andrew’s story illustrates some of the cli-

ent and family needs that must be addressed. 

Andrew’s growth, development, and social 

needs are addressed by his mother, her extended 

Interdisciplinary teaming works well in 

long-term care situations because it is virtually 

impossible to disentangle the ever changing 

social and healthcare needs of dependent indi-

viduals and their family caregivers. If an elderly 

diabetic client and his spousal caregiver cannot 

afford to purchase appropriate food and medica-

tions in the same week, the healthcare plan will 

fail until the social needs of the couple are met. 

Similarly, a wheelchair-bound adult in a poten-

tially neglectful situation will not be able to 

remain in community-based care with only 

healthcare support. There is a need for social 

support and/or family involvement as well.

Transdisciplinary teams are the newest 

form of long-term care teams. With shrinking 

healthcare dollars and limited access to care, the 

transdisciplinary team model seeks to “maxi-

mize the strengths of team members and mini-

mize duplication in effort” (Lutz & Davis, 2008, 

p. 26). In this type of team, one member is se-

lected to direct the care on the basis of the pri-

mary needs of the family and patient. This team 

leader then coordinates the care with other 

members of the team and the family and patient. 

In this model, there is a blurring of disciplinary 

boundaries and team members may be cross-

trained in the duties of other disciplines (with-

out exceeding the standards of practice within 

their own discipline) to provide better continuity 

in care. For example, the nurse may also be 

cross-trained in some of the duties of the social 

worker or physical therapist (Lutz & Davis, 

2008).

Lifespan Development and 
Developmentally Appropriate Care

Knowledge of growth and development helps 

caregivers separate normal changes from dis-

ease-related changes in the dependent family 
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and social impacts of caregiving. Healthcare 

professionals need to promote family caregiv-

ers’ well-being, which is a complex, multidi-

mensional concept that includes personal 

meanings (George & Gwyther, 1986). 

Family caregivers need formal providers 

who have time and the training necessary to 

help them learn effective interventions. Because 

nurses with clinical training also understand 

behavioral and counseling techniques, they are 

often considered the most appropriate member 

of the team to work with family caregivers and 

to oversee educational programs. Stress-Point 

Intervention by Nurses (SPIN) (Kauffmann & 

Harrison, 1998) has proved useful in assisting 

families whose children have a chronic condi-

tion and are repeatedly hospitalized. A nurse 

helps the family develop a unique set of coping 

strategies based on the family’s own concerns 

and resources and the nurse’s expertise. The 

nurse helps the family explore issues together. 

This helps the family identify critical stress 

points and to design a customized family inter-

vention. A central strategy that nurses use in the 

SPIN process is to express realistic confidence 

in the family’s ability to cope (Kauffmann & 

Harrison, 1998). While SPIN was developed for 

families with children with chronic conditions, 

the SPIN process could be adapted for families 

of adult members with chronic illness.

In general, programs that build family care-

giver confidence and skill and a feeling of sup-

port are more effective than those that simply 

impart knowledge (Piercy & Chapman, 2001). 

Problem-solving interventions that target the 

specific concerns of family caregivers are espe-

cially effective and can reduce caregiver depres-

sion and distress (Elliott & Shewshuk, 2003). 

Kaye and colleagues (2003) found that early 

intervention screening of family caregivers of 

family, his nurses, and his therapists. As he 

grows older, his changing needs must be consid-

ered by individualizing the services he obtains 

and by treating him as normally as possible. His 

mother must learn about the changes he will 

undergo and how to interface effectively with 

institutions such as hospitals, clinics, and 

schools. To achieve this, she needs various sup-

portive services. She also needs to have her own 

needs met so that she can more effectively deal 

with Andrew’s chronic condition. Andrew’s 

restructured family, without his father, has suc-

cessfully incorporated him into a coherent unit 

and has not allowed his illness to be a major 

obstacle.

Helping Families Learn to Cope

Part of the maturation of individual family care-

givers and caregiving systems involves the 

development of realistic expectations of the 

individual member’s abilities and limitations, as 

well as an understanding of the anticipated tra-

jectory of dependent care that lies ahead. To 

provide adequate care for a dependent relative 

and at the same time secure their own well-

being, family caregivers need support, aid, and 

understanding from their families and friends 

and from the healthcare system. To get that sup-

port, it is crucial that family caregivers learn to 

recognize when they need help, what kind of 

help to ask for, how to ask for the help they 

need, and whom to ask (Mittelman, 2003). In 

doing so, caregivers may need assistance in 

acquiring the information, support, and services 

to meet those needs (Elliott & Shewshuk, 2003; 

Piercy & Chapman, 2001). Individual family 

caregivers and their caregiving systems may 

need assistance in learning how to cope with the 

positive and negative feelings and the emotional 



Hoffman, & Kobb, 2008; Lutz et al.,  2007). It is 

no longer the case that an intervention program is 

only effective with direct, face-to-face contact. 

The key is to make the interventions relevant, 

multicomponent, tailored to caregivers’ needs, 

and accessible when the caregiver needs it 

(Chambers & Connor, 2002; Elliott & Shewchuk, 

2003; Gitlin et al., 2003; Mittelman, 2003). Many 

of the caregiving Internet site resources presented 

at the end of the chapter contain support interven-

tions specific to caregivers.

Caregivers also need the opportunity for 

activities other than providing care to avoid a 

sense of entrapment and feelings of loss of self 

and burnout. Attention to self-help activities 

sustains one’s sense of well-being and revital-

izes energy that can later be used in providing 

care to the client, but many caregivers feel 

guilty about activities that focus on themselves 

(Medalie, 1994).

Spirituality and Caregiving

Spiritual beliefs and faith-based behaviors play 

multiple roles in caregivers’ lives. Spirituality 

involves not only connectedness with a sacred 

other, but also with other people, perspectives, 

and sources of value and meaning beyond 

 oneself (Faver, 2004). Such connectedness can 

 produce happiness and energy to sustain a care-

giver’s ability to care for a chronically ill family 

member (Faver, 2004; Haley & Harrigan, 2004). 

Whether caregivers hold religious beliefs or not, 

they express needs for love, meaning, purpose, 

and, sometimes, transcendence in their lives 

(Murray et al., 2004). Caregivers draw strength 

from maintaining relationships with their fami-

lies and value opportunities to give and receive 

love, to feel connected to their social world, and 

to feel useful (Murray et al., 2004).

older relatives resulted in caregivers accessing 

sources of community support before a crisis 

and impending burnout. In all cases, interven-

tion programs must be developmentally appro-

priate and tailored to be culturally relevant and 

learner specific.

The types of intervention programs avail-

able range from individual or group caregiver 

counseling in the presence of a professional facil-

itator to self-paced, self-help computerized pro-

grams that can be completed in relative isolation 

from others. Software packages that provide 

caregivers with information and advice on pro-

motion of personal psychological health, relax-

ation, and other coping strategies plus a care-

giver self-assessment tool on coping with the 

caregiver role have proved useful to caregivers 

(Chambers & Connor, 2002). Caregivers report 

that the use of such software provides reassur-

ance and emotional support and enables them to 

assess and enhance their own coping skills.

The time constraints of most contemporary 

family caregivers are now being addressed by 

such strategies as telephone conferencing, 

Internet chat rooms, and email. Link2Care 

(http://www.link2care.net) and Caring~Web 

(http://caringweb.utoledo.edu/) are examples of 

successful, innovative Internet-based programs 

that combine high technology with traditional 

service to increase caregiver well-being and 

coping skills (Pierce et al., 2004; Kelly, 2003–

2004; Steiner & Pierce, 2002). Caregivers using 

both of these sites found features of updated 

news and research, information articles and fact 

sheets, online discussion groups, and “ask an 

expert” to be of value.

The Veteran’s Administration (VA) is using 

home-telehealth technologies to link caregivers 

and veterans with chronic conditions to primary 

care providers at the VA (Lutz, Chumbler, Lyles, 
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experiences while caring for persons with 

Alzheimer’s disease (Paun, 2004). A sense of 

sacred companionship with God or a sacred 

other acts as a sustaining force for many care-

givers (Faver, 2004). Thus, a spiritual approach 

to caregiving may help caregivers cope with 

stressful situations and benefit those for whom 

they care. Strong faith-based beliefs, such as 

moral living and being of service to others, can 

motivate persons to become caregivers as well 

as to continue caregiving (Stuckey, 2001).

Although caregivers report the importance 

of spirituality and religion in their lives, they are 

often reluctant to initiate raising such issues 

with healthcare professionals. Murray and col-

leagues (2004) found that caregivers (as well as 

the care recipients) did not broach the subject of 

spiritual care need because they perceived the 

healthcare professionals to be busy and/or did 

not see spiritual care as part of healthcare pro-

fessionals’ role. Caregivers even actively tried to 

disguise their spiritual distress. Nurses need to 

be alert to caregivers’ need for spiritual care and 

to create conditions where caregivers feel com-

fortable in discussing their spiritual needs. 

Giving caregivers this opportunity validates 

their concerns and needs and helps them feel 

connected and cared for. Spiritual support pro-

fessionals, such as ministers and rabbis, should 

be included as an integral part of any interdisci-

plinary or transdisciplinary team.

Churches and Communities in Care 
Solutions

In addition to government-sponsored programs 

to help caregivers, churches have a potentially 

important role to play in caregivers’ lives. 

Religious beliefs and formal religious prac-

tices are essential aspects of caregiving. Heavy 

reliance on prayer to cope with adversity is 

reported by many caregivers (Paun, 2004; 

Stuckey, 2001). African American women care-

givers describe their prayer as an ongoing dia-

logue that keeps them connected with their God 

rather than as a formal religious ritual (Paun, 

2004). Religiosity is also demonstrated by the 

belief that God has a plan; belief in a loving 

God; hope in an afterlife; and a sense of the evi-

dence of God all around (Stuckey, 2001). 

Reading the bible and other religious materials 

and listening to music are also aspects of formal 

religion used by caregivers (Theis, Biordi, 

Coeling, Nalepka, & Miller, 2003). Churches 

provide an important source of encouragement 

and social support for caregivers (Faver, 2004; 

Murray et al., 2004; Theis et al., 2003). A strong 

connection with a caring community is what 

caregivers value in their church relationships. 

Caregivers find that the consistent presence of 

fellow parishioners is a powerful sustaining 

force (Faver, 2004). Efforts to maintain chroni-

cally ill spouses’ engagement in religious prac-

tices, such as church attendance, are important 

for caregivers. When church attendance is no 

longer possible, caregivers substitute televised 

or recorded services and arrange for other for-

mal religious practices like communion to be 

given at their home (Paun, 2004).

A spiritual or religious perspective seems 

to benefit caregivers in several ways. Caregivers 

report that attending religious services regularly 

is what keeps them going. Second to church 

attendance is prayer (Paun, 2004). Feelings of 

being supported and comforted by religious 

faith are associated with positive emotional 



volunteer program organized by Faith in Action 

National Network (http://www.fianationalnet-

work.org/), which administers 600 community 

programs across the United States. The pro-

gram, originally funded by the Robert Wood 

Johnson Foundation, aims to connect volunteers 

with older and disabled people who need help 

and to provide a source of respite for caregivers.

Programs, Services, and Resources 
for Family Caregivers

A multitude of information and referral links, 

products and services, educational sites, and 

caregiver support groups are available online. 

There is no shortage of programs, services, and 

resources for family caregivers. However, one 

problem is finding affordable programs that are 

accessible and convenient for hassled family 

caregivers. In addition, narrowing an Internet 

search from a broad term like “family caregiv-

ing” to a search for agencies and organizations 

to assist family caregivers or books for caregiv-

ers and professionals will still yield an enor-

mous number of results. An easy-to-use, 

comprehensive list of agencies and organiza-

tions with resources for family caregivers plus a 

list of books for caregivers and professionals 

can be found on the Family Caregiver Alliance 

website (www.caregiver.org).

Utilization of community services by 

 family caregivers provides a range of benefits 

for caregivers. Unfortunately, barriers to the ser-

vices continue to exist. Benefits reported by 

caregivers include renewal, sense of community, 

and knowledge and belief that their family mem-

ber also benefited from the service. Barriers 

include care recipient resistance, reluctance of 

Though little research has been conducted on 

the role of churches in elder care, Stuckey 

(2001) found that churches supported caregivers 

by encouraging continued church participation 

whenever possible and by taking services to the 

care recipient and caregiver when needed.

An example of a church collaboration is the 

Interfaith CarePartners (www.interfaithcarepart-

ners.org). This innovative church collaboration 

began in 1985 in the Greater Houston, Texas 

area. The focus of program is a care team con-

cept of caregiving that provides in-home support 

to individuals with chronic health conditions 

and offers respite support to their caregivers. 

Individuals with AIDS/HIV were the first to 

benefit from the care team approach. Caring for 

those with Alzheimer’s and dementia began in 

1992, followed by the elderly or those with dis-

abling conditions in 1994, and lastly families 

with impaired children in 2000 (Interfaith 

CarePartners, 2011).

Communities also have a role in providing 

assistance to those in need of care. An excellent 

example of a community partnership to accom-

plish this goal is the Gatekeeper Model devel-

oped in Spokane, Washington (Substance Abuse 

& Mental Health Administration, 2004). 

Employees of community businesses and corpo-

rations who work with the public (the “gate-

keepers”) are trained to identify and refer 

community-dwelling older adults who may be 

in need of aid. Upon referral by these gatekeep-

ers, home-based assessments are conducted by 

interdisciplinary teams provided by the local 

mental health services, with referrals made for 

additional services as needed.

Another community example that benefits 

older adults and caregivers is the interfaith 
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Caregivers need to see respite services as a rea-

sonable and appropriate action, not as a sign of 

personal failure, if they plan to continue care-

giving without being overwhelmed by the physi-

cal and social demands.

When caregiving becomes too physically 

demanding or emotionally draining, short-term 

institutional placement of the client may be a 

care alternative. Planned short-term hospital 

admission provides in-facility professional care 

with relief for the caregiver. These programs can 

prevent the threshold of family tolerance from 

being exceeded. To enhance family caregivers’ 

comfort with this type of respite, nurses need to 

put themselves in a secondary and supporting 

care provider role and acknowledge the family 

caregiver as the authority on the care required 

by their family member (Gilmour, 2002). Family 

members are more fully able to relinquish care 

when they are confident that their relative is 

receiving care comparable to what is provided at 

home and that the relative is not negatively 

affected by the hospital stay (Gilmour, 2002).

Both Medicare and many long-term care 

insurance policies provide a short-term nursing 

home placement for a dependent family mem-

ber. Longer or more frequent temporary stays 

are also possible, if the family is able to pay the 

expenses out of pocket.

Adult Day Services

Adult day services (formerly known as adult 

daycare) are congregate programs that provide 

opportunities for impaired adults to socialize 

and participate in organized activities, and for 

their families to receive respite time. Use of 

adult daycare results in decreased caregiver 

worry and stress and improved psychological 

well-being (Ritchie,  2003).  Caregivers 

the caregiver, hassles for the caregiver, concerns 

about quality, and concerns about f inances 

(Winslow, 2003). Nurses and other healthcare 

professionals involved in community services 

need to work to decrease or eliminate the barri-

ers faced by family caregivers.

Respite Programs and Services

Respite is temporary relief from caregiving 

responsibilities that provides intervals of rest 

and relief for the caregiver. Family members 

may provide respite for the primary caregiver by 

taking over some tasks; for example, children 

may assist their caregiving parents by shopping, 

cleaning, and so forth. There are also formal 

sources of respite, such as adult daycare, in-

home companions, and special weekend respite 

programs.

It is important for caregivers to recognize 

the warning signs that indicate that their coping 

skills are overwhelmed and they are in need of 

outside help. For many caregivers, the hardest 

step is acknowledging that help is needed; the 

next most difficult step is extending the effort to 

seek this help. Caregivers often feel guilty about 

seeking respite and delay using formal respite 

services until they are exhausted and debili-

tated. Ambivalence on the part of caregivers to 

make use of respite services is illustrated by a 

study of family caregivers’ experiences with in-

hospital respite care for family members with 

dementia (Gilmour, 2002). Caregivers’ feelings 

varied from acceptance to qualified acceptance 

to marked ambivalence. Caregivers were torn 

between the need to have a break and the worry 

over the impact of the in-hospital respite care on 

their family member. Nurses have the interper-

sonal skills to help decrease tensions and anxi-

eties that caregivers have over respite care. 



depending on the region of the country and the 

type of program offered. In an analysis of cost 

implications of adult day services for persons 

with dementia, Gaugler (2003) found that the 

daily costs to reduce caregivers’ role overload 

and depression decreased with adult daycare  

utilization over 1 year. Apparently, the adult day 

programs are most cost effective for caregivers 

who use them consistently and for longer peri-

ods of time.

Home Care Programs

Home care has expanded in recent years as a 

result of earlier hospital discharge and the 

increase in technically more complex therapies. 

The home represents a different context for 

 provision of care than the medical office or com-

munity clinic. Toth-Cohen and colleagues (2001) 

discuss four key factors that must be considered 

when providing care within the home setting: 

understand the personal meaning of the home 

for the family, view the caregiver as a “lay 

 practitioner,” identify the caregiver’s beliefs and 

 values, and recognize the potential impact of the 

interventions on caregiver  well-being.

Multiple benefits as well as challenges for 

the caregiver and the healthcare professional are 

present in home care (Toth-Cohen et al., 2001). 

Benefits for the caregiver include: 1) saving of 

time and mental and physical energy, 2) remain-

ing in control and guiding interaction with the 

provider, 3) being more comfortable and at ease 

in one’s surroundings, and 4) practicing newly 

learned skills in the context in which they will 

be used.

Benefits for the healthcare professional 

include: 1) gaining an in-depth understanding of 

the client, the caregiver, and the home context; 

2) designing interventions tailored to specific 

appreciate the client socializing and improved 

health as well as the respite for themselves 

(Warren, Kerr, Smith, Godkin, & Schalm, 

2003).

Great variation exists in the type and 

amount of services that these centers provide. In 

general, the centers are broadly classified as 

health or social models of care. Social models 

emphasize socialization and cognitive stimula-

tion. Health models of care are often supported 

by a state’s Medicaid program and include 

healthcare monitoring in the day program. In 

general, the major difference between the two 

types of programs is the presence or absence of 

a registered nurse on site. Some day health pro-

grams with advanced rehabilitation or restor-

ative programs are certified by Medicare as day 

treatment hospitals and include rehabilitation 

specialists on staff.

Work by Campbell and Travis (1999) high-

lights the interesting ways in which family care-

givers integrate formal programs and services 

into their informal caregiving routines. In their 

study of spousal caregivers, these researchers 

concluded that weekends were a time when 

other caregivers were not at work and were more 

readily available to help. Thus, better support to 

the primary caregiver appeared to have contrib-

uted to low interest in paying for additional 

adult day services during the weekend.

Social day programs have a variety of fund-

ing options, but most reimbursement sources 

are limited to low-income families or those with 

long-term care insurance (DHHS Admini-

stration on Aging, 2011b). Day health programs 

are  primarily Medicaid programs or those 

skilled rehabilitation programs that are 

Medicare reimbursed. The out-of-pocket cost of 

day care to the family caregivers varies widely, 
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caregivers of family members with dementia, is 

Structural Ecosystems Therapy (SET) (Mitrani 

& Czaja, 2000). The aim of SET is to address 

the entire family’s needs within a “cojoint con-

text” (p. 201). SET views the behavior of family 

members as interdependent and repetitive. 

Sometimes the repetitive patterns are maladap-

tive and cause symptoms such as caregiver 

stress. Other interaction patterns are adaptive 

and relieve caregiver strain. SET focuses on 

improving the caregiver’s interactions within his 

or her whole social ecosystem, that is, family, 

community, healthcare providers, and so on, 

thus increasing the extent to which the caregiv-

er’s emotional, social, and instrumental needs 

are met. SET is particularly appropriate for 

minority families because it acknowledges the 

importance of culture as a contextual variable 

that can have a marked influence on family 

interaction (Mitrani & Czaja, 2000).

Support Groups

Also called self-help groups, these forums focus 

on specific client populations and related care-

givers’ needs. Self-help groups for caregivers 

have been established in many communities 

throughout the United States. Some are self-

directed or run by volunteers; others are led by 

healthcare professionals who act as group facili-

tators. These groups provide information, emo-

tional support, advocacy, or a combination of 

these services. They address such areas as skills 

in the care and maintenance of the disabled per-

son and managing problems in the family; infor-

mation regarding the aging process; emotional 

needs for recognition and support from caring 

people; and concrete service needs for referral 

and information regarding resources. Telephone 

support networks and Internet chat rooms are 

simply contemporary versions of the traditional 

face-to-face support group.

home situations; 3) identifying safety issues that 

caregivers may be unaware of; and 4) observing 

performance in the context in which it occurs. 

Toth-Cohen and colleagues (2001) provide some 

excellent recommendations to the challenges 

faced by caregivers caring for a family member 

with Alzheimer’s disease. Nurses can work more 

effectively with families in their homes by being 

aware of the benefits, challenges, and possible 

solutions to those challenges. The nurse’s ability 

to meet whatever challenges are encountered 

will influence a caregiver’s response to interven-

tions and recommendations.

Some home care programs provide respite 

services for families. Services can include home-

making, monitoring of both client and caregiver 

health status, and performing various skills, such 

as taking vital signs or changing catheters. 

Unfortunately, reimbursement for these programs 

is increasingly limited to those families with the 

greatest financial need. Paying out of pocket can 

be very expensive over the long term.

Psychotherapeutic Approaches

Individual, couple, group, or family counseling 

may be needed to help families respond to the 

demands of caregiving. Individual counseling 

is directed toward enhancing the caregiver’s 

 capacity to deal with the day-to-day rigors of 

caregiving. As described by Montcalm (1995), 

counseling for couples can be complex because of 

the multiple issues involved, such as dependency, 

grief over the losses in the relationship, and fear. 

When peer interaction and feedback seem appro-

priate, group therapy can be effective in steering a 

family caregiver toward more positive resolutions 

of internal conflict over the caregiving role.

Family treatment often includes a strategy 

called the “family meeting,” at a time when all 

affected family members meet face to face. A 

family-based therapy, found effective for 



Hispanic family, a helping professional will have 

to work on personalismo, knowing the older 

adult and her caregiver as total persons, before 

focusing on personal matters; dignidad, develop-

ing a working relationship that reflects dignity 

and self-worth; respeto, respect between the 

helping professional and Hispanic elder; and 

confianza, trust between the two parties (Evans, 

Coon, & Crogan, 2007; Gallagher-Thompson, 

Solano, Coon, & Areán, 2003).

Ethnic differences exist in attitudes toward 

caregiving and caregiving responsibilities. For 

example, Cuban Americans often have a hierar-

chical relational orientation and adhere to tradi-

tional family roles. Because of this, female 

caregivers may have difficulty in adopting the 

leadership role of caregiving (Mitrani & Czaja, 

2000). Other cultural characteristics of Cubans 

are collectivism, giving precedence to the needs 

of the family over the individual, and the high 

degree of emotional and psychological close-

ness or enmeshment between caregiver and the 

care recipient. Enmeshment, observed more fre-

quently in Cuban families than in Caucasian 

American families, can produce a lack of objec-

tivity and an unwillingness to delegate care 

tasks, making it difficult for the caregiver to be 

an effective care manager (Mitrani & Czaja, 

2000). To work effectively with families from 

varied ethnic and  cultural heritages, the nurse 

must tailor family interventions to be culturally 

congruent.

Providing assistance to family caregivers of 

minority elders for any number of issues is most 

effective when the members of the targeted 

minority group are represented in the provider 

or intervention group. For this reason, 

 neighborhood-centered services, in which 

minority caregivers can interact with bilingual 

professionals, tend to be highly effective. These 

programs are well suited to respecting the 

The Need for Culturally Sensitive 
Interventions

During the 20th century, the United States and 

Canada experienced massive waves of immigra-

tion, as well as growing populations of native-

born minorities. Given the diversity of racial, 

ethnic, and religious groups in North America, 

there is a need for helping healthcare profes-

sionals learn more about the many cultural 

groups with which they work so that they can 

provide interventions that are sensitive to the 

client’s culture. To that end, there has been a 

rapid rise of multicultural consciousness in the 

United States. However, cultural awareness 

among healthcare professionals continues to be 

inadequate to serve those of other cultures.

Awareness that the definition of family dif-

fers from one cultural group to another is impor-

tant. For example, the dominant Caucasian 

definition focuses on the intact nuclear family. 

However, African Americans focus on a wider 

network of kin and community, and often 

include nonbiological family members in their 

family networks. The Chinese culture includes 

all of a person’s ancestors and descendants in 

the definition of family and the needs of the 

family are valued more highly than the needs of 

the individual. However, these values may be 

changing because of globalization and the influ-

ence of Western values (Lee, 2007). Who the 

client considers to be family and who is provid-

ing care will influence who should be included 

in interventions.

Cultural groups vary greatly in how they 

respond to problems and their attitudes toward 

seeking help. For example, Hispanic families 

typically want to keep problems confidential and 

view caregiving as a responsibility of the female 

family members (Evans et al., 2007; Rittman, 

Kuzmeskus, & Flum, 1998). To assist an 
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values and customs of families in need of help 

and to offering culturally relevant solutions to 

the caregivers (Spector, 2000).

Evidence-Based Practice

Evidence-based practice is based on the demon-

strated effectiveness of interventions tested in mul-

tiple clinical trials. Systematic reviews of the 

research are considered to be the highest level of 

evidence. As described in the previous sections, 

there are numerous studies testing various inter-

ventions to help improve the health and well-being 

of caregivers. However, there are only a few sys-

tematic reviews of the literature that focus on these 

widely varying interventions. Furthermore, the 

reviews available cite the lack of high-quality evi-

dence and poor consistency in the clinical trials 

testing these interventions (Glasdam, Timm, & 

Vitrrup, 2010; Hempel, Norman, Golder, Aguiar-

Ibánêz, & Eastwood, 2008; Smith, Forster, & 

Young, 2009). Therefore, it is imperative that more 

intervention research is conducted with a focus on 

replicating previous clinical trials. Researchers also 

suggest the inclusion of qualitative findings in the 

systematic reviews to better determine the specific 

effects of the interventions from the perspectives of 

caregivers (Thompson et al. 2007). Table 10-1 
includes examples of systematic reviews of the lit-

erature on caregiver interventions.

CARE RECIPIENT, CAREGIVER, AND 
CAREGIVING SYSTEM OUTCOMES  

Providing care to another person has both posi-

tive and negative outcomes for the primary 

 caregiver and the caregiver system. Because 

caregiving is a very personal journey, it is almost 

impossible to predict how each caregiver or care 

recipient will respond to the demands of 

dependency and caregiving support. Therefore, 

all of the interventions provided by an interdisci-

plinary or transdisciplinary team are ultimately 

directed toward supporting family caregivers 

when the situation is going well, and to helping 

caregivers correct practices that will lead to 

potentially negative outcomes.

Much of the caregiving literature reflects a 

focus on the negative aspects of caregiving. Less 

available are the positive aspects of the caregiver 

role. The literature continues to need studies that 

identify the potential benefits of caregiving 

(Hudson, 2004) for the purpose of increasing 

our understanding of the caregiving experience 

(Tarlow et al., 2004) as well as preventing the 

likelihood of viewing caregiving only from a 

pathologic perspective and thus socializing 

 caregivers to expect burden (Gaugler, Kane, & 

Langlois, 2000). The study of caregiver benefits 

can also provide data for the development of 

 evidence-based supportive care strategies for 

families and family caregivers (Harding & 

Higginson, 2003).

Despite the paucity of information regard-

ing the benefits derived from the caregiver role, 

studies available indicate that most caregivers 

find some element of satisfaction in the caregiv-

ing experience (Nolan, 2001; Scott, 2001). 

Hudson (2004) reported that 60% of caregivers 

readily identified positive aspects of the care-

giver role. Given what is known about long-

term family caregiving, there are three outcomes 

that are commonly monitored. Together, these 

outcomes form a gold standard by which care-

giving experiences can be measured. Outcomes 

for both the family caregivers and their care 

recipients include improved quality of life and 

meaning in life, enhanced autonomy and con-

trol, and reduced family stress and enhanced 

coping ability.



Table 10-1 Examples of Systematic Reviews of Research on Caregiving 
Interventions

Authors (date)

Focus of Review and 
Number of Studies 
Reviewed Findings Recommendations

Selwood, 
Johnston, Katona, 
Lyketosos, 
& Livingston 
(2007)

Effectiveness of 
psychological 
interventions for family 
CGs of persons with 
dementia 
(n = 62 RCTs)

Individual behavioral 
management therapy with 6 
or more sessions is effective 
in decreasing CG depression 

Group behavioral 
management therapy is not as 
effective  

Individual or group therapy 
focusing on coping strategies 
is also effective. Education 
on dementia and supportive 
therapy are not effective

Individual behavioral 
management and 
individual and group 
coping strategy therapy 
improves CG mental 
health 

Educational sessions 
should be individualized 
to each CG 

More research is 
needed

Thompson, 
Spilsbury, Hall, 
Birks, Barnes, & 
Adamson (2007)

Effectiveness of 
technology-, individual-, 
and group-based 
information and support 
interventions for CGs of 
persons with dementia 
(n = 44 RCTs)

Group-based interventions 
decrease depression in CGs 

No demonstrated 
effectiveness of any other type 
of intervention

Clinical signifi cance is 
uncertain. Poor quality 
evidence

Insuffi cient 
evidence to make a 
recommendation 

Limited evidence, more 
research needed 

Specifi cally, more 
systematic reviews of 
qualitative fi ndings are 
needed

Hempel, 
Norman, Golder, 
Aguiar-Ibánêz, 
& Eastwood 
(2008)

Review evidence on 
psychosocial interventions 
for nonprofessional 
caregivers of persons with 
Parkinson’s disease 
(n = 30 studies, 3 RCTs, 
27 other)

Various methodological 
weaknesses in studies 
reviewed, many pilot studies 

Majority of caregiver 
interventions were embedded 
in patient treatment regimens 

Little evidence supporting 
effectiveness of interventions

Several interventions 
warrant further research 

Insuffi cient 
evidence to make a 
recommendation 

Need additional 
research with rigorous 
designs and more focus 
on the caregiver

Smith, Forster, & 
Young (2009)

Effectiveness of 
information provision on 
improving outcomes for 
patients with stroke and 
their CGs (n = 11 RCTs)

Providing information 
improves knowledge of 
patients and CGs, but shows 
no effect on CG stress.

Limited evidence. More 
research on information 
provision interventions 
is needed with a focus 
on active strategies that 
involve the patient and 
caregiver

(continues)
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Until recently, systematic assessments of 

these positive outcomes of caregiving have 

been limited because of the diff iculty clini-

cians have encountered in finding and access-

ing psychometrically sound measures of 

these abstract constructs (Farran, Miller, & 

Kaufman, 1999). The new generation of mea-

surement tools allows interdisciplinary (or 

transdisciplinary) teams to tap into the day-to-

day meaning and ultimate meaning of caregiv-

ing relationships so that these aspects of 

caregiving become a visible outcome of the 

experiences (Farran et al.,1999). One such 

measurement tool is the Positive Aspects of 

Caregiving (Tarlow et al., 2004).

Quality of Life and Meaning in Life
It has been written that human beings “can be at 

their best when they are behaving with altruism 

and commitment to a person they love” 

(Lattanzi-Licht, Mahoney, & Miller, 1998, 

p. 31). Finding enhanced quality of life and 

meaning in life associated with the caregiving 

experience is one of the most positive outcomes 

of caregiving for the care recipient and the care-

giver (Sheehan & Donorfio, 1999). Evidence of 

enhanced meaning of life can be seen in care-

givers’ comments about positive aspects of care-

giving: “Love doing it—we’ve been given an 

opportunity we’d never thought we’d have” 

(Hudson, 2004, p. 62).

Table 10-1 Examples of Systematic Reviews of Research on Caregiving 
Interventions (continued)

Authors (date)

Focus of Review and 
Number of Studies 
Reviewed Findings Recommendations

Glasdam, Timm, 
& Vitrrup (2010)

Describe and critically 
evaluate support 
interventions for 
caregivers of chronically ill 
persons 

(n = 32 studies: 29 RCTs, 
3 clinical trials published 
from 1997–2007)

Incomplete description of the 
research design in many of 
the studies reviewed 

An aim of all interventions was 
to improve CG knowledge and 
support 

Education and counseling 
were provided at individual 
and/or group levels 

Mode of delivery included 
in-home visits, face-to-face 
counseling, and telephone 
support

Insuffi cient 
evidence to make a 
recommendation 

Effect of support 
interventions for CG is 
inconclusive 

Quality of the studies 
questionable 

Future research should 
include interventions 
that go beyond 
knowledge transfer and 
cognitive behavioral 
therapy focusing instead 
on interventions that 
support CG relationships 
and activities in 
their home or local 
environments.

CG, caregiver; RCT, randomized controlled trial.
Note: See individual citations for more details.



affective responses by caregivers to the demands 

of long-term caregiving. The goal of most care 

teams is to reduce this distress to a level that is 

perceived to be manageable for the caregivers. 

Caregivers are able to voice positive aspects in 

the role despite the negative aspects, such as 

stress and strain (Hudson, 2004; Roff et al., 

2004). Perhaps caregivers use positive emotions 

to augment and maintain their coping strategies 

when faced with an ongoing stressor like care-

giving (Folkman, 1997). Because family stress 

and coping are global, multidimensional, and 

multifaceted, interventions are often designed to 

address a specific aspect of stress and coping, 

such as perceived strain, depression, or fatigue 

(Buckwalter et al., 1999).

Societal Outcomes

A number of studies have examined the cost 

effectiveness of community-based home services 

to groups of individuals at risk for nursing home 

use. Even though the most consistent justification 

for delivering long-term care services in home- 

and community-based environments is cost con-

tainment, such claims have not been supported in 

the research (Weissert & Hedrick, 1999). Part of 

the problem is the way that costs of care are com-

pared across settings. For example, while nursing 

home care appears to be more costly than com-

munity-based care, the calculations do not take 

into consideration the out-of-pocket expenses and 

subsidized programs and services that family 

caregivers must use to make community-based 

care a viable long-term care option for them and 

their dependent family members.

Delayed or Diverted Episodes 
of Institutional Care

Despite the fact that home- and community-

based care may not be cost effective, providing 

Perceived Autonomy and Control

Autonomy, as an outcome of family care-

giving, means that the choices of long-term 

caregivers and their care recipients are self- 

determined. Consistent with the principles of 

self-determination is the need to have some con-

trol over events and decisions. In chronic care 

situations, autonomy and control are interre-

lated and both are affected by the ability of pro-

fessional providers to support family caregivers 

in the choices they make and the care that they 

give. It follows that autonomy and control may 

need to be renegotiated with the formal network 

and within the informal caregiving system as 

the caregiving situation changes.

Those caregivers who are able to feel most 

relaxed and confident in managing their care-

giving situations have reported that being suc-

cessful does not mean being in total control 

(Karp & Tanarugsachock, 2000). Learning to 

“go with the flow” is how caregivers frequently 

describe their approach to control issues (Travis, 

Bethea, & Winn, 2000). If interdisciplinary 

teams respect the values and goals of the care-

givers and their care recipients and help to 

translate these into real-world plans of care, 

then perceived autonomy and control for both 

caregivers and care recipients are enhanced. 

Evidence of an enhanced sense of autonomy 

and control can be seen in caregivers’ comments 

about positive aspects of caregiving: “Taking 

responsibility for things I had not previously 

been responsible for”; “I feel like I’m a stronger 

person now”; and “I’ve been able to undertake 

much more than I thought I could” (Hudson, 

2004, p. 62).

Reduced Family Stress and Coping

As previously discussed, the many adverse 

effects of caregiving include an array of 
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such care remains a goal for many families and 

a priority of policy makers. This is because 

institutional care is perceived as more expensive 

by most policy makers, and as less desirable 

than home care by older adults and policy mak-

ers alike, who clearly prefer noninstitutional 

solutions to long-term care.

In their study of the influence of service 

use on consequences for caregivers, Bass, 

Noelker, and Rechlin (1996) conceptualized 

services as a type of social support. They found 

that certain services, such as health care, per-

sonal care, and homemaker services reduced the 

adverse effects of heavy or burdensome care on 

the family caregivers. These types of programs 

serve a clientele that may not be at imminent 

risk of nursing home placement, but their needs 

for assistance in the home or community are 

real (Weissert & Hedrick, 1994).

Instead of looking to home- and  community-

based services as a cost-effective alternative to 

nursing home placement, a better outcome of 

success may be measures of diverted hospital 

stays (Weissert & Hedrick, 1994). Advanced 

death planning and decisions about when to insti-

tutionalize, as well as working with clinicians 

and families as dependent persons transition 

from active treatment to palliation, can reduce 

inappropriate and expensive care (Weissert & 

Hedrick, 1994). This outcome requires more 

 discussions and decision making among care 

recipients and their family members regarding 

care decisions and increased communication 

with their physicians to ensure that the decisions 

are respected and carried out. Nurses can foster 

this decision making by encouraging families to 

talk openly with one another about care and by 

assisting families to put the plans into place in 

advance of the need to make decisions about 

 hospitalizations or other unwanted aggressive 

measures.

Who are the primary providers of home 

care? What are some of the providers’ 

competing demands?

What are the advantages and disadvan-

tages of the person with chronic illness 

or disease being cared for at home? For 

the family? For the caregiver?

Are there differences for caregivers in car-

ing for children with disability versus 

caring for older adults? Please be spe-

cific and discuss.

How does ethnicity influence family care-

giving?

In what way(s) does culture affect family 

caregiving?

What factors influence the cost effec-

tiveness of home care versus institu-

tionalization?

What is the financial impact of caregiving 

on the caregiver?

How does public policy affect caregiving?

How can healthcare professionals assist 

family caregivers?

As an advocate for family caregivers, what 

facts would you present to lawmakers 

related to supportive legislation?

What are some of the emotional responses 

to family caregiving? Discuss positive 

and negative consequences for family 

caregivers.

Choose a scenario that you are familiar with 

or use a case study from this chapter and 

apply the Family Empowerment Model.

How does spirituality or religious prefer-

ence help family caregivers cope with 

their caring situation?

Where can family caregivers go for assis-

tance and information?

STUDY QUESTIONS
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Definitions

Sexuality is a complex construct with terminol-

ogy that has yet to be defined in a manner that is 

accepted by all. When discussing sexuality with 

other professionals or with clients, it is impor-

tant to be sure that everyone has the same frame 

of reference for the many descriptors that are 

used for aspects of sexuality. Nurses also are 

encouraged to know the more “scientif ic” 

terms, yet remember that these are not the words 

used by most of their clients when they talk 

about their sexuality. Nurses need to find out 

what terms their clients use, clarify the meaning 

to ensure understanding, then use words the cli-

ent knows and understands when discussing the 

impact of chronic illness on sexuality. Nurses 

should avoid using the term sexual dysfunction, 

as this is a psychiatric diagnosis that most 

nurses are not qualified to make. The American 

Psychological Association (APA) has identified 

sexual dysfunctions that are a result of chronic 

medical conditions and that have specific diag-

nostic criteria. Examples of psychologically 

diagnosed sexual dysfunctions include hypoac-

tive sexual desire, dyspareunia, and erectile dis-

order (APA, 2000). The def initions used in 

discussing sexuality in this chapter are in 

Table 11-1.

INTRODUCTION  

Humans are sexual beings from birth until 

death. Sexuality is an integral aspect of our 

personalities and is more than sexual contact 

and the ability to reach sexual satisfaction. 

Sexuality includes views of ourselves as male 

or female, feelings about our bodies, and the 

ways we communicate verbally and nonver-

bally our comfort about ourselves to others. 

It also includes the ability to engage in satis-

fying sexual behaviors alone or with another. 

Sexuality does not end when one reaches a 

certain age, nor does it end with the diagno-

sis of a chronic illness. In fact, sexuality and 

intimacy may become more important after 

such a diagnosis as a way of reaff irming 

human connection, aliveness, and continued 

desirability and caring. Sexuality is a critical 

aspect of quality of life that, unfortunately, is 

often ignored by healthcare professionals.

This chapter briefly reviews standards of 

nursing practice as they relate to sexuality, sex-

ual physiologic functioning, alterations in sexu-

ality caused by common chronic illnesses and 

their treatments, and nursing interventions. This 

chapter also provides nurses with suggestions 

for ways to incorporate discussions of sexuality 

into their practice.

Sexuality
Margaret Chamberlain Wilmoth
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potential area of client concern. These stan-

dards include both assessment criteria and out-

come criteria. Nurses who care for cancer 

patients then are expected to follow each of 

these standards in the provision of patient care 

(Table 11-2).

Nurses and physicians are legally obligated 

to ensure that clients have the necessary infor-

mation to make decisions regarding treatment. 

The provision of informed consent also requires 

that all risks, benefits, and side effects of dis-

eases and their treatments be provided to clients 

as they choose treatments for any illness. This 

includes information about potential sexual side 

effects of proposed treatments. Failure to pro-

vide this information could potentially lead to 

legal action by the client.

The Sexual Response Cycle 
and Sexual Physiology

There are two frameworks commonly used to 

describe what is called the “sexual response 

Standards of Practice

Standards of practice confer both a legal stan-

dard of practice as well as an ethical responsi-

bility that nurses adhere to in their practice of 

nursing (Andrews, Goldberg, & Kaplan, 

1996). Standards of practice for the   profes-

sion, published by the American Nurses 

Association (ANA) (2010), include six stan-

dards of care that encompass signif icant 

actions taken by nurses when providing care 

to their clients. These standards include the 

components of the nursing process. These 

standards also assume that all relevant health-

care needs of the client will be assessed and 

appropriate care  provided, including needs 

regarding sexuality.

Specialty organizations have derived stan-

dards of nursing practice from those published 

by the ANA that are specific to their practice. 

For example, the Oncology Nursing Society 

(2004) published nursing practice standards 

that specif ically identif ied sexuality as one 

Table 11-1 Defi nitions

Sexuality Everything that makes one a man or woman, including the need for touch, feelings 
about one’s body, the need to connect with another human being in an intimate 
way, interest in engaging in sexual behaviors, communication of one’s feelings and 
needs to one’s partner, and the ability to engage in satisfying sexual behaviors

Sexual behaviors Specifi c activities used to obtain release of sexual tension alone or with another in 
order to achieve sexual satisfaction; refers also to the multiple ways one verbally and 
nonverbally communicates sexual feelings and attitudes to others

Sexual functioning The physiologic component of sexuality, including human sexual anatomy, the 
sexual response cycle, neuroendocrine functioning, and lifecycle changes in sexual 
physiology

Sexual dysfunction Characterized by disturbances in the processes of the sexual response cycle or by 
pain associated with sexual intercourse; is a DSM-IV-TR diagnosis and should not be 
used by nurses unless they are specially trained in treating sexual dysfunctions

Sources: Wilmoth, M. C. (2009). Sexuality. In C. Burke (Ed.), Psychosocial dimensions of oncology nursing care (2nd ed., 
pp. 101–124). Pittsburgh: Oncology Nursing Press. American Psychological  Association. (2000). Diagnostic and statistical 
manual of mental disorders DSM-IV-TR (4th ed., text revision). Washington, DC: Author.



lengthening and widening of the vagina, eleva-

tion of the cervix and uterus, and initial swelling 

of the labia minora (Guyton & Hall, 2006; 

Masters & Johnson, 1966). These changes are 

caused by vasocongestion and are secondary to 

a parasympathetic response mediated to S2 and 

S4 through the pudendal nerve and sacral plexus 

(Guyton & Hall, 2006).

cycle.” The f irst, proposed by Dr. William 

Masters and Virginia Johnson (1966), is a four-

stage model of sexual response of the male and 

female. The four phases of the Masters and 

Johnson (1966) model are excitement, plateau, 

orgasm, and resolution. The excitement stage 

causes an increase in the heart rate and vasocon-

gestion to the penis. This is accompanied by 

Table 11-2 Oncology Nursing Society Statement on the Scope and Standards of 
Oncology Nursing Practice

Standard I Assessment Standard III Outcome Identifi cation

The oncology nurse systematically and continually 
collects data regarding the health status of the 
patient.

The oncology nurse identifi es expected outcomes 
individualized to the patient.

Measurement Criteria Measurement Criteria

The oncology nurse collects data in the following 
14 high-incidence problem areas that may 
include but are not limited to: sexuality.

The oncology nurse develops expected outcomes 
for each of the 14 high-incidence problem areas 
within a level consistent with the patient’s physiology, 
psychosocial and spiritual capacities, cultural background, 
and value system. The expected outcomes include but 
are not limited to sexuality. The patient and/or family:

1. Past and present sexual patterns and 
expression

2. Effects of disease and treatment on body 
image.

3. Effects of disease and treatment on sexual 
function.

4. Psychological response of patient and partner 
to disease and treatment.

1. Identifi es potential or actual changes in sexuality, 
sexual functioning, or intimacy related to disease and 
treatment.

2. Expresses feelings about alopecia, body image 
changes, and altered sexual functioning.

3. Engages in open communication with his or her 
partner regarding changes in sexual functioning or 
desire, within cultural framework.

4. Describes appropriate interventions for actual or 
potential changes in sexual function.

5. Identifi es other satisfying methods of sexual 
expression that provide satisfaction to both partners, 
within cultural framework.

6. Identifi es personal and community resources to 
assist with changes in body image and sexual 
functioning.

Source: Oncology Nursing Society. (2004). Statement on the scope and standards of oncology nursing practice. 
Pittsburgh,  Author.
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during sexual response (Kolodny, Masters, 

Johnson, & Biggs, 1979).

The second framework is from Kaplan. 

Kaplan’s (1979) modif ication of the sexual 

response cycle includes aspects of sexual physi-

ology involving the prelude to sexual activity as 

well as the consequences of sexual activity. 

These three phases are desire, arousal, and 

orgasm. Desire is the prelude to engaging in sat-

isfying sexual behaviors and is the most complex 

component of the sexual response cycle. Desire 

is often affected by factors such as anger, pain, 

and body image, as well as disease processes and 

medications (Kaplan, 1979). When sexual stim-

uli are perceived by women, they are processed 

physiologically and physically, leading to sub-

jective feelings of arousal and a responsive feel-

ing of desire (Katz, 2007). This may explain why 

psychogenic factors can be a determinant cause 

of male and female sexual dysfunction.

Arousal, manifested by erection in males, 

is mediated by the parasympathetic nervous sys-

tem and is the result of either psychic or somatic 

sexual stimulation (Masters & Johnson, 1966). 

Alternately, activation of the sympathetic ner-

vous system will lead to loss of an erection 

through vasoconstriction. It was previously 

thought that an analogous process of parasym-

pathetic nervous system stimulation led to 

arousal in women. However, evidence suggests 

that it is stimulation of the sympathetic nervous 

system (SNS) that is responsible for female 

arousal (Meston, 2000). Data also suggest that 

stimulation of the SNS may enhance arousal in 

women with low sexual desire (Meston & 

Gorzalka, 1996) and that induction of relaxation 

may negatively affect arousal (Meston, 2000).

Although many women suggest that the 

Gräfenberg spot (G-spot) plays an important role 

in their sexuality, the existence of this sensitive 

The second stage is the plateau stage, 

which is an increased state of arousal causing 

the heart rate and blood pressure to increase, 

with a subsequent increase in respiratory rate 

(Katz, 2007). The third stage is the orgasm, the 

phase of maximal muscular contraction (male 

ejaculation, and female pelvic muscle contrac-

tion), with a peak of respirations and heart rate, 

and a subjective feeling of intense pleasure that 

radiates throughout the body (Katz, 2007). 

Impending orgasm is determined by the pres-

ence of an intense color change in the labia 

minora in women and full elevation of the scro-

tal sac to the perineal wall in men, all a result of 

intense vasocongestion (Masters & Johnson, 

1966). Orgasm is mediated by the sympathetic 

nervous system and is the physical release and 

peak of pleasurable expression, followed by 

relaxation (Guyton & Hall, 2006). The sympa-

thetic nerves between T12 and L2 control ejacu-

lation (Koukouras et al., 1991). The intensity of 

orgasm in women is dependent upon the dura-

tion and intensity of sexual stimulation.

The final stage is resolution, when vaso-

congestion resolves and the body returns to its 

normal nonaroused state (Katz, 2007). Men also 

have what is referred to as a “refractory period,” 

which is the period within which the male is 

unable to achieve an erection satisfactory for 

penetration. This period of time is age and 

health-status dependent (Masters & Johnson, 

1966).

Physical changes that occur in both men 

and women as a result of sexual stimulation are 

vasocongestion and myotonia. Vasocongestion 

occurs in the penis in men and in the labia in 

women, and is an essential requirement for 

orgasm and subsequent sexual satisfaction. 

Myotonia refers to the involuntary muscular 

contractions that occur throughout the body 



Hall, 2006). Production of GnRH is reduced, 

once a satisfactory level of testosterone has 

been attained. A negative feedback loop also 

exists in the woman, although it is much more 

complex, given the concurrent production of 

estrogen and progesterone by the ovary and the 

production of androgens by the adrenal cortex.

Psychic factors appear to play a larger role 

in the sexual functioning in women than in men, 

particularly in relation to sexual desire. Multiple 

neuronal centers in the brain’s limbic system 

transmit signals into the arcuate nuclei in the 

mediobasal hypothalamus. These signals mod-

ify the intensity of GnRH release and the fre-

quency of the impulses (Guyton & Hall, 2006). 

This may explain why desire in women is more 

vulnerable to emotions and distractions than it is 

in men.

Aging affects the sexual response cycle in 

predictable ways, but it does not signal the end 

of sexuality. In fact, the old adage, “use it or lose 

it,” is applicable to continued sexual activity 

throughout life (Masters & Johnson, 1981). The 

general impact of aging on the sexual response 

cycle is a slower, less intense sexual response 

(Lindau, Schumm, Gaumann, Levinson, 

O’Muircheartaigh, & Waite, 2007). The fre-

quency of sexual activity in earlier years is pre-

dictive of frequency as one ages. The quality of 

the sexual relationship appears to be the greatest 

influence on the frequency and satisfaction of 

sexual activity (Masters & Johnson, 1981). As in 

younger adults, the quality of communication in 

a relationship, degree of mutual intimacy, and 

level of commitment to the relationship are vital 

to a satisfying sexual relationship and to achiev-

ing sexual satisfaction.

In clients aged 60 or older, organic factors 

are the most important determinant of erectile 

dysfunction (Corona et al., 2007). The frequent 

area remains open for verification (Hines, 2001). 

The G-spot is purportedly located in the anterior 

wall of the vagina, about halfway between the 

back of the pubic bone and the cervix along the 

course of the urethra (Ladas, Whipple, & Perry, 

1982). When stimulated, this tissue swells from 

the size of a bean to greater than a half dollar 

(Ladas et al., 1982). Stimulation of this area 

appears to cause a different orgasmic sensation, 

and it is hypothesized that this response is 

 mediated by the pelvic nerve, causing the uterus 

to contract and descend against the vagina rather 

than elevate, as with stimulation mediated by the 

pudendal nerve (Ladas et al., 1982). Approx-

imately 40% of women will experience expul-

sion of a fluid upon orgasm caused by G-spot 

stimulation (Darling, Davidson, & Conway-

Welch, 1990). Research suggests that this is a 

prostatic-like fluid that is released during orgasm 

(Zaviacic & Whipple, 1993; Zaviacic & Ablin, 

2000). Belief that this is not urine but a normal 

release of fluid that occurs during sexual 

response may lead to a reduction in embarrass-

ment for many women.

The neurohormonal system influences sex-

ual functioning through its effect on hormone 

production. The hypothalamic–hypophysial por-

tal system plays an important role in sexual 

functioning in both genders through production 

of gonadotropin-releasing hormone (GnRH) 

and subsequent stimulation of gonadotropin 

production by the anterior pituitary gland. The 

anterior pituitary gland secretes six hormones, 

two of which play an essential role in sexual 

functioning. Follicle-stimulating hormone 

(FSH) and luteinizing hormone (LH) control 

growth of the gonads and influence sexual func-

tioning. In men, LH influences production of 

testosterone by the Leydig cells in the testes 

through a negative feedback loop (Guyton & 
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Intense orgasm may lead to involuntary disten-

sion of the external meatus, leading to an 

increase in frequency of urinary tract infections 

in older women.

SEXUALITY AND CHRONIC 
ILLNESS  

The presence of a chronic illness affects all 

aspects of an individual’s life, including their 

sexuality. There are numerous chronic illnesses, 

and discussion of the impact of each on sexuality 

is beyond the scope of this chapter. Therefore, 

this chapter is limited to a brief discussion of the 

effects of coronary artery disease, diabetes mel-

litus, cancer, and multiple sclerosis on sexuality.

Coronary Artery Disease

The heart is linked to romance and to the soul, 

so any threat to cardiac functioning is emotion-

ally linked to matters of the self, sexuality, and 

intimacy. Cardiovascular disease, including cor-

onary artery disease (CAD) and stroke, causes 

more death in both genders and all racial and 

ethnic groups in the United States than any 

other disease (Centers for Disease Control and 

Prevention, 2004). More men and women than 

ever before are living longer and continue to 

lead productive lives after experiencing a myo-

cardial infarction (MI); however, recent data 

suggest that women experience a lower degree 

of quality of life than men (Agewall, Berglund, 

& Henareh, 2004; Svedlund & Danielson, 

2004). Therefore, having adequate and accurate 

knowledge about sexuality post-diagnosis may 

have a positive impact crucial to individuals’ 

self-concept, to their sexuality, and to their sex-

ual relationships.

The consensus study from the Second 

Princeton Consensus Conference collaborates 

comorbidity of multiple metabolic and hemody-

namic abnormalities in aging clients can sub-

stantially increase the incidence and progression 

of atherosclerotic lesions, leading to vascular 

forms of erectile dysfunction (Corona et al., 

2007). Masters and Johnson (1966) found that 

in men between 51 and 90 years of age, the time 

to achieve erection was two to three times lon-

ger than in younger men. Achieving erection 

also required more tactile stimulation than in 

younger years. However, once achieved, older 

men can maintain a full erection for a longer 

period before ejaculation. Scrotal vasoconges-

tion is reduced, with a subsequent decrease in 

testicular elevation. Basal and dynamic peak 

cavernosal velocity was shown to be reduced in 

older patients via Doppler ultrasound penile 

examination (Corona et al., 2007). The ability to 

attain orgasm is not impaired with aging, but 

there is an overall decrease in myotonia and 

fewer penile and rectal sphincter contractions. 

There is an increase in time from hours to days 

before older men can achieve another erection 

once they have ejaculated and achieved an 

orgasm (refractory period).

Women also experience sexual response 

cycle changes as they age, primarily after com-

pleting the menopausal transition. Common 

complaints include decreased desire, dry vagina, 

and difficulty attaining orgasm (Lindau et al., 

2007). Vaginal changes include a thinning of the 

mucosa, with a decrease in vaginal lubrication. 

In women who abstain from sexual intercourse, 

narrowing and stenosis of the introitus and vagi-

nal vault can occur (Leiblum & Segraves, 1989). 

Older women experience a decrease in the vaso-

congestion of the labia and other genitalia anal-

ogous to the decrease in penile tumescence 

experienced by men. Orgasm in sexually active 

women is not impaired; however, there is some 

decrease in the degree of myotonia experienced. 



extent of their cardiac disease. These categories 

and management recommendations are found in 

Table 11-3. Patients with less than three major 

risk factors for cardiovascular disease (age, 

hypertension, diabetes mellitus, cigarette smok-

ing, dyslipidemia, sedentary lifestyle, and family 

history of premature coronary artery disease) are 

generally at low risk for significant cardiac com-

plications from sexual activity or the treatment 

of sexual dysfunction (Kostis et al., 2005). 

Clients whose cardiac conditions are uncertain, 

as well as those with multiple risk factors, 

require further testing or evaluation before 

and clarifies the risk stratification algorithm that 

was developed by the first Princeton Consensus 

Panel to evaluate the degree of cardiovascular 

risk associated with sexual activity for men with 

varying degrees of cardiovascular disease 

(Kostis et al., 2005). The algorithm emphasizes 

the importance of risk factor evaluation and 

management for all patients with erectile dys-

function (ED). The relative safety in which cli-

ents can engage in sexual activity is dependent 

on their degree of cardiac disease. This panel 

recommended a classification system that would 

stratify clients into a risk category based on the 

Table 11-3 Management Recommendations Based on Graded Cardiovascular (CV) 
Risk Assessment

Grade of Risk Categories of CVD Management

Low risk Asymptomatic, 6 weeks; mild valvular 
disease, LVD/CHF (NYHA class I); 
patients with pericarditis, mitral valve 
prolapse, or atrial fi brillation with 
controlled ventricular response should 
be managed on an individualized basis

Primary care management; consider all fi rst-
line therapies; reassess at regular intervals

Intermediate risk Three major risk factors for CAD; 
moderate, stable angina; recent MI 
(> 2 weeks, < 6 weeks); LVD/CHF 
(NYHA class II); noncardiac sequelae of 
atherosclerotic disease (e.g., CVA, PVD)

Specialized CV testing; restratifi cation into 
high or low risk based on results of CV 
testing

High risk Unstable or refractory angina; 
uncontrolled hypertension;  LVD/CHF 
(NYHA class III/IV); recent MI 
(< 2 weeks), CVA;  high-risk 
arrhythmias; obstructive hypertrophic 
and other cardiomyopathies; 
moderate–severe valvular disease

Priority referral for specialized CV 
management; treatment for sexual 
dysfunction deferred until cardiac condition 
stabilized and dependent on specialist 
recommendations; sexual activity should be 
deferred until a patient’s cardiac condition 
has been stabilized by treatment or a 
decision has been made by a specialist

CAD, coronary artery disease; CHF, congestive heart failure; CVA, cerebrovascular accident (stroke); CVD, cardiovascular 
 disease; LVD, left ventricular dysfunction; NYHA, New York Heart Association; PVD, peripheral vascular disease.
Source: From DeBusk, R., Drory, Y., Goldstein, I., Jackson, G., Kaul, S., & Kimmel, S. E. (2000). Management of sexual dysfunc-
tion in patients with cardiovascular disease: Recommendations of the Princeton Consensus Panel. The American Journal of 
Cardiology, 86 (2), 175–181.
Kostis, J. B., Jackson, G., Rosen, R., Barrett-Connor, E., Billups, K., Burnett, A. L. et al. (2005). Sexual dysfunction and cardiac 
risk (the second Princeton Consensus Conference). American Journal of Cardiology, 96 (12B), 85M–93M.
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between male and female sexual desire, which 

could disturb relationships, can be observed in 

many aging couples (Corona et al., 2007). Roose 

and Seidman (2000) indicate that the male client 

with ischemic heart disease who is depressed is 

also likely to have erectile difficulties. This is 

also a predisposing factor for other adverse car-

diac events. Therefore, it appears prudent that all 

post-MI clients be evaluated for depression and 

receive appropriate therapy. A wide body of evi-

dence supports the hypothesis of a strong associ-

ation between depression and ED (Corona et al., 

2007). The age-dependent increased use of psy-

chotropic drugs such as antidepressants and 

 antipsychotics may play an important role in ED 

in older clients (Corona et al., 2007).

Clients should be counseled regarding the 

effects of medications on sexuality. Calcium 

channel inhibitors, nonselective beta-blockers, 

angiotensin II antagonists, and diuretics may 

increase the risk of ED. Erectile dysfunction 

does not seem to be a problem in men using 

organic nitrates, angiotensin-converting enzyme 

inhibitors, selective beta-blockers, or serum 

lipid-lowering agents (Shril, Koskimaki, 

Hakkien, Auvinen, Tammela, & Hakama, 2007). 

Organic nitrates, including sublingual nitroglyc-

erin, isosorbide mononitrate, isosorbide dini-

trate, and other nitrate preparations used to treat 

angina, as well as amyl nitrite or alkyl nitrate 

(“poppers” used for recreation), are absolutely 

contraindicated in patients taking phosphodies-

terase type 5 (PDE5) inhibitors (Kostis et al., 

2005).

Counseling and education about return to 

pre-infarct activities, including sexual activities, 

should be a part of a comprehensive cardiac 

rehabilitation program. Age and marital status 

should not be a factor in determining who 

receives information about resuming sexual 

resuming sexual activity (Kostis et al., 2005). 

Patients with a history of MI (> 2 weeks and 

< 6 weeks) may be at somewhat greater risk for 

coitus-induced ischemia and reinfarction, as well 

as malignant arrhythmias (Kostis et al., 2005). 

The level of risk associated within this time 

period post-MI can be assessed with an exercise 

stress test.

Counseling of all clients regarding lifestyle 

changes and activity restrictions should begin as 

soon as the client is stabilized. Discussions 

regarding sexual activity should be included in 

the counseling. Potential fear of cardiac arrest 

during sexual activity should be eradicated as 

soon as possible by assuring clients and their 

partners that this risk is only 1.2% and that sex 

accounts for only 0.5–1.0% of all acute coro-

nary incidents (DeBusk, 2000).

Recent reports continue to validate the 

appropriateness of the stair-climbing tolerance 

test for successful return to sexual activity after 

6 weeks post-MI. Sexual activity conceptual-

ized simply as arousal is unassociated with 

physical exertion. It is not until exertion is cou-

pled with arousal that energy expenditure 

occurs. Data indicate that the man in the top 

position results in greater responses of heart rate 

and maximum volume of oxygen (VO2), and 

thus greater energy expenditure that may or may 

not reflect both heightened arousal and exertion. 

If sexual activity is conceptualized as exertion, 

then the capacity to climb two flights of stairs 

without limiting symptoms is a clinical bench-

mark of exercise tolerance and subsequent abil-

ity to engage in sexual activity without 

symptoms (DeBusk, 2000).

Depression has been indicated as a psycho-

logical cause of sexual dysfunction and may 

increase the risk of cardiac mortality in both gen-

ders (Roose & Seidman, 2000). A discrepancy 



sexually active diabetic women report low over-

all sexual satisfaction (Enzlin et al., 2009).

Men with diabetes typically experience 

minimal changes in their desire for sexual activ-

ity. Any changes in desire may be attributable to 

difficulties in achieving satisfactory arousal. 

Arousal difficulties are manifested by the lack 

of adequate penile erection typically referred to 

as ED. The term impotence has multiple nega-

tive psychological connotations and is no longer 

used by healthcare professionals (National 

Institutes of Health [NIH], 1992). An estimated 

50–75% of diabetic men have ED to some 

degree, a rate about fourfold higher than in non-

diabetic men (Consortium for Improvement in 

Erectile Dysfunction [CIEF], 2007; this organi-

zation has now merged with others to become 

the Collaborative for Advancement of Urologic 

Sexual Endocrine Education—see www.cause-

education.org). Acute onset of ED may reflect 

poor glycemic control of the disease; however, 

ED may be reversible if control is regained. 

Acute onset of ED reflects accumulation of sor-

bitol and water in autonomic nerve fibers and is 

generally a temporary condition. Erectile dys-

function can result from vasculogenic, neuro-

genic, hormonal, and/or psychogenic factors as 

well as alterations in the nitric oxide/cyclic gua-

nosine monophosphate pathway or other regula-

tory mechanisms (Qaseem et al., 2009). A more 

recent report from a large randomized con-

trolled trial of 761 males with type I diabetes 

who were assigned to either intensive or con-

ventional diabetic therapy reported that 

decreased libido was the most common form of 

sexual dysfunction reported (55%), rather than 

ED (34%) (Penson, Wessells, Cleary, Rutledge, 

& DCCT/EPI Group, 2009).

Treatment options for ED in diabetic men 

include use of sildenafil or similar medications, 

activity. If clients have a spouse or regular part-

ner, they should be included in education and 

counseling sessions unless the clients request 

otherwise. Discussions about sexual activity 

should include talking about anxieties concern-

ing resumption of sexual activities with one’s 

partner, scheduling sexual encounters after peri-

ods of rest, avoiding sex after heavy meals or 

alcohol ingestion, and keeping nitroglycerin at 

the bedside as a form of reassurance (Steinke, 

2000). An integral part of successful resumption 

of sexual activity is engaging in regular exercise 

based on physician recommendations. Partners 

of cardiac clients also experience distress 

because the disease may manifest as decreased 

intimacy and may require intervention to assist 

them in adjusting to disease-related stressors 

(O’Farrell, Murray, & Hotz, 2000).

Diabetes Mellitus

The incidence of diabetes mellitus in the United 

States is on the increase, with up to 1.9 million 

new cases in Americans aged 20 years or older 

in 2010 compared with 1.5 million new cases 

annually in 2005, according to the National 

Diabetes Information Clearing House (NDIC, 

2011). Nurses must be prepared to assist these 

individuals with the multiple life changes they 

will experience because of this disease, includ-

ing changes in sexual functioning.

It is well known that diabetes mellitus has 

serious effects on sexual functioning in men. 

Prevalence of ED in diabetic males range from 

33–75% depending on age, glycemic control, 

and presence of other behaviors such as smoking 

(Jackson, 2004). There is great variability in 

reports on the effect of diabetes on the sexual 

response cycle in women (Sarkadi & Rosenquist, 

2004), with one report indicating that 25% of 
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incidence in married women who report depres-

sion (Enzlin et al., 2009). In a sample of 424 

women with type 1 diabetes, of those who met 

the criteria for FSD, 57% reported decreased 

desire, 51% reported diff iculty achieving 

orgasm, 47% reported inadequate lubrication, 

38% reported decreased arousal, and 21% 

reported dyspareunia (Enzlin et al., 2009). Data 

are scarce in comparing levels of desire between 

women with IDDM and non–insulin-dependent 

diabetes mellitus (NIDDM). Recent work sug-

gests a correlation between sexual dysfunction 

and depression in women with diabetes (Bhasin 

et al., 2007; Enzlin et al., 2009).

Vaginal lubrication is a manifestation of 

sexual arousal and can be viewed as analogous 

to erection in men. As such, women may experi-

ence alterations in vaginal capillary dilation and 

loss of transudate formed in the vagina. The 

most common hormonally related problem asso-

ciated with diminished sexual arousal is estro-

gen, because sexual arousal is influenced by 

levels of this chemical. Women experiencing 

estrogen deficiencies at menopause are often 

impacted by changes in vaginal structure and 

function (Grandjean & Moran, 2007). Diabetic 

women may be at higher risk for sexual dysfunc-

tion because of vaginal dryness, dyspareunia, 

decreased arousal or desire, and psychological 

factors. Treatment modalities are discussed for 

each of these specific problems (Grandjean & 

Moran, 2007). Women also reported that it took 

longer to reach a level of arousal necessary to be 

orgasmic, but that there were no discernible 

changes in their orgasms since the onset of dia-

betes. Other research reports varying frequen-

cies of orgasmic difficulties. Kolodny (1971) 

found that 35% of his sample reported complete 

loss of orgasm, Jensen (1981) had 10% of his 

subjects report decreased or absent orgasm, and 

Enzlin et al. (2009) reported that 51% of women 

intracavernosal injection therapy, or placement 

of a penile prosthesis (Jackson, 2004). Men who 

experience ED should be referred to a urologist 

for work-up before making a decision about 

treatment options (see Table 11-4 for treatment 

options). In addition, because clients’ responses 

to therapy vary according to risk factors, the 

more difficult to treat patients (e.g., those with 

conditions such as hypertension or diabetes) 

will most likely have a lower response rate and 

need more frequent follow-up visits than those 

with fewer risk factors (CIEF, 2007).

Men with diabetes are capable of experienc-

ing orgasm and ejaculation even after develop-

ing ED, because the disease has lesser effects on 

the sympathetic autonomic nervous system. Men 

may experience a retrograde ejaculation due to 

autonomic system disruption of the internal ves-

ical sphincter (Tilton, 1997). Fertility may also 

be impaired in diabetic men secondary to ED, 

low semen volume, and lowered sperm counts. 

Couples should be referred to a counselor to 

help them adjust to the relationship strains of 

chronic illness, and those desiring children 

should be referred to a fertility specialist.

Despite recent efforts in identifying and 

quantifying the prevalence of sexual problems in 

women with diabetes, data continue to be inade-

quate (Bhasin, Enzlin, Coviello, & Basson, 

2007; Enzlin et al., 2009). What evidence is 

available, however, suggests that female sexual 

dysfunction (FSD) is an issue in about 35% of 

women with type I diabetes (Enzlin et al., 2009). 

Other prevalence data suggest that all phases of 

the sexual response cycle are negatively affected 

in women with insulin-dependent diabetes mel-

litus (IDDM), with diabetic women reporting 

27% dysfunction as compared with 15% of those 

in a control group (Enzlin et al., 2002). More 

recent reports suggest that FSD is found in 35% 

of women with type I diabetes, with a greater 
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by the Oncology Nursing Society. This discus-

sion is limited to the general ways that cancer 

and cancer treatments affect sexuality.

In general, surgical treatments for cancer 

have an impact on body image and the ability to 

function sexually. Surgical procedures for can-

cers of the gastrointestinal system can lead to 

sexual diff iculties secondary to damage to 

nerves that enervate sexual organs or cause alter-

ations in body image that affect sexuality. Other 

procedures may involve removal of or alterations 

in organs that directly impact the ability to func-

tion sexually. Radical hysterectomy renders a 

woman unable to bear children and leads to a 

surgically induced menopause if oophorectomy 

is included in the procedure. Because of removal 

of the upper portion of the vagina, women and 

their partners may be concerned that having a 

shortened vagina will preclude satisfactory sex-

ual intercourse. Postoperative discussions should 

include discussion of positions that might reduce 

dyspareunia.

Men also experience sexual side effects from 

surgical intervention. Characteristics associated 

with postoperative sexual recovery after radical 

prostatectomy include younger age, use of nerve-

sparing techniques, smaller prostate at time of 

surgery, pretreatment erectile ability, presence of 

a sexually functional partner, and absence of 

androgen deprivation (Hollenbeck, Dunn, Wei, 

Sandler, & Sanda, 2004). Specific information 

regarding the effects of other surgical procedures 

on sexual functioning is included in Table 11-5.
Radiation therapy can cause alterations in 

organ functioning, primary organ failure resulting 

in either permanent or temporary alterations in 

fertility, as well as side effects that are not directly 

related to sexual functioning (Table 11-6). 
Fertility may be preserved by the use of modern 

radiation therapy techniques and the use of lead 

shields to protect the testes. Women diagnosed 

with symptoms of FSD reported difficulty with 

orgasm. Clearly, much more research is needed 

in this area.

Although the data cannot pinpoint the exact 

percentage of diabetic women and men with sex-

ual difficulties or identify exactly when in the 

course of the disease sexual problems occur, 

nurses still have an obligation to address this 

aspect of care. Factors influencing sexual dys-

function in diabetic women include depression, 

marital dissatisfaction, difficulty adjusting to the 

diagnosis, and low satisfaction with diabetic 

treatment options. Sexual dysfunction in men 

also appears to be related to depression, as well 

as poor adjustment to the diagnosis and negative 

appraisal of the disease (Enzlin, Matieu, & 

Demytteanere, 2003). Nurses should assume that 

all clients with diabetes will experience sexual 

difficulty at some point in time and routinely 

assess the sexual concerns of their clients. 

Women who report vaginal dryness can be 

encouraged to use over-the-counter, water-solu-

ble vaginal lubricants. Eating yogurt with active 

cultures may help in reducing the frequency of 

yeast infections. Maintaining close control over 

fluctuations in blood glucose levels will also 

reduce the frequency of yeast infections. Couples 

should be referred to counseling as issues arise 

related to the strains of living with a chronic ill-

ness in order that better communication may 

occur about these issues.

Cancer

Cancer occurs in people of all ages. Cancer hap-

pens to an individual, a couple, and to a family. 

A complete discussion of the multiple ways can-

cer can have an impact on sexuality is beyond 

the scope of this chapter. For more detailed 

information, the reader is referred to any of the 

major cancer nursing textbooks and publications 



Table 11-5 Effects of Cancer Surgery on Sexual Functioning

Type of Surgery Effects on Sexual Functioning Client Education

Colorectal surgery 
with colostomy

Varies; depends on type and extent of 
surgical procedure; major impact on body 
image and self-concept

Encourage expression of feelings and 
communication with partner.

Abdominoperineal
resection

Females: shortening of vagina; vaginal 
scarring may cause dyspareunia; decreased 
lubrication if ovaries also are removed

Males: erectile dysfunction; decrease in 
amount/force of ejaculate or retrograde 
ejaculation because of interruption 
of sympathetic and parasympathetic 
nerve supply. Amount of rectal tissue 
removed appears to determine degree 
of dysfunction. Capacity for orgasm not 
altered.

Use water-soluble lubricant prior 
to intercourse; allow more time 
for pleasuring before attempting 
penetration; with shortened vagina, 
use coital positions that decrease 
depth of penetration (e.g., side-to-side 
lying, man on top with legs outside the 
woman’s, woman on top).

Erectile dysfunction may be temporary 
or permanent; encourage use of touch, 
other means of communication.

Transurethral 
resection of 
bladder/partial 
cystectomy

Mild pain or dyspareunia Encourage more time for pleasuring.

Radical cystectomy Females: surgery usually includes removal 
of bladder, urethra, uterus, ovaries, 
fallopian tubes, and anterior portion of 
vagina.

Males: surgery involves removal of bladder, 
prostate, seminal vesicles, pelvic lymph 
nodes, and possibly urethra. May cause 
retrograde or loss of ejaculation and 
decrease in or loss of erectile ability.

Vaginal reconstruction is possible; use 
water-soluble lubricant; encourage 
self-pleasuring and use of dilators; 
encourage use of touch and other 
means of sexual communication.

Explore possibility for penile implant.

Radical 
prostatectomy

Involves removal of prostate, seminal 
vesicles, and vas deferens. Damage to 
autonomic nerves near prostate may cause 
loss of erectile ability; loss of emission and 
ejaculation.

Desire, penile sensations, and orgasmic 
abilities not altered.

Explore possibility for penile prosthesis.

Transurethral 
resection of 
prostate

Causes retrograde ejaculation because of 
damage to internal bladder sphincter

Reassure that erection and orgasm 
will still occur but that ejaculate will 
be decreased or absent; urine may be 
cloudy.

Bilateral 
orchiectomy

Results in low levels of testosterone; causes 
sterility, decreased libido, impotence, 
gynecomastia, penile atrophy, and 
decreased growth of body hair and beard.

Discuss option of sperm banking prior 
to surgery; discuss optional ways of 
expressing sexuality with patient and 
partner.

(Continues)
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radiation. Women may undergo surgery to protect 

the ovaries by moving them out of the field of 

radiation (National Cancer Institute, 2007). 

Likewise, men who receive either external beam 

or brachytherapy for prostate cancer are at 

increased risk of sexual dysfunction (Hollenbeck 

et al., 2004). Current techniques such as confor-

mal external-beam radiation therapy are reported 

to lead to ED in as many as 40–60% of men with 

prostate cancer (Wiegner & King, 2010). These 

rates of ED are also reported in newer delivery 

techniques of radiation therapy such as intensity-

modulated radiation therapy (IMRT).

with invasive cervical cancer are frequently 

treated by a combination of external and internal 

radiation therapy. Side effects include fatigue, 

diarrhea, vaginal dryness, and vaginal stenosis 

(Maher, 2005). Vaginal dryness will definitely 

occur; however, vaginal stenosis can be prevented. 

A patent vagina is important in maintaining sex-

ual function as well as allowing for adequate fol-

low-up evaluations. Women must be educated 

about the need to either use a vaginal dilator or 

have vaginal intercourse on a regular basis 

(Wilmoth & Spinelli, 2000). In women older than 

40 years, infertility may occur at lower doses of 

Table 11-5 Effects of Cancer Surgery on Sexual Functioning (Continued)

Type of Surgery Effects on Sexual Functioning Client Education

Retroperitoneal 
lymph node 
dissection

Damages sympathetic nerves necessary 
for ejaculation; results in temporary or 
permanent loss of ejaculation; patient 
maintains potency and orgasmic ability

Discuss option of sperm banking.

Total abdominal 
hysterectomy with 
bilateral salpingo-
oophorectomy

Loss of circulating estrogens; decrease 
in vaginal elasticity, decrease in vaginal 
lubrication; some women report decreased 
desire, orgasm, and enjoyment.

Use water-soluble lubricants; 
intercourse may be resumed after 
6-week post-op check; encourage 
discussion about meaning of loss of 
uterus to self-identity.

Mastectomy Decrease in arousal associated with nipple 
stimulation; affects body image, self-
concept

Encourage communication with 
partner.

Radical vulvectomy Removal of labia majora, labia minora, 
clitoris, bilateral pelvic node dissection; 
loss of sexually responsive tissue with 
concomitant loss of vasocongestive 
neuromuscular response

Possibility of perineal reconstruction 
with split-thickness skin graft or gracilis 
muscle grafts. Intercourse is still 
possible; explore ways of achieving 
arousal other than genital stimulation. 
Preoperative and postoperative 
counseling are essential.

Penectomy Degree of sexual limitation depends on 
length of remaining penile shaft. Glands 
will be removed; remainder of shaft of 
penile tissue will respond with tumescence 
and will allow ejaculation and orgasm.

Discuss possibility of artifi cial 
insemination if children are desired.



Table 11-6 Site-Specifi c Effects of Radiation Therapy on Sexuality

Radiated site Effect on Sexuality Client Education

Testes Reduction in sperm count begins in 6 to 
8 weeks and continues for 1 year. Doses 
of 2 Gy* will result in temporary sterility 
for about 12 months. Doses ≥ 5 Gy result 
in permanent sterility. Libido and potency 
will be maintained.

Discuss sperm banking prior to therapy 
and continued use of contraceptives.

Prostate External beam: temporary or permanent 
erectile dysfunction because of fi brosis of 
pelvic vasculature or radiation damage of 
pelvic nerves.

Interstitial: less incidence of impotency

Age is variable—men older than age 60 
have higher incidence of impotence. 
Erectile dysfunction—may experience 
pain during ejaculation because of 
irritation of urethra. Potency preserved 
in 70–90% of men who were potent 
before treatment.

Cervix/vaginal canal External beam: vaginal stenosis and 
fi brosis, fi stula, cystitis

Intracavitary: vaginal stenosis, dry, friable 
tissue, loss of lubrication. Both result 
in decreased vaginal sensation and 
dyspareunia.

Use of water-soluble lubricant; 
empty bladder before and after 
sex; encourage pleasuring prior to 
attempting penetration; use dilators or 
frequent intercourse to lessen amount 
of stenosis. Explore new positions for 
intercourse to allow woman control over 
depth of penile penetration.

Pelvic region Women: temporary or permanent sterility 
dependent on dose of radiation, volume 
of tissue irradiated, and woman’s age; 
the closer to menopause, the more likely 
permanent sterility will result. A single 
dose of 3.75 Gy will cause complete 
cessation of menses in women older than 
age 40.

Men: temporary or permanent erectile 
dysfunction secondary to vascular or 
nerve damage

Oophoropexy and shielding may help 
to maintain fertility in women; continue 
use of contraceptives; use of water-
soluble lubricant

Both genders: encourage alternate  
means to express sexuality, such as 
touch.

Breast Skin reactions, changes in breast 
sensations

Explore alternate pleasuring techniques 
and good communication techniques; 
breastfeeding should occur on 
nonradiated side.

*Gy (pronounced gray) is the international system (SI) unit of radiation dose expressed in terms of absorbed energy per unit 
mass of tissue (Health Physics Society, 2011). Retrieved October 11, 2011, from http://hps.org/publicinformation/radterms/
radfact79.html

Source: Wilmoth, M. C. (2009). Sexuality. In C. Burke (Ed.), Psychosocial dimensions of oncology nursing care (2nd ed., pp. 
101–124). Pittsburgh: Oncology Nursing Press.
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lubricants, and doing Kegel exercises to reduce 

symptoms (Wilmoth, 1996). In addition to the 

lubricating effect of over-the-counter water- 

soluble lubricants, several products have demon-

strated a positive effect against HIV infection 

with use. Astroglide, Vagisil, and ViAmor inhib-

ited HIV production by 0.1000-fold when mixed 

with cells in seminal fluid, and 0.30-fold when 

layered on the cells in the two experiments shown 

in comparison with nonoxynol-9 (Baron, Poast, 

Nguyen, & Cloyd, 2004).

The use of alkylating agents in men has a 

major impact on their sexuality and fertility. Men 

who receive cumulative doses greater than 400 mg 

are always azoospermic, as are those treated with 

cisplatin (Krebs, 2005). Adult men, regardless of 

age, are likely to experience long-term side effects 

of chemotherapy. However, age, total dose, and 

time since therapy are essential to recovery of fer-

tility. If fertility is to recover, normal sperm counts 

should return to normal within 3 years after com-

pletion of treatment. As demonstrated in this sec-

tion, the effects of treatment for cancer on sexual 

functioning may be devastating. Prior to beginning 

Chemotherapy treatments frequently cause 

temporary or permanent infertility. These side 

effects are related to a number of factors, includ-

ing the client’s gender, age at time of treatment, 

the specific type and dose of radiation therapy 

and/or chemotherapy, the use of single therapy or 

multiple therapies, and the length of time since 

treatment (National Cancer Institute, 2007). The 

extent of the impact on fertility varies according 

to the patient’s gender, type of cancer, and the 

type and dosage of chemotherapy. Combination 

chemotherapy that includes alkylating agents and 

being a woman older than age 35 appear to be the 

primary factors related to altered fertility. In 

addition to altered fertility, chemotherapy can 

lead to altered ovarian function and subsequent 

menopause (McInnes & Schilsky, 1996). 

Menopausal symptoms such as hot flashes, 

 vaginal dryness, and skin changes in addition to 

 chemotherapy side effects can be traumatic for 

women, particularly if they are not aware of the 

potential for menopause (Wilmoth, Coleman, 

Wahab, & Kneisl, 2009). The nurse could  suggest 

use of vitamin E, use of water-soluble vaginal 

CASE STUDY

You are an adult nurse practitioner working in the outpatient cancer clinic. Your next patient is 

Carol, a 43-year-old breast cancer survivor, 4 years post-diagnosis. Carol was diagnosed at 

age 39 with a Stage IIb, ER/PR negative tumor and had a lumpectomy followed by chemo-

therapy. Her chief complaint post-chemotherapy has been hot flashes. 

You begin the visit asking Carol about how things are going with work and her husband. 

Carol noticeably tenses when she talks about her husband. You probe a little and reflect that 

you noticed some tension; you ask how are things between her and her husband. Have they 

been able to go away on any vacations? What has he said about how well she is doing after 

completing chemotherapy? 

When Carol provides some vague responses, you talk about the menopause that chemo 

has caused and ask Carol if she thought that this, most likely permanent, problem was a source 

of stress between she and her husband. Carol begins to cry and says that she just hasn’t felt 

like being intimate, and when she has, it has been painful. 



are those that are caused by the pathologic dam-

age to the central nervous system and hormonal 

issues (Lowden et al., 2005). Secondary prob-

lems arise from symptoms including bladder 

dysfunction, fatigue, pain, cognitive dysfunc-

tion, and mobility issues (Lowden et al., 2005). 

Tertiary causes are psychological in nature, and 

are primarily related to attitudes and feelings 

about sexuality that are compounded by the 

interaction of the disease process and societal 

norms about sexuality (Lowden et al., 2005).

Neurologic changes caused by MS can 

affect sexual feelings as well as sexual response. 

There are common issues that affect both men 

and women in achieving sexual response—most 

prominent are changes in sensation that lead to 

treatment, clear communication with the patient 

and family about potential effects on sexual func-

tion is needed.

Multiple Sclerosis

Multiple sclerosis (MS) has the potential to 

have a profound impact on the sexual relation-

ships of couples, owing to the resulting motor, 

sensory, and cognitive alterations. The preva-

lence of sexual diff iculties ranges between 

60–80% in males and 20–60% in women 

(McCabe, 2002). Sexual difficulties in persons 

with MS can be classified as being primary, sec-

ondary, or tertiary in origin (Lowden, O’Leary, 

& Stevenson, 2005). Primary sexual problems 

You take a short sexual health history so that you have a comprehensive background on 

her sexual functioning, both pre- and post-diagnosis. You learn that Carol and her husband had 

a healthy sexual relationship prior to her diagnosis, were active three to four times weekly, and 

had been trying to become pregnant when Carol was diagnosed with cancer. Carol has been 

taking fluoxetine (Prozac), a selective serotonin re-uptake inhibitor (SSRI) since diagnosis to 

help cope with some mild depression. About midway during chemo, Carol began having hot 

flashes, mood swings, and complained of lack of interest, dyspareunia, and inability to reach 

orgasm whenever she and her husband were intimate.

Finally, you refer Carol and her husband to a sex therapist to help them work through 

some of their sexual and relationship challenges.

Discussion QuestionsDiscussion Questions

1. What might you include in a more focused sexual assessment? What type of  chemotherapy 

agents cause either a temporary or permanent menopause? Is infertility an area of  concern?

2. How do SSRIs affect sexuality in women? Are there any antidepressants with a lesser 

impact on sexuality? 

3. What factors do you need to consider when recommending herbal remedies for meno-

pausal symptoms to women with breast cancer?

4. What other specific suggestions might you make to Carol about ways to enhance her 

sexuality and reduce dyspareunia?

CASE STUDY (Continued)
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can be managed with several pharmacologic 

agents and energy-conserving techniques. 

Medications include amantadine or pemoline. 

Use of wheelchairs or motorized carts or regular 

naps during the day can allow clients to conserve 

energy for activities they enjoy, including sexual 

activity. Cognitive impairment can also have a 

pervasive impact on a relationship. Memory 

loss, impaired judgment, and other problems can 

impair the interpersonal communication that is 

integral in any intimate relationship.

The psychosocial changes that accompany 

MS cause tertiary sexual dysfunction. Decreased 

self-concept, grieving for loss of self, and role 

changes affect both the client and the partner. 

Persons with MS report lower levels of sexual 

activity, sexual satisfaction, and relationship sat-

isfaction than those without MS (McCabe, 

McKern, McDonald, & Vowels, 2003). Ongoing 

counseling and participation in support groups 

can help couples deal with these sexual and rela-

tionship issues caused by MS (McCabe, 2002). 

The MS Society published a pamphlet on inti-

macy and sexuality for persons with MS. This 

pamphlet provides both permission to continue 

being sexual and limited information for both the 

person with MS and their partner (Kalb, 2008).

INTERVENTIONS  

Many healthcare providers are hesitant to ask 

patients about their sexuality, fearing privacy 

issues. However, sexuality is a part of one’s qual-

ity of life. Assessing sexuality and responding to 

issues is essential in caring for the whole patient.

Sexual Assessment

Sexual assessment should be a routine part of 

every physician- or nurse-initiated assessment 

for nearly every client diagnosed with a chronic 

sexual stimuli and the ability to achieve orgasm 

(Lowden et al., 2005). Counseling for underly-

ing emotional concerns as well as depression 

may affect treatment of desire problems as well. 

Changes in genital sensations can be troubling, 

because something that used to feel good may 

now be noxious. Teaching couples to communi-

cate about these changes and to try new tech-

niques may be helpful (Kalb, 2008). Vaginal 

dryness can be improved with the use of water-

soluble lubricants. Unfortunately, treatment of 

ED in men is not as easily remedied. Treatment 

options for ED in MS are the same as those for 

men with other chronic illnesses and can be 

found in Table 11-4.

Secondary sexual alterations caused by MS 

are a result of the physical symptoms that 

accompany the disease. Spasticity during sexual 

activity appears to affect women more than it 

does men and may be controlled by baclofen, 

chemical nerve blocks, and surgery. Bowel and 

bladder problems can cause significant altera-

tions in sexuality and can severely impair spon-

taneity of sexual activity. Engaging in sexual 

activity successfully requires open communica-

tion as well as aggressive symptom manage-

ment. Limiting fluid intake for several hours 

prior to sexual activity and urinating immedi-

ately before sexual activity can help with blad-

der control. Medications are available for 

incontinence; however, these medications may 

also increase vaginal dryness. Intermittent cath-

eterization or taping a permanent catheter out of 

the way can allow successful activity. Bowel 

problems may be either ones of constipation, no 

control, or lack of predictability of function. A 

regular bowel regimen consisting of laxatives, 

enemas, or disimpaction can allow stress-free 

sexual interactions.

Fatigue is a pervasive symptom of MS as 

well as other chronic illnesses. In MS, fatigue 



questions, such as role functioning, to more per-

sonal ones on sexual functioning. Closed (yes/

no) questions should be avoided, as they elimi-

nate opportunities for further discussion. 

Questions for an initial assessment include the 

following (Woods, 1984; Wilmoth, 1994a):

• How has (diagnosis/treatment) affected 

your role as wife/husband/partner?

• How has (diagnosis/treatment) affected the 

way you feel about yourself as a woman/

man?

• What aspects of your sexuality do you 

believe have been affected by your diagno-

sis/treatment?

• How has your (diagnosis/treatment) 

affected your ability to function sexually? 

A more medically focused sexual evaluation 

might include determination of chief complaint, 

sexual status, medical status, psychiatric status, 

family and psychosexual history, relationship 

assessment, and summary with recommenda-

tions (Krebs, 2007). A complete sexual history is 

not usually indicated unless initial assessment 

indicates the presence of a sexual problem. Most 

nurses are not adequately prepared to conduct a 

full sexual assessment; therefore, referral to a 

more appropriate practitioner is appropriate.

Including Sexuality in Practice

Four areas of competency must be achieved for 

nurses to successfully incorporate sexuality into 

practice to attain the published standards of 

practice: comfort with one’s own sexuality and 

comfort in discussing sexuality with others; 

excellent communication skills; a knowledge 

base about sexuality in health and illness; and 

role models that demonstrate integration of sex-

uality into practice (Woods, 1984; Wilmoth, 

1994b).

illness (Wilmoth, 2000, 2006). Assessing sexu-

ality as routinely as other body systems serves 

two purposes. First, it decreases embarrassment 

on the part of the client and practitioner if it is 

accepted as a normal aspect of health care. 

Second, routine inclusion will give the client 

permission to mention sexual difficulties to the 

practitioner and give the practitioner permission 

to ask specific questions when it is suspected 

that the client might be experiencing a sexually 

related side effect of the disease or treatment.

The clinician should keep the same princi-

ples in mind when discussing sexuality with a 

client and/or partner, as with any other topic. 

The CIEF suggests that many clients have unre-

alistic expectations about the efficacy of not 

only PDE5 inhibitors but also other treatment 

options (CIEF, 2007). Clients need reassurance 

about the safety of treatments for issues with 

sexuality. These instances again reinforce the 

importance of the clinician as an educator, 

emphasize the professional nature of these dis-

cussions, clarify the content component of com-

munications, and reinforce permission to 

include sexuality in the plan of care. An exam-

ple of a bridge question is, “Has anyone talked 

with you about how your (injury/illness/treat-

ments) can affect your ability to have sex?” 

Unloading a topic is another technique that is 

useful in discussing sexuality and can ease a cli-

ent’s concern once he or she learns that others 

have experienced this problem (Woods, 1984). 

An example of unloading is, “Many women 

who have received chemotherapy have had 

problems with vaginal dryness. What problems 

have you had with this?”

The inclusion of questions on sexuality in 

the admission assessment is an excellent way to 

legitimize the role of the nurse in addressing 

sexuality. Woods (1984) suggests that such 

questions should proceed from less intimate 
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sexual assessment and educational process. Finally, 

a clinician or sex therapist could discuss interven-

tions that the majority of practitioners could use in 

their counseling of persons with sexual issues.

Comfort with sexuality and enhancement 

of communication skills can be attained through 

reading, values clarification exercises, and par-

ticipation in courses on sexuality. Some options 

include semester-long college courses related to 

sexuality or shorter weekend courses, often 

referred to as “SARs.” Sexual attitude reassess-

ment, or SAR, programs combine explicit films 

with small group discussions over a 2- or 3-day 

period to allow for analysis of one’s personal 

values surrounding sexuality. Knowing one’s 

own values and attitudes toward a variety of 

other sexual practices and sexual orientations is 

the first step in becoming comfortable with sex-

uality (Wilmoth, 1994a). Values clarification 

exercises can assist in this process. The outcome 

of clarifying one’s values about sexuality is 

knowing what one believes is acceptable sexual 

behavior. It is important to remember that there 

is no right or wrong set of behaviors or values, 

just different ones.

Comfort in discussing sexuality and 

enhancing the ability to communicate clearly 

about sexuality can be achieved through a vari-

ety of methods. One option is to form a discus-

sion group or journal club among colleagues. 

This group could engage in discussion of values 

clarif ication exercises or articles related to 

human sexuality in general or disease-focused 

articles on sexuality. Sharing with a peer group, 

particularly an interdisciplinary peer group, is a 

nonthreatening way in which to become com-

fortable talking about sexuality. This approach 

also assists with increasing knowledge about a 

variety of illnesses, their treatments, and their 

effects on sexuality.

Participation in each of the aforementioned 

processes will add to the nurse’s knowledge 

base about normal sexual functioning. The pro-

fessional nurse should also engage in indepen-

dent study within their specialty regarding the 

effects that the illnesses, treatments, and medi-

cations have on sexuality. Engaging in discus-

sions with other healthcare providers, such as 

physicians or pharmacists, or participating in 

interdisciplinary journal clubs and research 

projects, can add depth to the nurses’ knowl-

edge. Such interdisciplinary efforts will have 

large payoffs for clients and their partners.

Nurses who are comfortable with their own 

sexuality, are proficient communicators, and 

have knowledge about sexuality possess the 

foundation necessary to incorporate sexuality 

into their practice. However, many are still reluc-

tant to do so. Peers who can role model the 

incorporation of sexuality into nursing practice 

may be influential in helping others incorporate 

it into their practices. Role models can assist in 

this process by relating positive experiences with 

clients about discussions surrounding sexuality, 

by role playing ways of initiating discussions 

about sexuality, and by acting as a resource for 

staff. However, there is little research document-

ing the effectiveness of role models in teaching 

others to incorporate sexuality into practice.

Grand rounds and presentations of individual 

cases that exemplify typical sexual concerns asso-

ciated with a particular treatment, medication, or 

diagnosis are other strategies for enhancing com-

fort in including sexual discussions in practice. 

Physicians and pharmacists could discuss a partic-

ular disease process and treatment options, includ-

ing medications and their effect on sexual 

functioning. A social worker or clinical nurse spe-

cialist skilled in assessing and educating about sex-

ual issues could lead practitioners through the 



of needing specific suggestions, the client and 

partner should be referred to a sex therapist.

OUTCOMES  

Desired client and partner outcomes that may be 

anticipated after nursing intervention include 

the following (American Nurses Association/

Oncology Nursing Society, 2004):

• The ability to identify potential/actual 

changes in sexuality, sexual functioning, or 

intimacy related to disease and treatment

• The ability to express feelings about alope-

cia, body image changes, and altered sex-

ual functioning

• The ability to engage in open communica-

tion with his or her partner regarding 

changes in sexual functioning or desire, 

within a cultural framework

Nurses are skilled communicators, but they 

initially may find initiating discussions with cli-

ents about sexuality anxiety provoking. Nurses 

should assume that their clients have some form 

of sexual experience rather than none at all, and 

should also assume that they have questions 

about the impact of their disease or its treatments 

on their sexuality. Experience has shown that 

patients are most appreciative when asked about 

this part of life in relation to their chronic illness. 

Nurses should use terminology, including slang 

that their clients understand. Many health pro-

fessionals use the PLISSIT model (Annon, 

1976) to assist them in their sexual assessments. 

In this model, P stands for permission; LI, for 

limited information; SS, for specific sugges-

tions; and IT, for intensive therapy (Table 11-7). 

All nurses should be able to intervene at all lev-

els except for provision of intensive therapy. If 

assessment suggests a problem beyond the level 

Table 11-7  PLISSIT Model 

Permission (P) (Assessment) Actions taken by the nurse to let the patient/partner know 
that sexual issues are a legitimate aspect in providing nursing care. This 
could include questions about sexuality that are incorporated into the 
general admission assessment or questions specifi cally related to their 
disease process or treatment. 

Limited Information (LI) (Education) Sharing of information regarding the effects of disease, 
treatments, and medications. Examples of limited information include 
discussing when sexual intercourse may be resumed after surgery, the 
possibility of menopause occurring in conjunction with chemotherapy, or 
medications leading to erectile dysfunction. 

Specifi c Suggestions (SS) (Counseling) This level of care requires specialized knowledge about 
specifi c conditions and their relationship to sexual functioning. Various 
techniques, positions, and alternate techniques useful in achieving sexual 
satisfaction are examples of counseling concerns.

Intensive Therapy (IT) (Referral) Treatment of sexual dysfunction requires specialized training in 
psychotherapy, sex therapy techniques, crisis intervention, and behavior 
modifi cation.

Source: Annon, J. S. (1976). The behavioral treatment of sexual problems: Volume I: Brief therapy. New York: Harper & Row.
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as a result of chronic illness may result in a 

sense of helplessness and loss, as evidenced in 

the case of Anne:

Last week I watched John working in our 
garden . . . we have planted a garden for 
years together. I can't work outside any-
more . . . I miss getting my hands in the 
dirt. I had to quit my job too. I was an ac-
countant for years . . . I really miss my 
work, my friends; we shared so much. 
Now . . . now my body is just not able. I 
have so much pain . . . constant . . . pain is 
ever with me. My body seems foreign to 
me . . . I'm losing control of my body. It 
takes me the better part of the day to get 
around, to take care of myself . . . I try to 
cook for us and keep house. I try to plan 
ahead but I'm just not able to do what needs 
to be done . . . I don't have a choice. John 
has to do more around the house now 
. . . I'm not much help. 

INTRODUCTION  

Chronic illness changes one’s sense of self and 

one’s sense of time. Living with chronic illness 

requires one to adapt to a continuous changing 

of outlooks in which the existence of dualities, 

such as hope and despair, self-control and loss 

of power, dependence and independence, can 

elicit feelings of ambiguity, anxiety, and frustra-

tion (Delmar et al., 2006). Chronic illness cre-

ates threats to well-being and produces 

multidimensional changes and challenges for 

the individual and family. Whether these 

changes occur suddenly or over a long period, 

chronic illness requires that individuals and 

families deal with and adapt to an unrelenting 

altered reality. Managing real and perceived 

powerlessness is significant. Lack of control and 

the incapacity to act and change may dominate 

everyday life for persons with chronic illnesses. 

Accepting and acknowledging one’s limitations 

Powerlessness
This was the first time . . . When I woke up the other morning I couldn’t get out of bed. I couldn’t be-

lieve it . . . my body, my legs, they just wouldn’t move. I was terrified. I thought I’d had a stroke or 

something. I called for John, but he didn’t hear me. I just had to lie there, staring at the ceiling, try-

ing to calm myself. I felt so helpless, so powerless. There was nothing I could do but wait for John to 

come . . . he helped me into the bathtub where the warmth of the water soothed my aching body. I’ve 

always been able to handle my never ending pain . . . the stiffness and rigidity of my body, but that 

morning . . . that morning was different . . . and now I wonder.

—Anne, 62-year-old woman with fibromyalgia and Parkinson’s disease

Faye I. Hummel

CHAPTER 12
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nature of her disease. Despite her previous life 

successes, Anne now feels powerless over her 

own circumstances. Although Anne experienced 

physical limitations associated with her chronic 

conditions for a number of years, she was able to 

successfully adapt and respond to the slow pro-

gressive deterioration of her physical condition. 

Anne maintained power and control over her 

daily life. When she began to experience the 

crushing effects of her illness symptoms and 

physical limitations, Anne felt a loss of control, a 

sense of powerlessness. No longer was Anne able 

to maintain her veneer of normalcy, nor was she 

able to sustain her work and home obligations. 

Anne resigned from her job, and she struggled to 

keep up with her household demands. When 

Anne begins to consider herself without worth in 

terms of social norms and expectations, feelings 

of powerlessness arise. Her autonomy and exis-

tence are threatened. Over time, Anne becomes 

exhausted from fatigue and grief and feels pow-

erless over her life situation (Strandmark, 2004).

Dorothy Johnson was one of the first indi-

viduals to explore the concept of powerlessness 

in nursing. Johnson (1967) defined powerless-

ness as a “perceived lack of personal or internal 

control of certain events or in certain situations” 

(p. 40) and urged nurses to take into account the 

concept of powerlessness inasmuch as nursing 

interventions would not be effective, particu-

larly health education, if the client felt power-

less. The work of Miller (1983, 1992, 2000) has 

also been instrumental in the development of 

the concept of powerlessness in chronic illness. 

Miller (1983, 1992, 2000) differentiates power-

lessness from similar constructs, including 

helplessness, learned helplessness, and locus of 

control. Helplessness and locus of control are 

based on a reinforcement paradigm; whereas 

powerlessness is an existential construct (Miller, 

2000).  Miller (2000) categorizes locus 

The Phenomenon of Powerlessness 
in Chronic Illness

At some point in the course of chronic illness, 

individuals experience powerlessness. Power-

lessness in the absolute sense is the inability to 

affect an outcome; the inability to have agency 

in one’s own life (Miller, 2000). Powerlessness 

may be a real loss of power or a perceived loss 

of power. For some persons, the feelings of pow-

erlessness may be short lived; whereas for oth-

ers, they are persistent.

What and who determines powerlessness 

and what factors facilitate powerlessness? The 

natural history of chronic illness is highly vari-

able and does not conform to a predictable 

course of events. The uncertainty of chronic ill-

ness, the exacerbation of symptoms, failure of 

therapy, physical deterioration despite adher-

ence to treatment regimens, side effects of 

drugs, iatrogenic influences, depletion of social 

support systems, and the disintegration of the 

client’s psychological stamina can all contribute 

to powerlessness (Miller, 2000). Chronic illness 

results in a pronounced loss of functioning over 

time, disrupts social roles and activities, and 

limits fulfillment of role expectations (Beal, 

2007). Fatigue and inability to participate and 

engage in social activities contribute to social 

withdrawal (Asbring, 2001; Beal, 2007) and 

loss of relationships. Loss of employment, 

social contacts, and physical and mental func-

tion can contribute to disempowerment of indi-

viduals with chronic illness. The quintessence of 

ill health is powerlessness (Strandmark, 2004).

Powerlessness occurs when an individual is 

controlled by the environment rather than the 

individual controlling the environment. There-

fore, powerlessness is a situational attribute 

(Miller, 2000). In Anne’s story, she experiences 

powerlessness in part because of the degenerative 



balance between what one could control versus 

what one needed to control for everyday life 

(Cooper, Collier, James, & Hawkey, 2010). Using 

grounded theory methodology, Pihl-Lesnovska, 

Hjortswang, Ek, and Frisman (2010) interviewed 

11 persons with Crohn’s disease. Dominant 

themes that emerged from their analysis of the 

data included quality of life, self-image, confir-

matory relations, powerlessness, attitude toward 

life, and a sense of well-being. 

Rånhein & Holand (2006) conducted a her-

meneutic-phenomenologic study of women’s 

lived experience with chronic pain and fibromy-

algia. Themes of powerlessness, ambivalence, 

and coping emerged from interviews with 12 

women with fibromyalgia. The stories of these 

women revealed their struggles to manage and 

control the severe symptoms of their disease and 

their efforts to reduce their feelings of powerless-

ness that surfaced with pain, fatigue, and immo-

bility. Individuals with chronic illness who 

develop effective systems for controlling their 

most severe symptoms have a more positive out-

look and a lessened sense of powerlessness. The 

main challenge of women with chronic pain is to 

maintain a sense of control of self and pain in 

order to avoid becoming discouraged. In a theory 

synthesis, Skuladöttir and Halldorsdöttir (2008) 

postulate that women with chronic pain face 

multiple challenges and the threat of demoraliza-

tion. However, interactions with healthcare pro-

viders may be either positive or negative. Positive 

interactions can result in empowerment in which 

a sense of control is maintained. Negative inter-

actions can disempower clients and eliminate a 

sense of control over self and the situation.

Persons with health failure experience 

increasing powerlessness (Falk, Wahn & Lidell, 

2007). A systematic review of 14 qualitative 

research studies conducted with older adults 

found that living with chronic heart failure was 

of control as a personality trait as opposed to 

powerlessness, which is situationally deter-

mined. Locus of control refers to the degree to 

which people attribute accountability to them-

selves (internal control) such as personal behav-

ior or characteristics versus uncontrollable 

forces (external control) such as fate, chance, or 

luck (Rotter, 1966). The physical and psychoso-

cial outcomes of seeking and gaining control 

over chronic illness have been the focus of 

research by social scientists for decades. Locus 

of control and the beliefs of individuals about 

whom and what controls their lives are linked to 

physical and psychological health (Bandura, 

1989).

Chronic illness erodes individual control, 

and this loss of personal control results in pow-

erlessness. Progressive physiologic changes 

resulting from chronic illness may limit mobility 

and/or diminish cognitive abilities. The progres-

sive nature of chronic illness limits possibilities 

and opportunities to exert control over daily life 

events as well as plans for the future. Chronic 

illness sharply delineates the nature and quality 

of control, often resulting in a sense of power-

lessness in individuals and their families.

Chronic illness disrupts personal control and 

changes life activities and expectations. Main-

taining personal control is important for persons 

with chronic illness; lack of self-management and 

inability to predict the course of their disease can 

be distressing. Decision making to manage and 

control everyday life with a chronic illness is 

complex and bound to individually constructed 

lives (Thorne, Paterson, & Russell, 2003). 

Perceptions of control are associated with greater 

levels of psychosocial well-being while percep-

tions of powerlessness are associated with poorer 

health and psychosocial outcomes (Hay, 2010). 

Persons with inflammatory bowel disease 

reported personal control required maintaining a 
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vice versa (Kuokkanen & Leino-Kilpi, 2000). 

Power is defined as the “ability to act or produce 

an effect” and “possession of control, authority, or 

influence over others” (Merriam-Webster, 2011). 

Power can be enabling and enhance one’s autono-

mous ability and capacity. Despite the limiting 

effects of chronic illness and feelings of power-

lessness, individuals continue to exert power and 

control in areas of their lives through adaptation 

and accommodation to their evolving abilities and 

selves.

Power is an individual psychological char-

acteristic (McCubbin, 2001), a personal resource 

inherent in all individuals, and is the ability to 

influence what happens to one’s self (Miller, 

2000). Seeking, getting, and preserving power is 

a dynamic process that reflects a human being’s 

ability to achieve a desired goal in the face of 

personal, social, cultural, and environmental 

facilitators and barriers (Efraimsson, Rasmussen, 

Gilje, & Sandman, 2003).

In the individual-oriented society of the 

United States, power is associated with indepen-

dence and self-determination. Although we may 

think of power as an individual quality, in real-

ity, power is a relational attribute. Power has no 

meaning in the absence of relationships with 

others and the context of the interaction. Power 

is developed and maintained in relationships. 

Power can restrict self-determination with force-

fulness or authority by restricting the autonomy 

of another in personal relationships as well as 

hierarchical organizations (Moden, 2004). Power 

is a “social, political, economic, and cultural 

phenomenon, since all these dimensions of 

human societies determine who has power and 

what kind” (McCubbin, 2001, p. 76).

Individual power resources include physical 

strength and physical reserve, psychologi-

cal stamina and social support, positive 

characterized by physical limitations and stress-

ful symptoms, feelings of powerlessness and 

hopelessness, and social and role interruptions 

(Yu, Lee, Kwong, Thompson, & Woo, 2008). 

Aujoulat, Luminet, and Deccache (2007) con-

ducted interviews with 40 individuals with vari-

ous chronic conditions and asked them to 

discuss their experiences of powerlessness. 

They found that powerlessness extends beyond 

medical and treatment issues to feelings of inse-

curity and threats to their social and personal 

identities. Desperation and powerlessness were 

expressed by women with long-term urinary 

incontinence. Women who lacked control of 

their urinary incontinence reported their auton-

omy was threatened, which promoted a sense of 

powerlessness to control their own bodies 

(Hägglund & Ashlström, 2007).

The phenomenon of powerlessness in 

chronic illness is a dynamic and complex issue. 

Powerlessness in chronic illness can be trig-

gered by individual attributes and perceptions or 

stimulated by the evolving nature of the chronic 

disease. Powerlessness is inherent and impend-

ing in chronic illness. However, feelings of pow-

erlessness recede and advance throughout the 

course of the chronic illness as individuals 

negotiate between control and loss and navigate 

the changing landscape of their daily realities. 

Variables such as the degree of physical limita-

tion and ability to manage symptoms of chronic 

illness can also influence an individual’s experi-

ence with powerlessness.

The Paradox of Powerlessness 
in Chronic Illness

The paradox of powerlessness in chronic illness is 

that power and powerlessness exist simultane-

ously. Power takes for granted powerlessness and 



Rather than a static outlook, there is a con-

tinual shifting of perspectives (Paterson, 2003). 

Persons living with chronic illness have a pre-

ferred perspective that is assumed most frequently. 

Therefore, persons with an illness perspective in 

the foreground focus on their illness, their symp-

toms, and the negative impact their chronic condi-

tion has on them and others. Conversely, from a 

perspective of wellness in the foreground, the 

individual views the chronic illness at a distance 

and focuses on his or her abilities to navigate daily 

life and to perform roles and responsibilities; the 

negative aspects of the chronic illness recede to 

the background. In addition to illness and well-

ness, this shifting perspectives model acknowl-

edges parallel and simultaneous contradictions in 

the chronic illness experience such as loss and 

gain, control, and powerlessness (Paterson, 2003). 

Hence, persons with a wellness perspective will 

likely exert power and control over their daily rou-

tines and social interactions.

The illness and wellness perspective is 

dynamic so it can be interrupted and changed at 

a moment’s notice. Such a shift in perspective 

can be stimulated by physiologic changes, events, 

fears, and other individuals (Paterson, 2003). 

Social support, competent care providers, hope, 

and humor are factors that influence a shift from 

illness in the foreground to wellness in the fore-

ground (Freeman, O’Dell, & Meola, 2003; 

Haluska, Jessee, & Nagy, 2002). Exacerbations 

of symptoms and other forms of illness intrusive-

ness such as pain, decreased physical function 

and mobility, low self-worth, and feelings of loss 

of life goals and aspirations (Mullins, Chaney, 

Balderson, & Hommel, 2000) may shift an indi-

vidual’s perspective to the disease state, and feel-

ings of loss of control and powerlessness may 

arise. The “relative importance of the illness, 

physical experiences with the illness, and 

self-concept, energy, knowledge, motivation, 

and hope (Miller, 2000, p. 8). Chronic illness 

can diminish these power resources. When 

power resources are significantly altered and 

affected, an individual with chronic illness may 

experience feelings of powerlessness. To deal 

with this powerlessness, persons with chronic 

illness should direct their energy toward their 

intact power resources. Power resources facili-

tate coping with chronic illness. Accordingly 

when one power resource becomes depleted, 

other power components may need to be devel-

oped to avert or reduce powerlessness (Miller, 

2000).

Theoretical Perspectives of 
Powerlessness and Power

Persons with chronic illness live in a dual world, 

that of wellness and sickness, of control and 

powerlessness, and of hope and despair. The 

Shifting Perspectives Model of Chronic Illness 

(Paterson, 2001a, 2003) describes chronic ill-

ness as a complex dialectic between the individ-

ual and his or her world. This model posits that 

persons with chronic illness shift between the 

perspective of wellness in the foreground and 

illness in the background and vice versa. 

Furthermore, this model suggests that the expe-

rience of living with a chronic illness is a 

dynamic process that reflects the elements of 

both wellness and illness that comprise chronic 

illness. A perspective shift is a cognitive and 

affective strategy to negotiate the effects of 

chronic illness and to make sense of the experi-

ence. The perspectives of wellness and illness 

are not mutually exclusive, rather there is a fluc-

tuation of the degree to which illness or wellness 

is in the foreground or background (Paterson, 

2001a).
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functioning and health. This theory posits three 

basic, innate psychological needs that are the 

basis for optimal functioning and personal 

well-being. These psychological needs—com-

petence, relatedness, and autonomy—are uni-

versal and must be satisfied for all people to 

achieve optimal health. These basic psycho-

logical needs provide a framework that speci-

f ies the conditions in which people can 

maximize their human potential. The need for 

competence results in an individual’s ability to 

adapt to new challenges in a changing context; 

it stimulates unique talents of individuals and 

produces adaptive competencies and flexible 

functioning in the context of changing 

demands. The need for relatedness is the inte-

gration of the individual into the social world 

in which the individual seeks attachments, 

security, and a sense of belonging and intimacy 

with others. The tendencies of relatedness are 

to cohere to one’s group and to feel connection 

with and care of others. However, the need for 

relatedness can compete or conflict with auton-

omy. Autonomy, according to SDT, refers to 

self-organization and self-regulation, and con-

veys adaptive advantage. Autonomous individ-

uals function and respond effectively within 

changing contexts and circumstances. When 

behavior is regulated by outside pressures and 

expectations, holistic functioning is precluded. 

Therefore, autonomous individuals are better 

able to regulate their actions in accordance 

with their perceived needs and available capac-

ities as well as coordinate and prioritize 

courses of action that will maximize self-main-

tenance (Deci & Ryan, 2000; Ryan & Deci, 

2000).

Self-determination theory distinguishes 

between autonomous and controlled behavior 

regulation. Behaviors are autonomous when 

biomedical uncertainties” (Sutton & Treloar, 

2007, p. 338) can also trigger a shift in perspec-

tive. Clinical indicators of chronic disease pro-

gression may not be congruent with individual 

perceptions of health and illness inasmuch as 

health and illness views are constructed within 

the individual’s physical, emotional, and social 

spheres and may not be compatible with health-

care priorities (Sutton & Treloar, 2007). Although 

the focus of illness in the foreground can be self-

absorbing, this perspective may provide the indi-

vidual with an opportunity to learn more about 

his or her illness and effective strategies to treat 

and manage symptoms. Figure 12-1 illustrates 

the shift of perspectives in chronic illness.

Self-Determination Theory (SDT)

Self-determination theory (SDT) highlights the 

psychological processes that promote optimal 

Empowerment Interventions/Stressors

Wellness at
foreground

 Illness at
foreground

ControlPowerlessness

Shift

Shift

FIGURE 12-1 Shifting Perspectives in Chronic 
Illness.
Source: Paterson, B.L. (2001a). The shifting per-
spectives model of chronic illness. Journal of 
Nursing Scholarship, 33, 21–26A and Paterson, 
B.L. (2003). The koala has claws: Applications of 
the shifting perspectives model in research of 
chronic illness. Qualitative Health Research, 
13(7), 987–994.



PROBLEMS AND ISSUES 
ASSOCIATED WITH 
POWERLESSNESS  

There are a number of issues associated with 

powerlessness. Issues discussed here are exam-

ples of what individuals and their families may 

experience; however, it is not an all inclusive 

list.

Loss

From a medical viewpoint, chronic illness is 

comprised of physical symptoms and limita-

tions. From a broader perspective, chronic ill-

ness brings multiple losses for individuals and 

their families on the physical side, but perhaps 

even more so on the psychological level. The 

diagnosis of a chronic illness may, in and of 

itself, represent a loss to the individual, and for 

some, the diagnosis of a chronic illness may be 

as significant as a death. The diagnosis of the 

chronic illness may represent the loss of hopes 

and dreams, income, sexual ability, physical and 

mental ability, quality of life, or independence 

(Clarke & James, 2003). The loss of mobility 

and agility as a result of chronic illness affects 

one’s ability to participate in social activities 

and to maintain social ties (Beal, 2007).  Loss of 

paid employment due to chronic illness has a 

significant impact on one’s life. Leaving work 

not only results in the loss of income and daily 

routines but triggers a loss of positive social 

identity (Walker, 2010).

Persons with chronic illness have restric-

tions in their daily lives, experience social isola-

tion, feel they are discounted, and fear becoming 

a burden to others (Charmaz, 1983). Loss of self 

is felt by many persons with chronic illness 

(Charmaz, 1983), in which the serious debilitat-

ing effects of chronic illness erode the former 

persons experience a sense of choice to act out 

of personal importance of the behavior. 

Controlled behaviors, on the other hand, are 

those performed when persons feel pressured 

by external forces (Deci & Ryan, 1985, 1991). 

Autonomous regulation, or the choice to do 

what is important and relevant to the individ-

ual, is associated with subjective experiences 

of vitality and energized behavior and differen-

tiated controlled and autonomous choice 

(Moller, Deci, & Ryan, 2006). Adjustment to 

chronic illness is influenced by the extent to 

which individuals believe themselves to be the 

source of their actions, that is, their feelings of 

autonomy (Igreja et al., 2000).  Patient-

centered care is grounded in self-determination 

theory. In Crossing the Quality Chasm, the 

Institute of Medicine (2001) recognizes the 

patient as the source of control. Patient-

centered care focuses on the patient rather than 

the disease and gives the responsibility for dis-

ease management to the patient along with the 

resources and support needed to assume that 

responsibility. 

Cognitive Adaptation Theory

Cognitive Adaptation Theory posits that an indi-

vidual’s attempt to maintain or regain a sense of 

personal control may be heightened or activated 

by the psychological challenge that can arise out 

of an unpredictable illness. The heightened 

sense of personal control may be used as a way 

to maintain positive adaptation to chronic ill-

ness. An enhanced perception of control may 

facilitate coping with an illness-related stressor 

such as exacerbation of symptoms or disease 

progression (Taylor, 1983), whereas absence of 

self-control promotes dependency, powerless-

ness, and erodes client autonomy (McCann & 

Clark, 2004).
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Chronic Illness Management

Chronic illness management often entails a 

multifaceted self-management regimen. The 

complexity of chronic illness has the potential 

to strip away a client’s sense of self-worth and 

confidence. Clients who lack confidence often 

are unable to assess their needs accurately, and 

consequently are at risk of being manipulated or 

coerced by others and may capitulate to the 

wishes of family members or healthcare profes-

sionals. Self-management of complex chronic 

disease is often diff icult to achieve and is 

reflected in low rates of adherence to treatment 

guidelines (Newman, Steed, & Mulligan, 2004). 

Although some healthcare professionals believe 

they can motivate persons with chronic illness 

to follow a treatment regimen, the impetus to 

follow a plan of care is internal. Healthcare pro-

fessionals must acknowledge the personal con-

text of the chronic illness and assess the indi-

vidual motivators to follow a plan of care 

(Singleton, 2002). Persons with a chronic ill-

ness may not be willing to or capable of carry-

ing out the complex tasks and activities to 

manage their chronic illness, and a simple “pep 

talk” from one’s healthcare professional simply 

does not suffice. Clients’ realization that their 

days are built around their healthcare regi-

men—that is, specific treatments they must per-

form every day, doctor visits, lab tests, body 

scans, consults with other healthcare providers, 

physical therapy, and not other aspects of their 

lives—can become unbearable. The power to 

dictate how individuals with chronic illness 

want to spend their day is gone. For example, 

Mrs. Jones, an elderly widow with end-stage 

renal disease must spend 3 days a week at the 

local dialysis unit to manage her chronic illness. 

Even though she has accepted the time involved 

self-image of the individual. Over time, accu-

mulated loss of self-image can result in dimin-

ished self-concept. Loss of self is a result of 

chronic illness that diminishes control over lives 

and futures (Charmaz, 1983). Lack of self-con-

fidence and disrupted identity are two major 

factors of powerlessness. In-depth interviews 

with clients with various chronic conditions 

revealed numerous losses including their loss of 

self-control and confidence as their environ-

ment and possibilities become diminished 

(Aujoulat, Luminet, & Deccache, 2007).

Uncertainty

Chronic illness generates a wide array of emo-

tions and reactions and engenders anxiety and 

uncertainty. The uncertainty of chronic illness 

promotes feelings of loss of control and a sense 

of powerlessness in individuals and families 

(Mishel, 1999). Narratives of persons diagnosed 

with multiple sclerosis revealed concerns about 

the unpredictable progression of the disease and 

fear and anxiety relative to the unknown 

(Barker-Collo, Cartwright, & Read, 2006). Se-

verity of the illness, the erratic nature of symp-

tomatology, and the ambiguity of symptoms 

promote uncertainty in persons with chronic ill-

ness (Mishel, 1999). Anticipating and planning 

for the future becomes complicated. The unpre-

dictability of physical symptoms and capabili-

ties interferes with the individual’s ability to 

schedule activities and events in the future and 

may result in an unwillingness to plan in 

advance. The uncertainty of the chronic illness 

raises salient concerns for persons about their 

future, about their ability to control their illness 

and symptoms, and their capacity to garner nec-

essary personal and financial resources to man-

age their illness (see Chapter 7).



resources, time and ability to perform care 

tasks, and spiritual support (Singleton, 2002).

Can we just have one day when we do not 
see a healthcare provider? It’s a doctor ap-
pointment, re-checking lab results, radiation 
therapy, out-patient IV antibiotics, a port 
that is clogged, etc.  This is a life? Where is 
our relationship of old when we used to talk 
about things other than “lab results,” how 
much you’ve vomited, when the next ap-
pointment is? Why is every day of the week-
end filled with an ER visit or an outpatient 
procedure of some type?

—Jenny, wife of a newly diagnosed cancer 
patient

Another key element to adherence to treat-

ment regimens is meaningful participation in 

healthcare organizations (Nelson, Lord, & 

Ochocka, 2001). Choice of treatment regimen 

and control of that regimen are central to self-

determination in persons with chronic condi-

tions. To provide appropriate information, the 

nurse must listen to the needs, wants, and 

desires of the client. When clients feel unheard 

and have no voice, they feel invalidated and dis-

missed, and they feel powerless (Courts, 

Buchanan, & Werstlein, 2004). As a result of 

this powerlessness, the opportunity for the nurse 

to enhance client outcomes diminishes greatly.

Lack of Knowledge

Knowledge about chronic illness is essential for 

disease management and control. Lack of 

knowledge or skills about the disease may 

impact the dynamics of the disease. Often, 

information and education about the chronic ill-

ness occur during the acute phase of the illness 

or during hospitalization— overwhelming 

to adhere to her treatment regimen and has 

accommodated her lifestyle accordingly, she 

yearns to visit her extended family that lives 

some distance from her. At her peril, Mrs. Jones 

chooses to spend time with her family, to forego 

prescribed treatment, and to bear the conse-

quences of her decision. In the end, although 

Mrs. Jones was able to continue her dialysis 

treatments, her decision was motivated by her 

personal desire and familial priority, not the 

prescribed treatment.

Mr. Smith, a young man with AIDS, experi-

ences difficulties adhering to a complex pharma-

cologic regimen because of financial constraints. 

Mr. Smith f inds himself consumed with an 

ongoing process of seeking resources to main-

tain his prescribed treatment, which takes away 

his ability to participate in other areas of his life. 

The lives of the elderly woman (Mrs. Jones) and 

young man center around their chronic illness 

and treatment-regimen activities. Both experi-

ences a loss of control over time management, 

personal choice, and quality of life. Their chronic 

illness and treatment regimens consume their 

daily lives to the detriment of other activities, 

and feelings of powerlessness arise. What was 

true for Mrs. Jones and Mr. Smith is also true for 

other persons dealing with chronic illness. The 

lack of self-control inherent in their disease and 

treatment fosters feelings of dependence and 

powerlessness, and undermines client autonomy 

(McCann & Clark, 2004).

In contrast, the ability to control one’s treat-

ment plan, choose services, and avoid coercion 

diminishes powerlessness (Nelson, Lord, & 

Ochocka, 2001). Support is essential to meet the 

demands and expectations of complex manage-

ment regimens of chronic illness. Necessary 

supports include good communication with 

healthcare professionals, adequate f inancial 
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greater than average risk of developing health 

problems and have higher rates of morbidity 

and mortality associated with chronic illness 

(Aday, 2001).

The burden of chronic illness disproportion-

ately affects vulnerable populations (Sullivan, 

Weinert, & Cudney, 2003). Vulnerable clients are 

the most powerless and the least able to identify 

and express their needs and desires beyond the 

completely obvious (Niven & Scott, 2003). 

Chronic conditions are a significant healthcare 

challenge, and one’s vulnerability is often 

brought into sharp focus by a chronic disease.

Clients identify the way healthcare profes-

sionals relate to them as the cause for their vul-

nerability, not their chronic illness (Mitchell & 

Bournes, 2000). Some clients are viewed as 

having less social value than others (Glaser & 

Strauss, 1968). Social value is subjective and 

influenced by such factors as age, marital status, 

income, living conditions, hygiene, and behav-

ior. Some clients with chronic illnesses may be 

perceived as having low moral worth. The nurse 

may believe the client’s illness or condition is 

the result of poor or risky behaviors chosen by 

the client. Clients who do not behave within the 

prescribed norms and expectations of the insti-

tution or agency may be labeled as undesirable 

or noncompliant and may not have the opportu-

nity to engage in decision making and control 

over their healthcare regimen.

Stigma

Persons with chronic illnesses are at risk for 

stigma based on the negative perceptions held by 

society (see Chapter 3). Stigma is a response to 

any physical or social attribute or characteristic 

that devalues a person’s social identity and dis-

qualifies him or her from full social acceptance 

periods when the client and family may not have 

been able to grasp the concepts. Unfamiliar sur-

roundings coupled with the insecurities of a new 

or recurrent chronic illness diagnosis impact 

learning. Although the client may have listened 

intently to the instructions and education, he or 

she may not have been able to internalize and 

actualize the content. As a result, after discharge 

from the acute care setting, the client may lack 

suff icient knowledge to effectively manage 

issues and problems that arise from the chronic 

condition. Lack of information to successfully 

meet the challenges of daily living further rein-

forces feelings of powerlessness. 

Healthcare professionals frequently assume 

that once individuals have been provided with 

information about their chronic illness, they 

have adequate knowledge and skills to adopt 

necessary changes to effectively manage their 

chronic condition. However, Bodenheimer, 

Lorig, Holman, and Grumbach (2002) estimated 

that approximately 50% of clients leave a pri-

mary care setting with little or no understanding 

of what was said. Healthcare professionals must 

ensure that clients have a clear understanding of 

health information related to management of 

their chronic illness.

Marginalization/Vulnerability

Knowledge alone is insufficient for manage-

ment and control of chronic illness. The contex-

tual determinants of health must also be 

acknowledged. Social determinants of vulnera-

bility include low income, low education, frag-

ile social identity, and limited social networks 

(Crossley, 2001). Lack of resources contributes 

to powerlessness. Persons who experience a 

marginalized sociocultural status and have lim-

ited access to economic resources have a 



regimens. In some cultures, the oldest male 

holds the power and control to make decisions. 

Cultural conflicts may arise when families are 

not consulted before an intervention or staff 

interferes with rituals deemed necessary by the 

client’s family to promote healing.

Conversely, when a client chooses to go 

against his or her cultural norm or custom, the 

client must have the power to do so. In situa-

tions where families are in disagreement with 

the client about compliance with cultural cus-

toms, the nurse must support the client and give 

him or her the resources for self-determination 

(Zoucha & Husted, 2000). The desires and 

wishes of the individual client supersede the 

cultural values, beliefs, and practices of the cul-

ture in which the individual and family are in 

disagreement (Tang & Lee, 2004).

Culture is the context in which individuals, 

families, and groups make healthcare decisions. 

Power and control in Western society are based 

on the concept of individualism—a society con-

sisting of autonomous individuals. Western 

societies promote the actualization of the indi-

vidual self as the goal, yet other cultures do not. 

The Western principle of autonomy is self-

determination. In other cultures, the principle of 

autonomy is family-determination, that is, the 

family is the autonomous social unit in which 

the entire family, not the individual, has real 

authority in decision making. For Chinese can-

cer patients living in Hong Kong, emphasizing 

the Chinese cultural beliefs of loyalty to family, 

letting go, harmony with the universe, and the 

cycles of life and nature was essential to the 

development of feelings of empowerment (Mok, 

Martinson, & Wong, 2004).

Values, beliefs, practices, and responses to 

chronic illness vary by culture and within cul-

ture. Culture impacts and dictates one’s responses 

(Goffman, 1963). This stigma and the associated 

stereotypes and misconceptions about chronic 

illness lead to a lack of inclusion and feelings of 

powerlessness. Confusion and misinformation 

about chronic illness can lead to discrimination 

and stigma and result in unintended, harmful 

effects for persons with a chronic condition. For 

example, family and friends of persons with 

hepatitis C may be fearful and lack knowledge 

about the virus. For the individual with hepatitis 

C, the ignorance of others may stimulate feel-

ings of helplessness and infectiousness 

(Zickmund, Ho, Masuda, Ippolito, & LaBrecque, 

2003), or fear of judgment and stigma from 

those around them (Sutton & Treloar, 2007). In 

this way, external societal pressures can create 

and perpetuate feelings of powerlessness in indi-

viduals with chronic illness.

Culture

The concepts of powerlessness and power are 

grounded in the context of cultural values, 

beliefs, and practices of persons with chronic 

illness and their families. The traditional power 

and control culture in the healthcare setting may 

conflict with cultural customs and beliefs of an 

individual with a chronic illness. Many cultural 

groups view the individual as embedded in 

social relationships, thus the role of the individ-

ual in decision making is not recognized. For 

group-oriented persons or families, power and 

control may reside within the family rather than 

with the individual (Davis, Konishi, & Tashiro, 

2003). For example, in some Native American 

families, healthcare decisions are made by the 

matriarch of the family rather than the individ-

ual with chronic illness. Failure to include the 

family matriarch in the decision-making process 

diminishes adherence to prescribed treatment 
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dependent on the expertise and authority of the 

healthcare professional. While this type of 

complex process is essential for those with 

acute illness who lack expertise to make appro-

priate decisions, this system is counterproduc-

tive for those with chronic illness who develop 

competency and expertise with regard to man-

agement of their chronic conditions (Thorne, 

2006). The healthcare system is designed for 

acute, episodic treatment and strives for effi-

cient and cost-effective care. This fast-paced 

and impersonal care system leaves little time 

and individual focus for the person with a 

chronic condition, which requires a more long-

term, illness-management approach. Thus, cli-

ents and their families are vulnerable and 

powerless in the healthcare power structure 

(Davis et al., 2003). Upon entry into the health-

care system, the client relinquishes control over 

his or her life, loses self-identity and initiative, 

and becomes distant from supportive networks. 

The client’s voice may be ignored by healthcare 

professionals or quieted by dwindling energy 

levels that come from the disease process itself 

or the side effects of treatment. 

Power is inherent in the healthcare system. 

Education and professional status are sources of 

power for healthcare providers in the nurse–cli-

ent relationship. The procedures and language 

used by healthcare professionals are foreign and 

strange to the client and leave many persons 

with chronic conditions unable or unwilling to 

be an active participant in their health care 

(Anthony, 2007). The healthcare system pro-

vides fragmented care for persons with chronic 

illness and leaves individuals feeling isolated 

and left to care for themselves with inadequate 

knowledge and resources. Frustration and 

inability to overcome obstacles in accessing, 

to normal events of everyday life and is a driving 

force in the decisions and choices that individu-

als and families make about health and care 

(Salas-Provance, Erickson, & Reed, 2002). Some 

individuals experiencing chronic illness may 

remain silent about their experiences and issues 

with chronic illness. This is not an indicator of 

indifference or incompetence but a reflection of 

cultural differences in the use of silence. Cul-

turally appropriate care can only occur when cul-

tural care values, expressions, or patterns are 

known and used appropriately (Leininger, 1995). 

Life experiences and situations of the past influ-

ence the present. For many African Americans, 

religion and spiritual values provide a method for 

coping with chronic conditions. Their faith and 

belief in God give them power to endure pain and 

suffering associated with their chronic conditions 

(Anthony, 2007). The centrality of cultural values 

to healthcare decisions is highlighted in the find-

ings of a survey of 1253 African Americans in 

Alabama churches. This research found that 59% 

of the respondents reported they believed in fate 

or destiny in relation to healthcare decisions and 

health-seeking behaviors. Women who believed 

in fate or destiny were less likely than those who 

did not to have breast examinations (Green, 

Lewis, Wang, Person, & Rivers, 2004). Knowl-

edge of cultural values, beliefs, and practices 

provides an invaluable blueprint for healthcare 

providers in caring for diverse clients with 

chronic illness. Furthermore, the promotion of 

cultural values can help clients with chronic ill-

ness mitigate their experiences of powerlessness.

Healthcare System

Healthcare systems are based on the assump-

tion that patient safety and system integrity are 



know, I really thought I could beat this. I’ve 
done it before but now . . . my pain is relent-
less! My body is unwilling! What choice do 
I have?

—Anne

INTERVENTIONS  

Persons with chronic illness feel overwhelmed, 

exhausted, and discouraged at times. Therefore, 

one of the most important challenges for nurses 

working with these clients is to help them over-

come feelings of powerlessness. Factors that 

impact powerlessness in persons with chronic 

illness are complex and multidimensional. 

Nursing interventions to address powerlessness 

in chronic illness should be equally multifac-

eted and require attention to the complex nature 

of the healthcare situation. Appropriate and rel-

evant nursing interventions are based on ongo-

ing assessments and observations of the client 

with chronic illness in his or her environment, 

the context in which the person manages and 

copes with chronic illness. This includes not 

only the physical surroundings but also the psy-

chosocial dimensions of life. Because of the 

dynamic nature of chronic illness, continuing 

evaluation of interventions with subsequent 

modifications to meet the current needs of the 

client are required. The goals of nursing inter-

ventions are to assist the client to manage the 

realities of one’s limitations and illuminate 

strengths to reduce a sense of powerlessness and 

loss and to create new boundaries for one’s 

changed life. Persons with chronic illness seek a 

sense of normalcy and a sense of dignity by 

focusing on personal strengths and remaining 

engaged in family and social activities to dimin-

ish isolation and loneliness (Skuladöttir & 

Halldorsdöttir, 2011).

receiving, and paying for services add to feel-

ings of powerlessness.

The healthcare system perpetuates client 

vulnerability. It has the potential to restrict the 

autonomy of people and to disable and domi-

nate them by virtue of its bureaucracy, scien-

tif ic exper tise, and technology. Clients 

surrender their independence to the healthcare 

system, where the physician is omniscient and 

clients begin the process of learned helpless-

ness and an inability to speak for themselves 

(Hewitt, 2002). Today, decisions in the health-

care system are made by power brokers who 

are neither providers nor consumers of health 

care, but insurance companies, Wall Street 

f irms, think tanks, consultants, and pharma-

ceutical companies (Sheridan-Gonzalez, 2000). 

This type of healthcare system perpetuates cli-

ent powerlessness.

Powerlessness can be seen in the context of 
becoming a patient, the expectations of indi-
viduals, and the ways in which they play by 
the rules. It is also a key to understanding 
the ways in which their horizons change, 
both as facts—the loss of mobility and con-
tact—and as metaphor—acceptance, con-
trol, and changing outlook. It is a response 
to the limits of the conditions itself, and to 
the power which is perceived to be vested in 
the health care system. (Gibson & Kenrick, 
1998, p. 743) 

My life is like a roller coaster . . . some days 
my life is full of light and joy . . . but those 
up days are becoming fewer and fewer now 
that my fibromyalgia and Parkinson’s are so 
much a part of my life. What can I do? The 
uncertainty of every day makes me so an-
gry, so confused, so sad. I want to escape 
from all of this but where would I go? You 
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CASE STUDY

Maria, a widowed 73-year-old Mexican American woman, lives independently in her small 

home in a rural community. She is a devout Catholic, attends mass daily, and is a member of 

the church’s women’s group. She works part time in the kitchen at the local nursing home to 

supplement her social security income. Maria attended school in Mexico and completed 8th 

grade. She speaks and reads limited English. Maria’s only living child lives out of state and 

due to finances and family commitments, is able to visit infrequently. During a recent hospi-

talization for influenza, Maria was diagnosed with type II diabetes. When learning of her 

chronic illness, Maria was overcome with emotion and anxiety about what her future would 

hold.  Would she be able to continue to work to support herself? Would she lose her legs like 

her mother? Would she die like her son? Maria felt overwhelmed with all of the information 

the nurses and doctors were telling her about her treatment plan. They used words and lan-

guage she didn’t understand. She was reluctant to ask questions or tell them her concerns and 

needs. She was silent. She prayed. Upon discharge, despite all the discharge instructions and 

papers she was given, Maria didn’t know how to manage her care at home. She didn’t feel 

well enough to return to work, and she stopped going to church and slept most of the day. At 

an office visit, the nurse practitioner noted that Maria was having difficulty managing her 

diabetes and ordered home health visits. During her first visit, Sara, the home health nurse, 

told Maria exactly what she needed to do to get her diabetes under control. Sara wrote out 

detailed instructions for Maria about her medications, diet, and exercise. Yet again, Maria was 

unable to express her fears and wishes. At each subsequent visit, Sara reinforced the treat-

ment plan. When Maria was unsuccessful in maintaining glucose control, Maria was labeled 

as noncompliant. Maria became discouraged, despondent, and overcome with feelings of 

hopelessness and powerlessness.

Discussion QuestionsDiscussion Questions

1 How do the physical and psychosocial challenges experienced by Maria contribute to her 

feelings of lack of control and sense of powerlessness? 

2. How do theoretical perspectives of power and powerlessness guide a plan of care for 

Maria?

3. If you were the home health nurse, what nursing interventions would you implement to 

restore power and control to Maria? How would you prioritize her plan of care?

4. How would you ensure culturally appropriate restoration of power and control for Maria? 

How would you address issues of vulnerability and power?



their own healthcare decisions (Loft, McWilliam, 

& Ward-Griffin, 2001) and rely on others such 

as family members or healthcare professionals 

to make decisions for them.

Empowerment strategies and efforts in-

crease power and strengthen individual life cir-

cumstances. Two dimensions of empowerment 

emerge from the literature. One dimension is 

psychological, which includes self-esteem and 

self-efficacy. The other dimension of empower-

ment is social, action oriented, and comprised of 

power, involvement, and control over individual 

life circumstances (Hansson & Bjorkman, 

2005). Key features of empowering provider–

client relationships include continuity of care, 

patient-centeredness, and mutual acknowledge-

ment and relatedness (Aujoulat, d’Hoore, & 

Deccache, 2007).

Empowerment is important for clients with 

chronic illness because it increases perceived 

quality of life and promotes self-esteem. For 

empowerment, clients need access to information, 

resources, support, and opportunity (Laschinger, 

Gilbert, Smith, & Leslie, 2010). Empowerment 

results when individual perception of needs for 

care has been met (Roth & Crane-Ross, 2002). 

Healthcare providers can promote client 

empowerment by providing access to relevant, 

timely, and appropriate information about an ill-

ness or treatment. Ongoing information can be 

provided through the use of information tech-

nology including email and vetted Internet sites. 

Client access to necessary support and resources 

further enhances empowerment. Nurses can 

assist clients with identifying sources of social 

support and introduce them to alternative 

resources within the family or community sys-

tems (Laschinger et al., 2010).

Nursing interventions to restore client con-

trol and increase power resources in clients with 

chronic illness are discussed in this section. The 

following are strategies and tools to strengthen 

the client’s power base.

Empowerment

Empowerment is a health-enhancing process. The 

outcome of client empowerment is self-efficacy, 

mastery and control, and a renewed and valued 

sense of self. Key issues to empowerment are 

self-awareness and self-determination. Self-

determination is the ability to make choices and 

accept responsibility for one’s choices (Aujoulat, 

d’Hoore, & Deccache, 2007). Client empower-

ment in chronic illness is the personal transfor-

mation through a dialectic process of “holding 

on” to former self-representations and roles and 

learning to manage the disease and treatment in 

order to differentiate one’s self from the illness 

and “letting go” or relinquishing control to inte-

grate the chronic illness into a reconciled self. 

“Holding on” is linked to efforts to gain control 

and maintain a sense of mastery whereas the pro-

cess of “letting go” is linked to a search for mean-

ing and an acceptance that chronic illness is not 

always controllable (Aujoulat, Marcolongo, 

Bonadiman, & Deccache, 2008). The nurse–cli-

ent relationship emphasizes the primacy of the 

client’s own ideas, emotions, and beliefs about 

the chronic illness. Within this relationship, the 

nurse must provide information and opportunities 

for choice and negotiation regarding treatment-

related issues. The nurse must be attentive to indi-

vidual beliefs and desires with regard to choice 

and control. Empowerment may not be a desir-

able outcome or process for all clients, inasmuch 

as clients differ in their desire to participate in 
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treatment goals. Collaboration is promoted 

when the client is encouraged and expected to 

participate in his or her own care and make deci-

sions that are based on the client’s self-

determined needs (Laschinger et al., 2010). 

Standardized approaches to empowering and 

improving the quality of life in persons with 

chronic illness are not appropriate. The lack of a 

match between a person’s readiness and the 

healthcare professional’s interventions may 

result in lack of adherence to the prescribed 

treatment regimen. Adherence is a dynamic pro-

cess that is compromised by barriers usually 

related to different aspects of the chronic illness. 

Such barriers include social and economic fac-

tors, healthcare team and system, characteristics 

of the disease, therapies, and client-related fac-

tors. Solving problems related to each of these is 

necessary to promote client adherence (World 

Health Organization [WHO], 2003).

The client with a chronic illness must be a 

full partner with the healthcare professional in 

decision making. Imparting knowledge and 

information to clients is an exchange process 

and requires active client participation. How-

ever, there are times when the client may not 

desire information because of fear of the infor-

mation, information overload, or lack of ability 

to understand the information. The nurse needs 

to assess client readiness for information by 

acknowledging the client’s concerns, listening 

to their perspectives, and respecting their  desire 

for new information. Disempowering relation-

ships results from discounting experiential 

knowledge and provision of inadequate res-

ources (Paterson, 2001b).

Self-Management

Persons with chronic illness must be empowered 

to be managers of their own care within their 

Health Coaching

Patient-centered strategies such as incorporating 

lifestyle changes, engaging in prevention strate-

gies, and making decisions to promote self-

management of chronic illness can be developed. 

Although not a new idea in the practice of nurs-

ing, the reemergence of the idea of client-centered 

care is reflected in health coaching. Health coach-

ing is client centered, and clients are actively 

involved in determining what is important and 

what they want to accomplish relative to the man-

agement of their chronic illness. Health coaching 

motivates behavior change in clients through col-

laboration, open-ended inquiry, and questions and 

reflection (Huffman, 2007).

Discharge Planning

Effective discharge planning is another strategy 

of empowerment. Discharge planning strength-

ens the client’s position and role in social and 

healthcare systems. A client-tailored and well 

orchestrated discharge plan enhances coping 

with relocation from one healthcare setting to 

another. Open and clear communication among 

all participants including the client, the family, 

and healthcare professionals is essential for 

mutual understanding and successful discharge. 

Nurses may think of discharge planning simply 

from the acute healthcare setting to another care 

setting. However, the concept of long-range dis-

charge planning is essential when dealing with 

clients with chronic illness, where the client 

transitions from one setting to another.

Collaboration

Successful management of chronic illness and 

optimal wellness is based on collaboration and 

partnership with clients to establish mutually 

negotiated and established healthcare and 



relevant to an illness phase the client is experi-

encing or may encounter in the future. Further, 

healthcare providers must be aware that some 

persons with chronic illness may not have the 

physical or mental abilities for self-manage-

ment. Assess-ment of the client to determine if 

self-management is attainable, realistic, and 

desired is necessary.

The difficulty in managing complex treat-

ment schedules of chronic illnesses has led to the 

development of self-management interventions 

(SMIs). The key feature of these SMIs is to 

increase clients’ involvement and control in their 

treatment, and to improve the subsequent impact 

on their lives (Newman et al., 2004). The skills 

necessary for clients to develop a SMI are problem 

solving and goal setting. Even with these skills in 

place, most persons with chronic illnesses are 

likely to encounter barriers to care that create 

major challenges in compliance with SMIs. Those 

who experience increased barriers are less likely to 

adhere to plans of care. Barriers include time con-

straints, knowledge deficits, limited social sup-

port, inadequate resources, limited coping skills, 

poor client–provider relationship, and low self-

efficacy. Patient-centered, collaborative nursing 

strategies reinforce client strengths and ameliorate 

the impact of these barriers. The nurse becomes a 

partner with the client to facilitate collaboration in 

the development of a realistic self-management 

program and to identify resources and support sys-

tems to reach the goal of self-management. Failure 

of the nurse to identify or adequately estimate bar-

riers to and resources for self-management will 

negatively impact adherence to the treatment regi-

men (Nagelkerk, Reick, & Meengs, 2006).

Control

Aujoulat, Marcolongo, Bonadiman, and Deccache 

(2008) posit: “the process of relinquishing control 

own realities and settings. The opportunities to 

manage self-control are dependent on the con-

text in which the clients live their everyday lives 

(Delmar et al., 2006). Psychological, behavioral, 

environmental, social, and socioeconomic fac-

tors determine one’s ability to self-manage one’s 

chronic illness and adhere to a complex treat-

ment regimen (Granger, Moser, Germino, 

Harrell, & Ekman, 2006). In an institutional set-

ting (acute or long-term care), clients with a 

chronic illness may be highly motivated to man-

age their own care. However, the clients’ envi-

ronment dictates the parameters of activities of 

daily living and may severely limit the opportu-

nity to fully operationalize self-management 

despite ability and desire. In this instance, 

nurses can be instrumental in altering the insti-

tutional structure to accommodate the self-

control goals of clients.

Self-management is more than adherence to 

a treatment regimen but also takes into account 

the psychological and social management of liv-

ing with a chronic illness. Chronic illnesses vary 

in how they intrude on the psychological and 

social worlds of individuals. The outcome of 

empowerment is self-management of chronic ill-

ness through the reinforcement of self-determi-

nation and control (Aujoulat, d’Hoore, & 

Deccache, 2007). Self-management interven-

tions for persons with chronic conditions need to 

be developed to assist them to better manage 

their illnesses and to take increasing responsibil-

ity for their disease (see Chapter 14). Healthcare 

providers must take into account the shifting 

nature of chronic conditions and offer self-man-

agement strategies appropriate for the problems 

and issues that may be encountered at a particu-

lar phase of the illness. Granger and colleagues 

(2006) propose the use of Trajectory Theory to 

ensure interventions are patient-centered and 
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and family. Self-determination restores power of 

choice to the client.

Fostering self-control is integral to promot-

ing wellness in persons with chronic illness, 

and this control is central to self-determination. 

To be self-determined, clients must have knowl-

edge and resources to deal with illness-related 

issues as they arise (McCann & Clark, 2004). 

Good choices are the result of good options 

from which to choose. Nurses can give persons 

with chronic illness adequate and appropriate 

knowledge as a foundation for making the good 

choice (Delmar et al., 2006). To manage self-

control and live with dignity involves support 

from healthcare professionals and significant 

others in the decision-making process. Other 

people can help provide knowledge and exper-

tise as a foundation for making the right choice. 

Clients with signif icant physical or mental 

impairments may be unable to engage in social 

discourse and may require additional resources 

to promote self-management. The nurse should 

provide the client with appropriate and relevant 

resources and work with the client and his or 

her family to obtain connections and referrals to 

appropriate community-based  services.

Establishing a Sense of Mastery

Powerlessness is reduced and empowerment is 

facilitated by the development of a sense of mas-

tery. Mastery is helping clients to focus on how 

they can affect their chronic conditions and can 

foster a sense of control in an otherwise uncon-

trollable illness course. Intervention techniques 

encourage clients to identify strengths and shift 

the focus away from uncontrollable aspects of 

chronic illness, such as use of a wheelchair or 

dialysis treatments, to the controllable aspects, 

such as decision making or self-care activities, 

is as central to empowerment as is the process of 

gaining control” (p. 1228). Perceived control is an 

antecedent to function, a mediator between social 

support and psychological well-being, and is use-

ful for effective disease self-management 

(Jacelon, 2007). Perceived control is related to 

better adjustment to chronic illness. Nurses need 

to be aware of two dimensions of perceived con-

trol (Rotter, 1966). First, one can believe one is 

personally able to control one’s outcomes and sec-

ond one can believe that more powerful others 

control one’s outcomes. The latter, vicarious con-

trol can be exerted by physicians, parents, God, or 

family. To assist the client in achieving optimal 

functioning, the nurse must assess the client’s 

belief about the source of control, whether within 

self or from others.

When the professional nurse exerts too much 

control, the client may totally relinquish control 

and put his or her life in the hands of the profes-

sional to the detriment of their empowerment 

(Delmar et al., 2006). Client power is a funda-

mental element in the client–provider relationship 

because clients, due to their chronic illness, may 

become dependent and thus subordinate to 

healthcare professionals (Efraimsson et al., 

2003). Independence, self-control, and self-

responsibility are important elements for increas-

ing patient empowerment. The ability to ask for 

assistance may be an indicator of self-control and 

self-management (Delmar et al., 2006).

Self-Determination

Self-determination is a basic human right of 

individual choice and control. Self-deter-

mination ensures that an individual has the 

autonomy and support to make decisions and to 

reach personal goals. Self-determination must 

be balanced with safety and risk of the client 



affordable resources and services within his or her 

community. The nurse is the client’s link to these 

resources (Falk-Rafael, 2001). Therefore, it is nec-

essary for the nurse to maintain current information 

about community resources and services. The 

nurse assesses the client’s needs and preferences, 

selects appropriate resources for the client, and 

evaluates the effectiveness and acceptability of the 

resources to the client. The nurse may also link the 

client and his or her family to support groups, 

which can promote empowerment through the 

expression of shared experiences.

Many clients may also seek information 

about their chronic illness on the Internet. The 

ability to obtain this information independent of 

a healthcare professional can give the client a 

sense of control and self-determination. As a 

result, many visit their healthcare providers with 

requests for specif ic tests or medications 

(Corbin & Cherry, 2001). However, this infor-

mation should be evaluated by the nurse to 

determine the appropriateness of the suggestion. 

Online communication and Internet support 

groups have become not only sources of infor-

mation for individuals with chronic illness but 

also sources of social support (Laschinger et al., 

2010; van Uden-Kraan, Drossaert, Taal, Seydel 

& van de Laar, 2009). Women are more likely to 

use the Internet for health information and ill-

ness-related support than are their male counter-

parts (Pandey, Hart, & Tiwary, 2003).

Healthcare System Navigation

The concept of patient navigation first appeared 

in the literature in the 1990s as a means to 

improve access to health care for medically 

underserved populations. Patient navigation 

moves beyond advocacy to identify barriers and 

challenges to healthcare access and focuses on 

which can imbue patients with a sense of mas-

tery over their condition (Cvengros, Christensen, 

& Lawton, 2005). The WHO (2003) published 

guidelines for healthcare professionals to facili-

tate client identification of strategies to reduce 

barriers to mastery and facilitate integration of 

self-care into daily activities.

Client and Family Education

Persons with chronic illnesses and their families 

need information, understanding, and competent 

interventions to help them reformulate their lives, 

assimilate their losses, and adjust to the changes 

brought about by their illnesses (Sullivan-Bolyai, 

Sadler, Knafl, & Gillis, 2003). Information about 

chronic disease management provides clients 

with a sense of control and thus increases empow-

erment (Sommerset, Campbell, Sharp, & Peters, 

2001; Wollin, Dale, Spenser, & Walsh, 2000).

Over their lifetimes, persons with chronic 

illness and their families must shoulder the bur-

den of coordinating medical information and 

treatment regimens. The need for information 

must be tailored to meet the needs of the individ-

ual client relative to the disease course. The cli-

ent may not be able to take in information at the 

time of the diagnosis of a chronic illness; there-

fore, information should be available to the client 

and his or her family at a follow-up visit to 

ensure understanding of information and avail-

able services (Barker-Collo et al., 2006). The 

time of diagnosis of a chronic disease is over-

whelming and confusing for clients and their 

families. The expectation that clients will be able 

to assimilate the information given to them about 

their chronic illness may be unrealistic.

In addition to information and knowle-

dge about the chronic illness, the client needs infor-

mation about available, accessible, appropriate, and 
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often institutional, social, political, economic, 

and cultural constraints prevent clients from 

accessing health care. When such constraints are 

present, an advocate is necessary to facilitate 

procurement. The manner in which the nurse 

advocate intercedes to increase the client’s power 

depends on the underlying values and beliefs 

held by the nurse regarding the advocate role. 

No one wants to be dependent on others, to 

inconvenience others, or to be a burden to oth-

ers. Dignity and respect are linked with individ-

ual independence. The nurse must take care to 

ensure the client is still authoritative in his or her 

own life and is able to maintain responsibility 

and self-determination. Even when these ele-

ments are present, situations may arise in which 

clients need help from an advocate to regain dig-

nity and integrity.

Decision Making

When clients make their own decisions and act 

on them, there may be a difference between the 

client’s choices and those that would have been 

made by family members or healthcare profes-

sionals. Consequently, clients may not only expe-

rience disapproval from others regarding their 

decisions, but also may encounter resistance 

when attempting to implement them. As previ-

ously discussed, Mrs. Jones made a decision to 

interrupt her dialysis treatments for several days 

to connect with her family despite protests from 

her primary care nurse and physician. Upon 

learning of Mrs. Jones’s decision to discontinue 

treatment for a short time, the primary care nurse 

contacted the children of Mrs. Jones to persuade 

them to exert control and interrupt Mrs. Jones’s 

plans. In the end, the sons and daughters of Mrs. 

Jones agreed to honor the choice and decision 

made by their mother. This example provides the 

foundation for further discussions among nurses 

engaged in client-empowered health care. How 

individual well-being. It is a process in which 

clients are guided through the bureaucracy of 

the healthcare system by a nurse advocate in 

order to complete a specific diagnostic proce-

dure or therapeutic task. By assisting under-

served individuals to “navigate” the complex 

healthcare system, it reduces barriers to health-

care access and treatment. Patient navigators 

also mobilize appropriate resources for the cli-

ent. In a study of low-income women of color 

with breast abnormalities, patient navigation 

was shown to improve the timeliness of diagno-

sis, compliance with follow-up treatment 

(Psooy, Schreuer, Borgaonkar, & Caines, 2004), 

and diagnostic resolution follow-up by health-

care providers (Ell, Vourlekis, Lee, & Xie, 

2007). Furthermore, patient navigation has been 

successful in reducing barriers to care and 

improving health outcomes in persons with HIV 

(Bradford, Coleman, & Cunningham, 2007).

Patient navigators promote self-determina-

tion in their clients as a means of empowering 

them. Although patient navigators are charged 

with helping clients obtain necessary healthcare 

services, clients must be afforded the respect to 

choose regarding their individual welfare. The 

role of patient navigators reveals the essential 

elements of nursing functions such as liaison 

and resource coordinator. Patient navigators 

also have potential utility for serving at-risk 

women with high incidences of powerlessness 

(Ell et al., 2007).

Advocacy

In addition to patient navigation, advocacy is an 

important tool for increasing empowerment in 

clients with chronic illness. Advocacy activities 

seek to redistribute power and resources to peo-

ple (individuals or groups) who demonstrate a 

need. Although the ideal of nursing advocacy is 

to empower clients within the healthcare system, 



and cultural desire to provide care (Campinha-

Bacote, 2002). This model assumes variation 

among persons of different ethnic and cultural 

groups. For example, in collectivist culture, peo-

ple may resonate to group norms to experience 

relatedness and autonomy. In individualist cul-

tures, acting in accordance to the group norm 

may be viewed as lack of individuality and a 

threat to autonomy (Ryan & Deci, 2000). It is 

imperative for nurses to explore potential differ-

ences and similarities among clients and their 

beliefs to ensure culturally competent care 

(Leininger & McFarland, 2002). Leininger (1995) 

asserts, “clients who experience nursing care that 

fails to be reasonably congruent with the client’s 

beliefs, values, and care life ways will show signs 

of cultural conflicts, noncompliance, stresses, and 

ethical or moral concerns” (p. 45). When nurses 

acknowledge and incorporate the client’s cultural 

perspective, an environment of communication 

and understanding increases feelings of power 

and control in the client and family.

OUTCOMES  

Outcomes associated with powerlessness in cli-

ents with chronic conditions can be measured 

from three perspectives: self, relationships with 

others, and client behaviors. From the first per-

spective, changes in self are evaluated by mea-

sures such as increased self-confidence and 

self-esteem, which facilitate coping with and 

management of chronic illness. The best out-

comes for persons with chronic illness occur 

when clients learn to self-manage their chronic 

illness. The client must monitor and make adjust-

ments in the management of the chronic illness, 

just as a driver of a car turns the wheel, monitors 

speed, and applies the brakes while driving a car. 

Self-management presumes the client is given 

the opportunity to communicate effectively, seek 

much control belongs to the client, the healthcare 

professional, or family members? How do con-

trol issues affect the nurse–client, the nurse–fam-

ily, and the client–family relationships? What are 

the guiding principles in this approach to nursing 

care of clients with chronic illness?

Nurses must provide clients all information 

necessary to make a decision. Providing informa-

tion about the illness and the services that are 

available will facilitate informed decisions (Aylett 

& Fawcett, 2003). As clients come to know the 

nature and meaning of their illnesses, their power 

tends to be restored and their vulnerability is 

reduced.

Anticipatory Guidance

Anxiety is triggered by an uncertain future. 

Uncertainty of the illness trajectory suggests the 

need for the nurse to offer anticipatory guidance 

to persons with chronic illnesses. Anticipatory 

guidance is based on identifying expected future 

needs and can begin weeks, months, or years 

before any actual help is required. Future needs 

can have a profound effect on clients’ lives 

because major life decisions can be influenced 

by them. Clients need a coach to help them 

chart an anticipated course throughout their 

chronic illness (Courts et al., 2004). Anticipating 

future dependency needs allows clients with 

progressive chronic illnesses to express their 

own wishes and preferences for care options. 

Informed anticipation lacks certainty, but it 

facilitates greater rational future planning for 

clients and their families, minimizing poten-

tially difficult decisions made during a time 

of crisis.

Cultural Competence

Cultural competence is a process in which the 

nurse integrates cultural awareness, cultural 

knowledge, cultural skills, cultural encounters, 
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information, collect data, analyze options, and 

make decisions. Clients need to have informa-

tion and resources available to them when the 

need arises, as opposed to when it may be conve-

nient for the healthcare provider to give the 

information to the client. Healthcare providers 

must recognize the limits of science for self-

management of chronic illness and respect the 

inherent expertise and primary authority of the 

client in matters pertaining to living with a 

chronic illness. In doing so, healthcare providers 

become consultants and resource brokers within 

the context of shared care (Thorne, 2006).

Evidence-Based Practice BoxEvidence-Based Practice Box

As chronic illness moves from a medical 

model of treatment and cure to one of self- 

management of illness with or without 

professional health care, the literature 

reveals a variety of strategies designed to 

enhance and promote patient empower-

ment.  One such approach, face-to-face 

support groups, is an effective resource 

for information and support for persons 

with chronic illness. However, barriers 

such as geography, distance, time, and 

physical limitations can exclude persons 

with chronic conditions from participating 

in these support groups. As the Internet 

has become accessible and available to 

more and more people, online support 

groups have become a viable alternative to 

in-person support groups. Research sug-

gests that persons with chronic conditions 

who participate in online support groups 

are empowered and report a sense of well-

being. Van Uden-Kraan, Drossaert, Taal, 

Seydel, and van de Laar (2009) conducted 

a quantitative research project with 528 

individuals who were active in online sup-

port groups for persons with breast cancer, 

fibromyalgia, and arthritis. Results of the 

online questionnaire found respondents 

were empowered in several ways by their 

participation in online support groups. 

The most significant empowering out-

comes were “being better informed” and 

“enhanced social well-being” (p. 64). 

Participants had a better understanding of 

their illness from the personal experience 

of others and more information about 

what to expect in the future as a result of 

peer support. Study participants indicated 

that the online support group provided 

more social contacts for them and 

decreased their loneliness. Further, this 

research did not note any differences 

between the diagnostic groups with regard 

to empowering processes and outcomes. 

The authors concluded that empowerment 

is a generic mechanism among persons 

with chronic illness. Online patient sup-

port groups enhance empowerment in per-

sons with chronic conditions. Healthcare 

providers need to become aware of online 

support groups as a resource for informa-

tion and empowerment for their health-

care clients.

Source: van Uden-Kraan, C. F., Dros-

saert, C. H. C., Taal, E., Seydel, D. R., 

and van de Laar, M. A. F. J. (2009). Par-

ticipation in online patient support 

groups endorses patients’ empower-

ment. Patient Education and Counsel-

ing, 74, 61–69. 
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The second outcome of measured change 

of powerlessness is relationships with others. 

Changes in relationships include improved rela-
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Recommendations for Further 
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but are not limited to, environment, economics, 

genetics, age, previous and current health sta-

tus, personality, social support, and psychoso-

cial factors. Caring for the individual, family, 

and community is therefore influenced by 

numerous factors of which culture is only one. 

In Canada, culture is identified as one of the 12 

determinants of health (Racher & Annis, 

2007).

Currently in the United States there are 

continuing disparities in health care among 

those of different cultures, races, ethnicities, 

and socioeconomic status (Agency for Health-

care Research and Quality [AHRQ], 2010). 

Throughout the literature, becoming culturally 

competent is seen as the first step in decreasing 

and eventually eliminating those disparities. 

Although being culturally competent is impor-

tant on an individual basis, becoming so as an 

organization is just as important. The National 

Center for Cultural Competence has identified 

six reasons that organizations should incorpo-

rate cultural competence into policy:

1. To respond to the current and projected 

demographic changes in the United States

2. To eliminate long-standing disparities in 

the health status of people of diverse racial, 

ethnic, and cultural backgrounds

3. To improve the quality of services and 

health outcomes

INTRODUCTION  

Concepts of health and illness are deeply rooted 

in culture, race, and ethnicity and influence an 

individual’s perceptions and behavior. Addition-

ally cultures are never homogeneous (Helman, 

2007), as there are variations and subcultures 

within culture, affecting health and illness per-

ceptions differently. So, although, one may know 

the “norms” of Chinese culture, Puerto Rican 

culture, or Indian culture, for instance, there will 

always be unique differences in each individual 

from that culture.

According to the Office of Minority Health 

(2005), culture (and language) influences:

• Health, healing, and wellness belief sys-

tems

• How illness, disease, and their causes are 

perceived; both by the patient/consumer 

and the provider

• The behaviors of patients/consumers who 

are seeking health care and their attitudes 

toward providers compromising access and 

care for those of other cultures

• The delivery of services by the provider who 

looks at the world through his or her own 

limited set of values, which can compromise 

access for patients from other cultures 

There are factors other than culture that 

influence health and illness. Factors include, 

Culture and Cultural Competence
Pamala D. Larsen and Sonya R. Hardin

CHAPTER 13



344 CHAPTER 13 / Culture and Cultural Competence

Cultural Competency

Many definitions of culture mandate that there 

are many definitions of cultural competence. 

Table 13-1 lists some of the more common def-

initions found in the literature. The National 

Prevention Information Network (2011) lists 

eight principles of cultural competence:

1. Define culture broadly.

2. Value clients’ cultural beliefs.

3. Recognize complexity in language inter-

pretation.

4. Facilitate learning between providers and 

communities.

5. Involve the community in defining and 

addressing service needs.

6. Collaborate with other agencies.

7. Professionalize staff hiring and training.

8. Institutionalize cultural competence. 

Cultural competence for systems and orga-

nizations may be seen on a continuum (Racher 

& Annis, 2007; Srivastava, 2007). The Cultural 

Competence Continuum was developed by the 

National Center for Cultural Competence (NCCC) 

at Georgetown University, in Washington, DC. 

There are six levels on the continuum, spanning 

from cultural destructiveness at level 1 to cul-

tural proficiency at level 6, the highest level. 

When an organization is culturally proficient, it 

holds culture in high esteem and uses this per-

spective to guide its work (Racher & Annis, 

2007, p. 263).

Cultural Awareness and Sensitivity

Often times we hear the terms cultural aware-

ness and cultural sensitivity. What is their rela-

tionship with cultural competency? Purnell 

(2008a, p. 6) explains awareness as an apprecia-

tion of the external signs of culture, whereas 

4. To meet legislative, regulatory, and accred-

itation mandates

5. To gain a competitive edge in the market 

place

6. To decrease the likelihood of liability/mal-

practice claims (Cohen & Goode, 2003) 

Defining Terms

Culture

The literature provides many definitions of cul-

ture. Within the nursing literature, each individ-

ual with his or her model/theory of transcultural 

nursing has a different definition. Although 

there is value in those definitions, perhaps one 

from medical anthropology offers a broader per-

spective. Helman (2007) defines culture as “a 

set of guidelines (both explicit and implicit) that 

individuals use to view the world and tell them 

what behaviors are appropriate” (p. 2). Culture 

is shared, learned, dynamic, and evolutionary 

(Schim, Doorenbos, Benkert, & Miller, 2007). 

This evolution is described by Dreher and 

MacNaughton (2002): “People live out their 

lives in communities, where circumstances gen-

erate conflict, where people do not always fol-

low the rules, and where cultural norms and 

institutions are massaged and modified in the 

exigencies of daily life” (p. 184).

Typically one thinks of culture as associ-

ated with race and ethnicity. However, other cul-

tures exist if a broader definition of culture is 

used. Examples include the culture of poverty, 

the culture of cancer survivors, the culture of 

rurality, and the culture of chronic illness (see 

Chapter 2), to name a few. Each of these cul-

tures has explicit and implicit guidelines that 

determine how their members view the world, 

decide upon appropriate behaviors, and perform 

those behaviors.



The Myth of Equality

This myth describes that fairness means equal 

treatment for all (Srivastava, 2007, p. 42). 

Proponents of this myth cite success stories of 

individuals of varying ethnic, racial, and gen-

der backgrounds who have overcome great 

obstacles and “made it” as individuals. How-

ever, this view reflects a lack of awareness of 

systemic barriers and institutional racism. It is 

a narrow view that places all responsibility on 

the individual without acknowledging systemic 

inequities.

sensitivity is one’s personal attitude toward oth-

ers of different cultures. Although awareness 

and sensitivity are part of cultural competence, 

competency implies that awareness and sensi-

tivity have been operationalized (Schim et al., 

2007).

Myths of Culture and Diversity

Myths of culture and diversity must be chal-

lenged. Masi (1996) and Srivastava (2007) dis-

cuss six myths that can influence caring for 

culturally diverse clients.

Table 13-1 Cultural Competency Defi nitions

Author Defi nition

National Prevention Information 
Network, 2011

Having the capacity to function effectively as an individual and an 
organization within the context of the cultural beliefs, behaviors, and 
needs presented by consumers and their communities

Spector, 2009 A provider understands and attends to the total context of the 
patient’s situation, and it is a complex combination of knowledge, 
attitudes, and skills

Mutha, Allen, & Welch, 2002, p. 25 A set of skills, knowledge, and attitudes that enhance 1) your 
understanding of and respect for patients’ values, beliefs, and 
expectations; 2) awareness of your own assumptions and value 
system in addition to those of the U.S. medical system; and 3) 
your ability to adapt care to fi t with the patient’s expectations and 
preferences

Campinha-Bacote, 2002 A process that consists of 5 interrelated constructs: cultural desire, 
cultural awareness, cultural knowledge, cultural skill, and cultural 
encounters

Offi ce of Minority Health, 2005 A set of congruent behaviors, attitudes, and policies that come 
together in a system, agency, or among professionals that enables 
effective work in cross-cultural situations

Giger & Davidhizar, 2004, p. 8 A dynamic, fl uid, continuous process whereby an individual, 
system or healthcare agency fi nds meaningful and useful 
care-delivery strategies based on knowledge of the cultural 
heritage, beliefs, attitudes, and behaviors of those to whom they 
render care
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The Myth That Generalizations Are 
Unacceptable

Masi (1996) and Srivastava (2007) suggest that 

there is a large difference between generaliza-

tions and stereotypes. Generalizations are a 

necessary starting point to understand groups 

of individuals as they indicate trends and pat-

terns. These generalizations may help a health-

care professional initiate a conversation with a 

client. In contrast, stereotypes close conversa-

tion and knowledge development (Srivastava, 

2007, p. 47).

The Myth That Familiarity Equals 
Competence

Familiarity with cultural differences may make the 

difference invisible (Srivastava, 2007,  p. 48). 

This myth dovetails with the one about general-

izations, and means that being familiar with a cer-

tain culture does not make one competent, 

as familiarity may not allow for individual 

differences.

Transcultural Nursing

Transcultural nursing had its beginnings in the 

1950s with Madeleine Leininger. With her 

work over more than 50 years, in addition to 

other theorists, transcultural nursing has 

evolved as a specif ic and unique specialty. 

Transcultural nursing is defined as “as a for-

mal area of study and practice focused on 

comparative human-care (caring) differences 

and similarities of the beliefs, values and pat-

terned lifeways of cultures to provide cultur-

ally congruent, meaningful, and benef icial 

health care to people” (Leininger & McFarland, 

2002, p. 6).

The Myth of Sameness

The assumption of this myth is that someone 

who shares the client’s ethnicity and language 

will be able to more effectively provide health 

care and thus eliminate miscommunication 

(Masi, 1996; Srivastava, 2007). However this 

“sameness” may be only on the surface, as there 

may be many other differences that affect the 

client and healthcare professional relationship. 

This also presumes a narrow definition of cul-

ture (race and ethnicity) as opposed to a broader 

view.

The Myth That Cultural Differences 
Are a Problem

Health care has often viewed issues of culture 

and diversity from a negative perspective, that 

there are problems or barriers to overcome. 

Srivastava (2007, p. 46) suggests that culture 

should not viewed as a problem, but as a lever-

age point, a point that can affect the health out-

come of the client if energy is focused on it.

The Myth That Everything Must 
Be Acceptable

There is a perception that if something is a cul-

tural value that it must be “accepted.” Masi 

(1996) suggests that respecting an individual’s 

cultural value not be confused with acceptance. 

He describes that although society states that 

child abuse is unacceptable, the definition of 

child abuse may vary among individuals from 

different cultures. A practice known as “scratch-

ing the wind,” where bruises are caused by cup-

ping and scratches are created by running a coin 

on the skin, is used to relieve fevers and illness 

in some cultures. Respecting this cultural value 

does not mean acceptance of this practice.



• To advance the scholarship (substantive 

knowledge) of the discipline

• To develop strategies for advocating social 

change for cultural competent care

• To promote a sound financial non-profit 

corporation (www.tcns.org) 

IMPACT  

Changing Demographics

According to the 2010 U.S. Census, approxi-

mately 35% of the U.S. population is defined as 

racial and ethnic minorities. Currently four 

states—Hawaii, New Mexico, California, and 

Texas—as well as the District of Columbia 

have minority populations that exceed 50%. 

Texas is the newest addition to this short list. In 

2050, 20% of the population aged 65 and older 

is projected to be Latino. (U.S. Census Bureau, 

2010a)

The North American healthcare system(s) 

is based on Western culture, and that includes 

using a biomedical model. With an increasingly 

diverse society, this narrow view continues to 

create a mismatch with clients and their health-

care needs and services.

As we age, the potential for having one or 

more chronic diseases increases significantly, 

thus the need to look at demographics of aging 

Americans is paramount. Currently non-

Latino older adults account for approximately 

83.5% of the older adult population. Pro-

jections for 2050 indicate that this percentage 

will decrease significantly. Given these pro-

jections, a culturally competent workforce will 

be needed to meet the needs of individuals 

from many cultural and ethnic groups (see 

Table 13-2).

Leininger and McFarland (2002) summa-

rize eight factors that led to the development of 

and need for transcultural nursing:

1. Increase in immigration and migration of 

people across the world

2. Implicit expectation that nurses and other 

healthcare providers need to know, under-

stand, respect, and respond appropriately to 

care for others of diverse cultures

3. Increase in the use of technologies in car-

ing or curing, with different responses and 

effects on clients of diverse cultures

4. Increased signs of cultural conflicts, cul-

tural clashes, and cultural imposition prac-

tices between nurses and those from diverse 

cultures

5. Increase in number of nurses who travel 

and work in different places in the world

6. Anticipated legal defense suits against 

nurses resulting from cultural negligence, 

cultural ignorance, and cultural imposition 

practices in working with diverse cultures

7. Rise in gender and the issues and rights of 

special groups

8. Growing trend to care with and for people, 

whether well or ill, in their familiar or par-

ticular living and working environments 

(Leininger & McFarland, 2002, pp. 13–18) 

The Transcultural Nursing Society, founded 

in 1974 by Leininger, is a worldwide organiza-

tion for nurses and others interested in and pre-

pared to advance transcultural nursing. The 

society provides a forum to bring nurses together 

worldwide with common and diverse interests to 

improve the care for culturally diverse people. 

The goals of the society include:

• To advance cultural competencies for 

nurses worldwide
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Their seventh report was released in March of 

2010. Overall, three themes emerged from that 

report:

• Disparities are common and uninsurance is 

an important contributor.

• Many disparities are not decreasing.

• Some disparities merit particular attention, 

especially care for cancer, heart failure, and 

pneumonia.  (AHRQ, 2010, p. 1) 

Some of the biggest disparities noted in this lat-

est report include:

• Blacks had a rate of new AIDS cases 

10 times higher than Whites, for Latinos 

more than 3 times as high, and for American 

Indians/Alaska Natives 1.4 times as high.

• Black older adults and older adults of mul-

tiple races were more likely than White 

older adults to delay care due to cost.

Health Disparities

Although the focus of this chapter is culture and 

its influence on individuals with chronic illness, 

health disparities that occur with individuals 

from different cultures must be noted as well. 

Race, ethnicity, and culture sharply divide the 

health and health care of the population in the 

United States. Although such disparities have 

been noted for some time, the Institute of 

Medicine report, Unequal Treatment (Smedley, 

Stith, & Nelson, 2003), was a landmark publica-

tion that put these disparities in the forefront. 

This report demonstrated that racial and ethnic 

disparities in health care, with a few exceptions, 

are consistent across a range of illnesses and 

healthcare services.

The same year that Unequal Treatment 

was published, the AHRQ released the f irst 

annual National Healthcare Disparities Report. 

Table 13-2 Projected Distribution of the Population, Age 65 and 
Older, by Race and Hispanic Origin: 2010, 2030, and 2050 

2010 2030 2050

Total 100.0 100.0 100.0

White  14.2   20.7   21.0

Non-Hispanic White  16.1  24.8   25.5

Black  8.6  15.2   18.5

American Indian and Alaska Native  7.4  14.5   16.8

Asian  9.3  16.5   21.9

Native Hawaiian and Other Pacifi c 
Islander

 6.5  13.2   17.9

Two or More Races  5.1   7.2    7.8

Hispanic  5.7 10.0  13.2

Note: Data are middle-series projections of the population. Hispanics may be of any race. 
Reference population: These data refer to the resident population. Source: U.S. Census Bureau. 
(2010a). The next four decades: The older population in the United States: 2010 to 2050. 
Retrieved August 22, 2011, from: http://www.census.gov/prod/2010pubs/p25-1138.pdf



In 2009, the number of people without 

health insurance decreased overall and for most 

racial and ethnic groups, but Asian Americans 

experienced an increase in uninsurance. Overall 

out-of-pocket healthcare costs increased by 

4.3%, which resulted in the rate of delaying 

medical care increasing by 5.4% (The Oppor-

tunity Agenda, 2009). 

Racial and Ethnicity Classification

In 1997 the Office of Management and Budget 

(OMB) identified the following categories to 

be used by federal programs when reporting 

data: American Indian or Alaska Native; Asian; 

Black or African American; Hispanic or Latino; 

Native Hawaiian or other Pacific Islander; and 

White. American Indian or Alaska Native refers 

to people of North and South America and 

those who maintain tribal affiliations (Wallman, 

1998). An Asian is a person with origins in the 

Far East, Southeast Asia, or the Indian subcon-

tinent. Black or African American refers to 

individuals with origins from any Black racial 

groups of Africa. Hispanic or Latino is an indi-

vidual of Cuban, Mexican, Puerto Rican, South 

or Central American, or other Spanish culture 

or origin. Native Hawaiians or other Pacif ic 

Islanders have origins in Hawaii, Guam, 

Samoa, or other Pacific Islands. White is a per-

son having origins in any of the original people 

of Europe, the Middle East, or North Africa. 

However, with individuals from mixed origins, 

it may be difficult to assign an individual to 

one specif ic ethnic group. In 2007, the 

Department of Education added a seventh cate-

gory of “two or more races” for the purpose of 

collecting and maintaining racial and ethnic 

data from students and staff, which was to be 

used starting in 2010 (Department of Edu-

cation, 2007).

• In small metropolitan areas, the heart 

attack death rate was higher for Latinos 

than for Whites: 97.2 per 1,000 admissions 

compared with 70.8 per 1,000 admissions. 

(AHRQ, 2010) 

Another national document that addresses health 

disparities is Healthy People 2020. The docu-

ment has four overarching goals, two of which 

address health disparities: 1) achieve health 

equity, eliminate disparities, and improve the 

health of all groups; and 2) promote quality of 

life, healthy development, and healthy behaviors 

across all life stages. As healthcare profession-

als, the need is paramount to incorporate appro-

priate strategies into clinical practice with an 

awareness of different cultures to allocate 

resources fairly within society. Efforts to address 

racial, ethnic, and other disparities in health care 

requires nurses to employ creative interventions 

to assure culturally competent care for these 

populations.

Beidler (2005) states that health disparities 

occur in vulnerable patients who are uninsured, 

racially and ethnically diverse, and frequently 

speak languages other than English. Maze 

(2005) refers to health disparities existing among 

individuals who are disenfranchised, living in 

poverty, stigmatized, homeless, immigrants, vic-

tims of crimes, children, women, prisoners, per-

sons with AIDS, persons with mental illness, 

and those who have little social support or edu-

cation. These individuals make up a vulnerable 

population and may present with a variety of 

ethical issues for the healthcare professional. For 

example, illegal immigrants may be hesitant to 

provide a name, address, and phone number for 

follow-up care. Should the healthcare provider 

try to obtain this information from the illegal 

immigrant? Remember, the client may be fearful 

that you will “turn them in” to the authorities.
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Haitian people are openly demonstrative in 

their emotions and typically speak loudly. They 

have a close personal space and may ignore ter-

ritorial space. Many may pretend to understand, 

when in reality they are nodding to be nice and 

to avoid showing a lack of understanding. The 

use of simple and clear instructions is needed 

when providing education to enhance the health 

of the individual. Haitians are private, and if they 

do not understanding something, will more than 

likely choose to use a professional interpreter 

over a family member (Colin & Paperwalla, 

2008).

Drinking alcohol and cigarette smoking is 

culturally approved for men and is the norm. 

The Haitian diet is high in carbohydrates and 

fat, with weight loss being a sign of illness. 

Lifestyle changes needed when faced with a 

chronic illness will be a challenge for the pro-

vider when trying to help clients understand the 

impact of alcohol, smoking, and diet on chronic 

illness (Colin & Paperwalla, 2008).

Even though Haitians are deeply religious, 

they also have many superstitions. These beliefs 

include the fear of a loved one not actually 

dying, but becoming a zombie. If it is believed 

that an individual is not really dead, they may 

ask for an autopsy to ensure death. Beliefs of 

voodooism, with its roots in Africa, are often co-

aligned with their other religious beliefs. Voodoo 

occurs when an individual has the power to com-

municate by trance with ancestors, saints, or ani-

mistic deities. This can have an influence on the 

psychological status of the client. Hence, illness 

can be perceived as punishment for being evil or 

occurring from evil spirits (Corrine, Bailey, 

Valentin, Mortantus, & Shirley, 1992). Given 

that voodoo and folk remedies are used among 

this group, providers should always ask what 

prior home interventions have been tried before 

prescribing (Galembo & Fleurant, 2005).

Examples of Different Cultures

The following examples of the Haitian culture, 

Mexican culture, and Japanese culture are brief 

overviews and generalizations of what is known 

about each culture. Disease labels in each of 

these cultures have different influences and 

meanings among clients (Turner, 1996).

In addition, the longer that one is a resident 

in this country (or other countries), subcultures 

of the original culture evolve, with each one 

being more unique.

Haitians

Haitians are from Haiti, an island between Cuba 

and Puerto Rico about the size of the state of 

Maryland. The Haitian population in the United 

States is approximately 830,000 (U.S. Census 

Bureau, 2010b), or approximately 0.3% of the 

total population.

The influence of France’s rule of Haiti from 

1697 to 1804 identified two distinct categories 

of Haitians. Members of the upper class used 

the marker of mulatto (color), the French cul-

ture, and the French language to differentiate 

themselves from the lower class. Those speak-

ing French rose within the social system. The 

lower class was mostly black and spoke the 

Haitian Creole language, which is a combina-

tion language of multitribe slaves of Africa. 

Today, Creole is the official language of Haiti 

(Colin & Paperwalla, 2008).

Traditionally, the man has been considered 

the head of the household, the primary income 

provider, the decision maker, and the sexual ini-

tiator, whereas women are to be faithful, honest, 

respectful, and oversee the house (Dash, 2001). 

However, this may be changing, as a number of 

families are becoming matriarchal today (Colin 

& Paperwalla, 2008). The family unit remains 

an important concept of Haitian culture.



2008). Younger generations have the obligation 

to care for the older generations. Typical fami-

lies are viewed as patriarchal, with males being 

dominant and females being passive. Machismo 

in the Mexican culture views men as having 

strength, valor, and self-confidence (Zoucha & 

Zamarripa, 2008).

Because family is a priority for Mexican 

Americans, it takes precedence over work 

issues. Many are sensitive to confrontation and 

difference of opinion, and will shun those chal-

lenges, especially in the workplace. Truth is 

often tempered with diplomacy and tact (Zoucha 

& Zamarripa, 2008). As an example, in the 

workplace when a service is promised for 

tomorrow even though it cannot be completed 

by then, that promise is made to please the cus-

tomer, not to deceive. For some Mexican 

Americans, truth is a relative concept; whereby 

for most European Americans, it is an absolute 

value (p. 314).

Mexican American concepts of health and 

illness are a combination of Aztec and Spanish 

beliefs (Berry, 2002). Within the culture there is 

a folk belief system, based in part on religion, 

regarding cause and cure of illnesses. This sys-

tem stresses the omnipotence of God, the inevi-

tability of suffering, and the lack of personal 

control (p. 367). Mexican Americans have a 

fatalistic worldview and an external locus of 

control. Thus, if someone becomes ill, “that’s 

just the way things are.” With preventive health 

care in short supply in Mexico, many Mexican 

Americans believe that what happens to them is 

God’s will.

A health belief still prevalent today is that 

illness is caused by a hot and cold imbalance 

(Gonzalez & Kuipers, 2004). To cure the illness, 

the opposite quality of the causative agent must 

be applied (p. 234). Cold diseases or conditions 

include menstrual cramps, pneumonia, cancer, 

Mexicans

Hispanic is a term that is commonly used in the 

United States to designate all those who speak 

Spanish. This cultural group includes those from 

Puerto Rico, Cuba, Mexico, Latin America, and 

other countries as well. Typically many Hispanic 

people wish to be described by terms that are 

specific to their culture; thus using the term 

Mexican American is more appropriate (Zoucha 

& Zamarripa, 2008). Because of the poor econ-

omy in Mexico, there has been a constant influx 

of immigrants from Mexico to the United States 

during most of the 20th century and into the 21st 

century. The media consistently report stories of 

undocumented aliens who continue to cross the 

border into the United States to earn money for 

their families left behind in Mexico.

Religious beliefs are very important to 

Mexican Americans, who believe that there is a 

divine power that has ultimate control of their 

lives and that one must accept what God gives 

(Berry, 2002, p. 365). The majority of Mexican 

Americans are Roman Catholics, and although 

they may not all attend formal church regularly, 

pictures and statues with a religious theme are 

evident in many of their homes.

Family and kinship are important social 

structures to Mexican Americans. In addition, 

this group is collectively oriented versus the 

individual orientation so common in North 

America. Mexican Americans may prefer to 

live close to their family and extended family, 

but not necessarily in the same household, as 

has been seen in the past. Family extends 

beyond the immediate circle to include fictive 

kin or compadres, friends who are chosen for 

special occasions (Berry, 2002). The elderly are 

valued and respected, and their knowledge 

about health information often takes prece-

dence over that of professional healthcare pro-

viders (Berry, 2002; Zoucha & Zamarripa, 
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gosei, the fifth generation; and rokusei, the sixth 

generation. These generational categories pro-

vide a framework for understanding their cul-

tural values (Ishida & Inouye, 2004, p. 335).

Japanese society is both structured and tra-

ditional. Politeness, personal responsibility, loy-

alty, and working together for the greater good 

are important concepts. Group harmony is 

stressed above all else. Japan is a collectivist 

society, where group needs and wants take 

precedence over individuals. Japanese culture 

discourages individualism. There is much sensi-

tivity to social status and one’s relative position 

in life (Brightman, 2005; Turale & Ito, 2008).

The culture is also a relatively non–eye-

contact culture when communicating. For some 

it is considered disrespectful to look someone 

directly in the eye, particularly if that indivi-

dual is in a superior position (Galanti, 2004). 

Japanese culture is also seen as a nontouch cul-

ture (Ishida & Inouye, 2004). Although there is 

touch and close contact with infants, there is 

much less touch and physical contact between 

adults. Lastly, the ideal pattern of communica-

tion in Japanese society is silent communica-

tion. Japanese do not appreciate aggressive 

conversation and prefer to remain silent.

The family is important to Japanese 

Americans. There is a phrase, kodomo no tame 

ni (for the sake of the children), that reflects the 

sacrifices that parents and adults make for the 

success of the next generation (Ishida & Inouye, 

2004, p. 342).

Pain is a concept that should not be ex-

pressed verbally. Bearing pain is seen as a virtue 

and one of family honor (Turale & Ito, 2008). In 

fact in Japan, medications to relieve pain are 

used much less than in the United States. Fur-

thermore, narcotic use, in particular, is restricted.

earaches, and arthritis. Hot diseases include 

pregnancy, diabetes, hypertension, infection, 

and kidney and liver conditions. Mexicans 

regard pain as a part of life and part of the inevi-

table suffering (Zoucha & Zamarripa, 2008, 

p. 321).

Generally, Mexican Americans respect 

healthcare professionals because of their train-

ing and expertise (Zoucha & Zamarripa, 2008). 

If healthcare professionals demonstrate respect 

with their clients, incorporate folk practitioners 

as necessary and appropriate, and incorporate 

the concept of personalismo into their care, they 

will gain the Mexican American client’s confi-

dence and trust.

Japanese

In Japan today, physicians are clearly in charge 

of the healthcare team, and are held in high 

esteem. The majority of hospitals in Japan are 

managed by physicians as opposed to individu-

als with a healthcare management background. 

Because self-care is not highly regarded in 

Japan, and physicians are held in high regard, 

being told what to do by the physician is 

expected (Turale & Ito, 2008).

Education is highly valued in Japan, and 

the illiteracy rate is only 1%. Nearly 95% of stu-

dents in Japan complete the 12th grade, and the 

standards for this accomplishment are high. As 

an example, calculus is part of the mandatory 

junior high school curriculum (Turale & Ito, 

2008).

Japanese American immigrants are the only 

group to refer to themselves by the generation in 

which they were born. For instance, issei refers 

to first-generation immigrants; nisei, to second-

generation immigrants; sansei, to third-genera-

tion immigrants; yonsei, the fourth generation; 



with numerous barriers such as access, cost of 

care, health literacy, and a focus on surviving 

from one day to the next. Individuals living in 

poverty may place health lower on their list of 

priorities as they attempt to live day to day with-

out financial resources. The lack of financial 

resources often results in less diagnostic tests, 

use of generic drugs, goal setting that is short 

term, and the challenge of ensuring compliance 

(Benson, 2000).

Poverty is synonymous with a present-

moment orientation, a lack of planning ahead, and 

a fatalistic future. Generation after generation can 

perpetuate poverty by basing decisions on previ-

ous decisions that have been made by family 

members, parental employment and earnings, 

family structure, and parent education. With pov-

erty, chronic health issues such as substance 

abuse, smoking, obesity, and incarceration (which 

may result in diseases such as HIV, hepatitis, or 

tuberculosis) may emerge (Pearson, 2003).

Poverty impacts migrants such as Mexicans; 

North American Indians; and immigrants from 

Asians

A common stereotype is to categorize those 

from the Far East and Southeast Asia broadly as 

Asians, versus Japanese, Chinese, Korean, 

Malaysian, Vietnamese, Thai, and so forth. In 

fact, using the U.S. Census as an example, 

Asians include individuals from 28 Asian coun-

tries (Itano, 2005).

The Chinese culture has influenced the 

health care of many Asian groups, including the 

Japanese. For instance, there must be a balance 

between hot (yang) and cold (yin). Yin and yang 

are life forces, and it is believed that illness 

occurs when there is an imbalance between the 

two forces (Itano, 2005). The approach to care is 

to restore harmony, order, and control through 

one’s environment. Harmony is highly valued as 

a healing mode and to control one’s emotions 

(Leininger, 2002, p. 459).

Culture of Poverty

The culture of poverty impacts the health care of 

a socioeconomic group, which is often faced 

CASE STUDY

An older Chinese patient refused pain m edication following cataract surgery. When asked, he 

replied his discomfort was bearable and he could survive without any medication. Later the 

nurse found him restless and uncomfortable. Again the nurse offered pain medication. Again 

he refused, explaining that her responsibilities at the hospital were far more important than his 

comfort and he did not want to impose. 

Discussion QuestionsDiscussion Questions

1. How would you, as the nurse, interpret this man’s behavior?

2. What belief of this man’s heritage has the nurse in this situation offended?

3. How can you avoid offending someone in a similar situation?
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Standard 4 mandates that healthcare orga-

nizations must offer and provide language assis-

tance at no cost to clients during all hours of 

operation. Standard 5 mandates that healthcare 

organizations must have a mechanism to pro-

vide clients, in their language, information on 

their rights to receive language assistance. 

Standard 6 mandates that the language assis-

tance be competent, and that families and 

friends should not be utilized unless requested 

by the client. Standard 7 mandates that signs 

should be posted in a facility that reflect the 

most commonly encountered language in the 

service area. These signs and patient materials 

should be easily understood. The remaining 

standards are guidelines and recommendations 

(Table 13-3 includes all of the mandated guide-

lines and recommendations).

To help implement the standards on an 

organizational level, the Alliance of Community 

Health Plans Foundation, with funding from the 

Merck Company Foundation, developed 13 case 

studies and a final report about making a “busi-

ness case” for projects addressing the CLAS 

Standards. Each of these case studies covers the 

business benefits from addressing the cultural 

and linguistic needs of clients (Alliance of 

Community Health Plans Foundation, 2007).

Nursing Frameworks for Practice

Currently a variety of models, theories, and 

frameworks are available to assist nurses in pro-

viding appropriate care for diverse populations. 

The website of the Transcultural Nursing Society 

(www.tcns.org) provides information about 

six transcultural nursing theories and models. 

Models include those by Margaret Andrews 

and Joyceen Boyle; Josepha Campinha-Bacote; 

Joyce Giger and Ruth Davidhizar; Madeline 

the Middle East, India, and China. Providing 

care to migrants and immigrants poses an added 

challenge as these individuals are notonly 

impoverished but also from a different cultural 

orientation. Healthcare professionals need to 

consider the cultural and social complexities 

that increase the challenges of managing chronic 

illnesses. Being uninsured, having a lower in-

come, and lower educational levels have been 

associated with a decrease in hypertension and 

cholesterol screening (Stewart & Silverstein, 

2002).

INTERVENTIONS  

Key to providing culturally competent inter-

ventions are the CLAS standards. These stan-

dards form the basis for nursing frameworks 

and communication used with clients of differ-

ent cultures.

CLAS Standards

In 2000, the U.S. Department of Health and 

Human Services (USDHHS) Office of Minority 

Health (OMH, 2007) released 14 national stan-

dards for culturally and linguistically appropri-

ate services (CLAS) as a means to address and 

correct inequities in the provision of health care 

to culturally and ethnically diverse groups. 

These standards are available at the OMH web-

site (www.omhrc.gov/CLAS). These standards 

are organized by themes: culturally competent 

care (standards 1–3), language access services 

(standards 4–7), and organizational supports for 

cultural competence (standards 8–14). Some of 

these standards are mandates, such as 4, 5, 6, 

and 7, whereas others are guidelines that should 

be adopted by federal, state, and national accre-

diting agencies. Standard 14 is suggested as 

voluntary.



Table 13-3 CLAS Standards

Standard 1 Healthcare organizations should ensure that patients/consumers receive from all staff members effective, 
understandable, and respectful care that is provided in a manner compatible with their cultural health 
beliefs and practices and preferred language.

Standard 2 Healthcare organizations should implement strategies to recruit, retain, and promote at all levels of the 
organization a diverse staff and leadership that are representative of the demographic characteristics of the 
service area.

Standard 3 Healthcare organizations should ensure that staff at all levels and across all disciplines receive ongoing 
education and training in culturally and linguistically appropriate service delivery.

Standard 4 Healthcare organizations must offer and provide language assistance services, including bilingual staff and 
interpreter services, at no cost to each patient/consumer with limited English profi ciency, at all points of 
contact, in a timely manner during all hours of operation.

Standard 5 Healthcare organizations must provide to patients/consumers in their preferred language both verbal offers 
and written notices informing them of their right to receive language assistance services.

Standard 6 Healthcare organizations must ensure the competence of language assistance provided to limited English 
profi cient patients/consumers by interpreters and bilingual staff. Family and friends should not be used to 
provide interpretation services (except on request by the patient/consumer).

Standard 7 Healthcare organizations must make available easily understood patient-related materials and post signage 
in the languages of the commonly encountered groups and/or groups represented in the service area.

Standard 8 Healthcare organizations should develop, implement, and promote a written strategic plan that outlines 
clear goals, policies, operational plans, and management accountability/oversight mechanisms to provide 
culturally and linguistically appropriate services.

Standard 9 Healthcare organizations should conduct initial and ongoing organizational self-assessments of CLAS-
related activities and are encouraged to integrate cultural and linguistic competence-related measures into 
their internal audits, performance improvement programs, patient satisfaction assessments, and outcomes-
based evaluations.

Standard 10 Healthcare organizations should ensure that data on the individual patient’s/consumer’s race, ethnicity, and 
spoken and written language are collected in health records, integrated into the organization’s management 
information systems, and periodically updated. 

Standard 11 Healthcare organizations should maintain a current demographic, cultural, and epidemiologic profi le of the 
community as well as a needs assessment to accurately plan for and implement services that respond to 
the cultural and linguistic characteristics of the service area.

Standard 12 Healthcare organizations should develop participatory, collaborative partnerships with communities 
and utilize a variety of formal and informal mechanisms to facilitate community and patient/consumer 
involvement in designing and implementing CLAS-related activities.

Standard 13 Healthcare organizations should ensure that confl ict and grievance resolution processes are culturally 
and linguistically sensitive and capable of identifying, preventing, and resolving cross-cultural confl icts or 
complaints by patients/consumers.

Standard 14 Healthcare organizations are encouraged to regularly make available to the public information about their 
progress and successful innovations in implementing the CLAS standards and to provide public notice in 
their communities about the availability of this information.

Source: Offi ce of Minority Health. (2008). National standards on culturally and linguistically appropriate services (CLAS). Retrieved August 22, 
2011, from: www.omhrc.gov/templates/browse.aspx?lvl=2&lvlID=15
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of nursing decisions and actions for culturally 

congruent care: 1) culture care preservation and 

maintenance, 2) culture care accommodation 

and/or negotiation, and 3) culture care restructur-

ing and/or repatterning (Leininger, 2002; 

Leininger & McFarland, 2002, 2006).

For example, Mrs. Huerta has degenerative 

arthritis. Her mother was a traditional healer in 

the village where she grew up. As a young child, 

Mrs. Huerta learned the healing ways and prac-

tices from her mother. As an elderly woman, 

Mrs. Huerta continues to use these traditional 

methods to manage her chronic pain. When 

Mrs. Huerta was admitted to the acute care set-

ting, she brought with her remedies that have 

brought her comfort and relief in the past. 

Leininger’s three modes of nursing decisions 

and action are informative and directive for the 

nurse to provide culturally competent care for 

Mrs. Huerta. The nurse can incorporate these 

home remedies into the care within the acute 

setting, the nurse can talk with Mrs. Huerta, or, 

in the event the home remedies Mrs. Huerta is 

taking are known to be unsafe or contraindi-

cated with her present care regime, the nurse 

can explore alternative comfort and pain relief 

strategies with Mrs. Huerta. The cultural care 

values, beliefs, and practices are honored and 

maintained. Therefore, Leininger advocates cul-

tural holding knowledge by healthcare providers 

in order to provide culturally competent care 

and, further, to minimize the potential for cul-

turally inappropriate care that has the potential 

for harm and pain to the healthcare client and 

his or her family.

Giger-Davidhizar Transcultural 
Assessment Model

The Giger-Davidhizar Model was developed 

initially in 1991. The model is built upon concen-

tric concepts with the client—a unique cultural 

Leininger; Larry Purnell; and Rachel Spector. 

Three of those models are discussed here.

Leininger’s Cultural Care Theory 
of Diversity and Universality

Cultural values, beliefs, and practices impact 

health and illness and inform and guide the cli-

ent and the client’s family in the choices and 

patterns of health care. Care is universal; how-

ever, patterns of care vary among and between 

cultural groups with regard to healthcare beliefs 

and behaviors (Leininger, 2002; Leininger & 

McFarland, 2002, 2006). Leininger’s Culture 

Care Theory provides a theoretical framework 

for healthcare professionals to discover the dif-

ferences and similarities between and among 

cultural groups related to their cultural values, 

beliefs, and practices. The meanings and uses 

of these diversities and universalities among 

the cultures of the world need to be uncovered 

and understood (Leininger & McFarland, 2002, 

p. 78).

The social structure of the client and his or 

her family such as economics, religion, and 

worldview influence cultural care meanings, 

expressions, and patterns in different cultures 

(Leininger & McFarland, 2002, p. 78). Em-

bedded within these structures are generic (folk) 

care practices, which are separate and distinct 

from professional care practices (Leininger, 

1997; Leininger & McFarland, 2002). This theo-

retical tenet is particularly instructive for health-

care providers. For example, an individual with 

chronic pain may rely on the home remedies 

taught by an elder in the family or use a variety of 

herbs and compounds that have been obtained 

from a traditional healer to manage pain. The 

healthcare provider must be vigilant in the belief 

and use of generic care practices, and incorporate 

those into the plan of care. The last theoretical 

tenet of Leininger’s theory provides three modes 



people to travel around the world and to in-
teract with diverse societies. (Purnell, 
2008b, p. 20) 

The second circle is the community, and it 

is defined as a group of people who have com-

mon interests, but not necessarily living in the 

same geographic area. It is the physical, social, 

and symbolic characteristics of the community 

that enable it to feel connected, not common 

geography (p. 21). The third circle represents 

the family that is made up of two or more indi-

viduals who are emotionally connected, and 

who or may not live together. The fourth circle 

represents the individual who is continually 

adapting to his or her community (p. 22).

The model’s organizing framework com-

prises 12 micro concepts, or domains, that are 

interconnected and common to all cultures with 

implications for health and health care. To 

assess the ethnocultural attributes of the com-

munity, family, or person, each of the following 

domains needs to be addressed:

• Overview, inhabited localities, and topog-

raphy

• Communication

• Family roles and organization

• Workforce issues

• Biocultural ecology

• High-risk behaviors

• Nutrition

• Pregnancy and childbearing practices

• Death rituals

• Spirituality

• Healthcare practices

• Healthcare practitioners (Purnell, 2008b, 

p. 22) 

Purnell (2008b) has identified barriers that 

individuals, families and communities may face 

in securing health care. Healthcare professionals 

being—in the center. The next circle contains 

concepts of religion, culture, and ethnicity (Giger 

& Davidhizar, 2004). The last circle focuses 

on six cultural concepts: 1) communication, 

2) space, 3) social organization, 4) time, 5) envi-

ronmental control, and 6) biological variation.

Communication refers to all human inter-

action and behavior, both verbal and nonverbal. 

Space refers to the distance between individuals 

when they interact, communicate, or reside 

together. Time can be past, present, or future 

oriented. How individuals view this concept is 

often uncovered through their style of commu-

nication. Individuals who focus on the past 

attempt to maintain tradition, whereas those 

focused on the present do not formulate goals. 

Environmental control refers to the ability of the 

individual to control nature and to plan and 

direct factors in the environment that affect 

them. If persons come from cultural groups 

where there is external control, there may be a 

fatalistic view ultimately resulting in the belief 

that seeking health care is useless. Biological 

differences, especially genetic variations, exist 

between individuals. These biologic differences 

among various racial groups are often less 

understood (Giger & Davidhizar, 2004)

The Purnell Model for Cultural Competence

Purnell’s Model for Cultural Competence is 

graphically represented in a model that includes 

both the macro and micro concepts. The model 

is depicted by four concentric circles, each 

depicting a macro concept. The outer circle rep-

resents global society, and is defined as:

world communications and politics; con-
flicts and warfare; natural disasters and 
famines; international exchanges in busi-
ness, commerce, and information technol-
ogy; advances in the health sciences; space 
exploration; and the increased ability for 

Interventions 357



358 CHAPTER 13 / Culture and Cultural Competence

Table 13-4 Communication Guidelines

Assess your personal beliefs surrounding persons from different cultures.
Review your personal beliefs and past experiences.
Set aside any values, biases, ideas, and attitudes that are judgmental and may negatively affect care.

Assess communication variables from a cultural perspective.
Determine the ethnic identity of the patient, including generation in America.
Use the patient as a source of information when possible.
Assess cultural factors that may affect your relationship with the patient and respond appropriately.

Plan care based on the communicated needs and cultural background.
Learn as much as possible about the patient’s cultural customs and beliefs.
Encourage the patient to reveal cultural interpretation of health, illness, and health care.
Be sensitive to the uniqueness of the patient.
Identify sources of discrepancy between the patient’s and your own concepts of health and illness.
Communicate at the patient’s personal level of functioning.
Evaluate effectiveness of nursing actions and modify nursing care plan when necessary.

Modify communication approaches to meet cultural needs.
Be attentive to signs of fear, anxiety, and confusion in the patient.
Respond in a reassuring manner in keeping with the patient’s cultural orientation.
Be aware that in some cultural groups discussion with others concerning the patient may be offensive and 

impede the nursing process.

Understand that respect for the patient and communicated needs are central to the therapeutic
 relationship.

Communicate respect by using a kind and attentive approach.
Learn how listening is communicated in the patient’s culture.
Use appropriate active listening techniques.
Adopt an attitude of fl exibility, respect, and interest to help bridge barriers imposed by culture.

Communicate in a nonthreatening manner.
Conduct the interview in an unhurried manner.
Follow acceptable social and cultural amenities.
Ask general questions during the information-gathering stage.
Be patient with a respondent who gives information that may seem unrelated to the patient’s health 

problem.
Develop a trusting relationship by listening carefully, allowing time, and giving the patient your full 

attention.

Use validating techniques in communication.
Be alert for feedback that the patient is not understanding.
Do not assume meaning is interpreted without distortion.

Be considerate of reluctance to talk when the subject involves sexual matters.
Be aware that in some cultures sexual matters are not discussed freely with members of the 

opposite sex.



The practice of cultural care requires negoti-

ations and compromise as well as an understand-

ing of how the patient views his health problem. 

Clients cared for by a nurse who has developed an 

awareness of cultural care practice have the 

opportunity to be fully acknowledged. Nurses 

who have an awareness of appropriate cultural 

care practice need to encourage their peers and 

promote the delivery of cultural care nursing by 

utilizing it in their everyday nursing practice.

Giger and Davidhizar (2004) have devel-

oped guidelines for communication (see Table 
13-4). Although these are general guidelines, 

they provide a basis or a starting point. Although 

all of the guidelines are important, perhaps the 

most important one is to assess your own per-

sonal beliefs about persons from different cul-

tures. It is difficult to understand others’ beliefs 

if you do not have an awareness of your own, 

and how they may influence your attitudes 

toward others.

The use of symbols to facilitate communi-

cation in healthcare facilities can serve as a 

need to be aware of these 12 barriers. Barriers 

include availability, accessibility, affordability, 

appropriateness, accountability, adaptability, ac-

ceptability, awareness, attitudes, approachabil-

ity, alternative practices, and additional services 

available.

Communication

Communication is the crux of cultural care. It is 

important for nurses to be aware of appropriate 

body stance and proximities, gestures, languages, 

listening styles, and eye contact when communi-

cating with clients, as different cultural groups, 

nearly 3000 worldwide, vary widely in their ideas 

regarding these (Narayanasamy, 2003). Differ-

ences in language between the client and health-

care professional impede detection of health 

needs, treatment, and patient care. For nursing 

interventions to be effective, it is imperative that 

nurses give attention to all aspects of the client’s 

care as well as the communication process in-

volving them.

Table 13-4 Communication Guidelines (Continued)

Adopt special approaches when the patient speaks a different language.
Use a caring tone of voice and facial expression to help alleviate the patient’s fears.
Speak slowly and distinctly, but not loudly.
Use gestures, pictures, and play acting to help the patient understand.
Repeat the message in different ways if necessary.
Be alert to words the patient seems to understand and use them frequently.
Keep messages simple and repeat them frequently.
Avoid using medical terms and abbreviations that the patient may not understand.
Use an appropriate language dictionary.

Use interpreters to improve communication.
Ask the interpreter to translate the message, not just the individual words.
Obtain feedback to confi rm understanding.
Use an interpreter who is culturally sensitive.

Source: Giger, J., & Davidhizar, R. (2004). Transcultural nursing: Assessment and intervention (4th ed., p. 35). St. Louis: 
Mosby.
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certain cultural behaviors related to their phys-

ical assessment. Simple things like eye contact 

and touch can affect an individual’s response to 

the healthcare professional and determine what 

can and cannot be done regarding the individu-

al’s health care. Giger and Davidhizar (2004) 

have provided a table with some basic cultural 

variations that may be seen in health assessment 

(see Table 13-5). Again, as with all cultures, 

there is uniqueness in each individual, and these 

behaviors should be seen as general guidelines 

only.

Professional Education

The need for education about different cultures 

to progress toward cultural competency is evi-

dent. There are an increasing number of 

resources available online that may provide assis-

tance. For instance, the National Technical 

Assistance Center at the University of Hawaii 

provides information about Asian Americans and 

Pacific Islanders to increase the potential of indi-

viduals with disabilities in these groups to gain 

employment. Their website contains overviews 

of each culture, newsletters, success stories, and 

training (http://www.ntac.hawaii.edu).

The USDHHS OMB has developed cultur-

ally competent nursing modules for nurses to 

increase awareness, knowledge, and skills in 

caring for those from diverse populations (Scott, 

2008). The content of those modules is focused 

on the themes of the CLAS Standards. There is 

no cost for the modules, and continuing educa-

tion credit is offered.

The National Center for Cultural Compe-

tence based at the Georgetown University 

Center for Child and Human Development has 

multiple resources available on its website 

means to represent a world object, place, or con-

cept. Unfortunately in hospitals, universal sym-

bols on signs are rare; instead text in another 

language is more often found. The idea of sym-

bols for healthcare signage originated from the 

subway system in Mexico City, which uses cul-

tural icons to identify destinations. In 2003, 

Hablamos Juntos utilized a consultant to explore 

the use of healthcare symbols for wayfinding, 

including recommendations for future steps 

(Hablamos Juntos, 2008). The conclusion of the 

white paper was that symbols were a viable 

option for wayfinding in health care, that a set of 

tested symbols, publicly available, would help 

designers of health facilities increase communi-

cation and understanding. A total of 28 symbols 

were developed, with 17 of them being under-

stood by at least 87% of a subject group of 300 

participants from four language groups: English, 

Spanish, Indo-European, and Asian languages. 

This information is readily available, so why 

haven’t facilities implemented these symbols?

Communication can be difficult between 

different cultures because of misunderstandings, 

inability to speak a language, or the use of tech-

nical terminology. Each culture has patterns for 

word choice, inflection, gestures and facial 

expressions, eye movement and eye contact, vol-

ume and speed of speech, use of silence, direct-

ness, and the degree of emotion. Nonverbal cues 

also impact communication. The amount of per-

sonal space, social space, and public space often 

differ between cultures, and one should always 

note another person’s comfort zone.

Health Assessment

As the initial step in the nursing process, it is 

critical that healthcare professionals understand 



Table 13-5 Behaviors Related to Health Assessment  

Cultural Group Belief/Practice Nursing Implication

African Americans Dialect and slang terms require careful 
communication to prevent error.

Question the client’s meaning.

Mexican Americans Eye behavior is important. An individual who 
looks at and admires a child without touching 
the child has given the child the “evil eye.”

Always touch the child you are 
examining.

American Indians Eye contact is considered a sign of disrespect. Recognize that the client may 
be attentive and interested even 
though eye contact is avoided.

Appalachians Eye contact is considered impolite or a sign of 
hostility. Verbal patter may be confusing.

Avoid excessive eye contact.

American Eskimos Body language is very important. Individual 
seldom disagrees publicly with others. May 
nod yes to be polite, even if not in agreement.

Monitor own body language.

Jewish Americans Orthodox Jews consider excess touching 
offensive, particularly from members of the 
opposite sex.

Establish whether client is an 
Orthodox Jew and avoid excessive 
touch.

Chinese Americans Individual may nod head to indicate yes or 
shake head to indicate no. Excessive eye 
contact indicates rudeness. Excessive touch is 
offensive.

Ask questions carefully and clarify 
responses. Avoid excessive eye 
contact and touch.

Filipino Americans Offending people is to be avoided at all cost; 
nonverbal behavior is very important.

Monitor nonverbal behaviors.

Haitian Americans Touch is used in conversation. Direct eye 
contact is used to gain attention and respect.

Use direct eye contact when 
communicating.

East Indian Hindu 
Americans

Women avoid eye contact as a sign of respect. Be aware that men may view eye 
contact by women as offensive. 
Avoid eye contact.

Vietnamese 
Americans

Avoidance of eye contact is a sign of respect. 
The head is considered sacred; it is not polite 
to pat the head. An upturned palm is offensive 
in communication.

Limit eye contact. Touch the head 
only when mandated and explain 
clearly before proceeding to do 
so. Avoid hand gesturing.

Source: Giger, J., & Davidhizar, R. (2004). Transcultural nursing: Assessment and intervention (4th ed., p. 15). St. Louis: 
Mosby.
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and def inition. Culturally congruent care is 

defined as:

Those cognitively based assistive, support-
ive, facilitative, or enabling acts or decisions 
that are tailor made to fit with individual, 
group, or institution cultural values, beliefs, 
and lifeways in order to provide or support 
meaningful beneficial and satisfying health 
care or well-being services (Leininger, 
1991, p. 49).

Schim and colleagues apply the puzzle meta-

phor to this care and see the finished puzzle 

with four constructs (2007, p. 105). These con-

structs include cultural diversity, cultural 

awareness, cultural sensitivity, and cultural 

competence.

1. Cultural Diversity: varies in quality and 

quantity across place and time; is dynamic, 

ever changing

2. Cultural Awareness: cognitive construct; a 

reality to be contemplated and a corre-

sponding capacity for processing knowl-

edge

3. Cultural Sensitivity: affective or attitudi-

nal construct; attitude about their own per-

son and others

4. Cultural Competence: behavioral con-

struct; is the action that is taken in response 

to diversity, awareness, and sensitivity 

Schim and colleagues suggest that there is 

one piece missing from their puzzle model and 

that is the client, whether it be an individual, 

family, or community. The client “layer” of the 

puzzle, although essential, is not visualized in 

the current model (p. 106).

(http://www11.georgetown.edu/research/

gucchd/nccc). The center also has a curricula-

enhancement module series.

The Commonwealth Fund with their work 

in cultural competency provides papers, a video, 

and presentations on their website (http://www.

commonwealthfund.org). This fund has sup-

ported significant research in the area of cul-

tural competency.

Measuring Cultural Competence 
from the Patient’s Perspective

As health care tries to identify best practices in 

providing culturally competent care, who better 

to ask than the patient? The Commonwealth 

Fund’s division of health policy, health reform, 

and performance improvement has identified five 

domains of culturally competent care that can 

best be assessed from the patient perspective. The 

five components include: 1) patient–provider 

communication, 2) respect for patient preferences 

and shared decision making, 3) experiences 

leading to trust or distrust, 4) experiences of dis-

crimination, and 5) linguistic competency (Ngo-

Metzger et al., 2006). The five components have 

been incorporated into a conceptual framework 

as well.

Putting the Pieces of the Puzzle 
Together

Schim, Doorenbos, Benker t,  and Miller 

(2007) view the bigger picture as culturally 

congruent care versus culturally competent 

care. Leininger was the f irst to use the term 

culturally congruent care, and Schim and 

colleagues’ model builds on Leininger’s work 



In addition, as suggested by the Common-

wealth Fund, giving credence to patients’ per-

ceptions of cultural competence makes sense. 

Healthcare professionals may think they are cul-

turally competent, but do their patients agree? 

Ngo-Metzger and colleagues (2006) suggest 

monitoring patient populations through both 

quantitative and qualitative methods. 

OUTCOMES  

The literature is clear that providing culturally 

competent (or congruent) care is a primary strat-

egy in reducing or eliminating racial and ethnic 

health disparities in the United States. Thus, out-

come measures such as the annual National Health 

Disparities Report produced by the AHRQ and 

Healthy People 2020 would provide evidence of 

decreasing health disparities that examine health 

literacy, English proficiency, language spoken at 

home, and the use of complementary and alterna-

tive medical practices (AHRQ, 2010, p. 26).

The Commonwealth Fund suggests giving 

credence to patients’ perceptions of cultural com-

petence. Healthcare professionals may think they 

Evidence-Based Practice BoxEvidence-Based Practice Box

There is consensus that older Hispanic 

American women have a high rate of 

invasive cervical cancer due to lack of 

insurance, limited health care access, lan-

guage barriers, and under utilization of 

screening. This study identified the asso-

ciation between economic factors and 

acculturation levels with Pap smear and 

mammography among Mexican American 

women aged 75 years and older.  A total 

of 1272 older Mexican American women 

were included in the study. A major find-

ing of the study was that cancer screening 

practices among older Mexican American 

women were associated with a number of 

socioeconomic factors:

Mammography use. The factors asso-

ciated with mammography use included 

age, education, income, health insurance, 

functional status, depressive symptoms, cog-

nitive status, and perceived healthcare needs.

Pap smear factors. The factors associ-

ated with Pap smear use included age edu-

cation, financial strain, and health insurance.

Higher mammography use was asso-

ciated with a cancer history and higher 

depression. Neither immigration status 

nor language was associated with either 

form of cancer screening.

Nursing implications. This study 

underlined the value of nurses being aware 

of older Latinas’ healthcare practices and 

how factors influence the decisions for can-

cer screening. The myth that acculturation 

influences healthcare practices was not 

supported with older Mexican American 

women in decisions regarding cancer 

screening. Cultural competence is key to 

ensure optimal outcomes and improved 

health.

Source: Reyes-Ortiz, C. A., & Markides, 

K. S. (2010). Socioeconomic factors, 

immigration status, and cancer screening 

among Mexican American women aged 

75 and older. Health Care for Women In-

ternational, 31(12), 1068–1081.
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are culturally competent, but do their patients 

agree? Ngo-Metzger and colleagues (2006) sug-

gest monitoring patient populations through both 

quantitative and qualitative methods. 

 Evaluate the barriers to health care in a 

culturally diverse client you have 

recently seen using Purnell’s identified 

barriers of availability, accessibility, 

affordability, appropriateness, account-

ability, adaptability, acceptability, aware-

ness, attitudes, approachability, alte-

rnative practices, and additional services 

available.

How do the different transcultural nursing 

theories view cultural competence?

How are the different cultures (Haitian, 

Japanese, and Mexican) similar and dif-

ferent in their views of health and ill-

ness?

Explain how becoming culturally compe-

tent might decrease health disparities.

Why does culture matter in the care of an 

individual, family, or community?

How does one become culturally compe-

tent?

Distinguish between being culturally sen-

sitive, aware, and competent.

Standard 12 of CLAS states: “Healthcare 

organizations should develop participa-

tory, collaborative partnerships with 

communities and utilize a variety of for-

mal and informal mechanisms to facili-

tate community and patient/consumer 

involvement in designing and imple-

menting CLAS-related activities.” What 

strategies would facilitate standard 12?

STUDY QUESTIONS

Association of Asian Pacific Community Health 

Organizations: www.aapcho.org

Centers for Disease Control and Prevention 

National Prevention Information Network: 

www.cdcnpin.org

EthnoMed: www.ethnomed.org

Hablamos Juntos: www.hablamosjuntos.org/

signage/symbols/default.symbols.asp

Healthcare Communities: http://www.health-

carecommunities.org/

Initiative to Eliminate Racial and Ethnic 

Disparities in Health: raceandhealth.hhs.gov

Minority Health Program University of North 

Carolina at Chapel Hill: www.minority.unc.

edu

Multicultural Health Communication Service: 
www.mhcs.health.nsw.gov.au

Multilingual Health Education Net: multilingual-

health-education.net

National Center for Cultural Competence: 

www11.georgetown.edu/research/gucchd/

nccc/

National Multicultural Institute: www.nmci.org

National Standards for Culturally and Lingui-

stically Appropriate Services: www.omhrc.

gov/CLAS

Office of Minority Health Resource Center Health 

Resources and Services Administration: www.

omhrc.gov

Provider’s Guide to Quality and Culture: erc.msh.

org/quality&culture

Resources for cross-cultural health care: www.

diversityrx.org

INTERNET RESOURCES

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.
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Smith, Frank, Min, Parry, & Kramer, 2004). 

Finally, self-care is applicable globally and 

transculturally when discussing health status in 

persons with chronic illnesses (Borg, Hallberg, 

& Blomqvist, 2006; Cortes et al., 2004; Inglis et 

al., 2006; Leenerts, Teel, & Pendelton, 2002; 

McDonald-Miszczak & Wister, 2005; Wang, 

Hsu, & Want, 2001; Yip et al., 2004).

Despite the widespread belief that self-care 

is integral to persons living with chronic illness, 

there is little agreement about the meaning of 

self-care. Sometimes self-care is defined as 

adherence/compliance with treatment regimens 

(Chriss et al., 2004), whereas other times it is 

referred to as having the functional ability to 

carry out activities of daily living (ADLs) and 

instrumental activities of daily living (IADLs) 

(Burnette et al., 2004). Other definitions imply 

that self-care is the belief that one can implement 

disease-treatment regimens (i.e., self-efficacy) 

(McDonald-Miszczak & Wister, 2005; Yip et al., 

2004) or that one can manage and report symp-

toms associated with an illness (Chriss et al., 

2004; Edwardson & Dean, 1999; Musil, Morris, 

Haug, Warner & Whelan, 2001). The ability to 

meet basic holistic human needs and achieve 

self-actualization provides yet another perspec-

tive (Hertz & Rossetti, 2006; Mendias & Paar, 

2007; Potempa et al., 2010). The meaning of 

self-care becomes even more complex, because 

INTRODUCTION  

On the surface, self-care is simply taking care of 

one’s self to remain healthy. However, self-care 

within the context of living with a chronic illness 

is more complex. Self-care is required for suc-

cessful management and control of chronic ill-

nesses such as arthritis (McDonald-Miszczak & 

Wister, 2005; Yip, Sit, & Wong, 2004), heart dis-

ease (Burnette, Mui, & Zodikoff, 2004; Chriss, 

Sheposh, Carlson, & Riegel, 2004; Inglis, 

Pearson, Treen, Gallasch, Horowitz, & Stewart, 

2006; Washburn, Hornberger, Klutman, & 

Skinner, 2005), diabetes (Berg & Wadhwa, 

2007), HIV/AIDS (Mendias & Paar, 2007), 

asthma (Cortes, Lee, Boal, Mion, & Butler, 

2004), and fecal incontinence (Bliss, Fischer, & 

Savik, 2005).

Self-care is also viewed as a pivotal con-

cept in health promotion, disease prevention, 

and disease-screening programs (Haber, 2002; 

Potempa, Butterworth, Flaherty-Robb & 

Gaynor, 2010; Resnick, 2001, 2003). Furthe-

rmore, self-care has been viewed as essential to 

health in persons with chronic illnesses who 

receive care in nursing homes (Bickerstaff, 

Grasser & McCabe, 2003), home care (Sharkey, 

Ory, & Browne, 2005), and rehabilitation 

(Singleton, 2000), and during transitions from 

one healthcare setting to another (Coleman, 

Self-Care
Judith E. Hertz
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living with chronic illnesses. These include the 

idea that self-care means: 1) to comply or 

adhere to prescribed medical treatments for 

chronic illnesses; 2) to have a personal belief 

that one is capable of following disease treat-

ment regimens; 3) to have the functional abili-

ties to carry out daily activities including 

ADLs and IADLS independently; and 4) to 

self-determine how to meet one’s unique, per-

sonal basic human and self-actualization 

needs. Still others have addressed self-care as 

being multidimensional. Each perspective will 

be discussed.

Self-Care as Adherence with Medical 
Treatments

Haber’s (2002) critical analysis of federal initia-

tives regarding health promotion and aging 

emphasizes physical aspects and a medical ori-

entation toward self-care and health promotion. 

Self-care is implied as adherence to recom-

mended secondary prevention interventions 

through disease risk reduction (e.g., smoking 

cessation) and screening practices (e.g., mam-

mograms).

Edwardson and Dean (1999) explored how 

selected demographic, social, situational, and 

symptom-experience factors influence the 

“appropriateness” of self-care responses to 

symptoms. In other words, the way persons man-

age symptoms is influenced by many factors. In 

this study, self-care was equated to medical man-

agement of symptoms. Healthcare professionals 

judged clients’ responses to symptoms as either 

“appropriate” or “inappropriate,” using an evi-

dence-based algorithm. If persons did not seek 

professional care, used “unsafe” remedies, or did 

not follow guidelines from professionals, their 

response was considered “inappropriate.”

often it is equated solely to independent behav-

iors to care for self (Borg et al., 2006; Burnette et 

al., 2004); therefore, if one is dependent on oth-

ers for assistance, as often happens when living 

with chronic illnesses, then it is implied that self-

care cannot exist. However, Naik and colleagues 

recognize this situation in their analyses and rec-

ommendations for assessing two aspects of 

autonomy related to self-care (Naik, Dyer, 

Kunik, & McCullough, 2009a, 2009b; Naik, 

Teal, Pavlik, Dyer, & McCullough, 2008).

Although there is lack of agreement about 

the definition of self-care, there is implicit and 

explicit agreement that self-care is vital to indi-

vidual health maintenance, disease prevention, 

and health promotion. When persons are living 

with chronic illnesses, the importance and need 

to care for self is further underscored.

KEY ISSUES AND FRAMEWORKS 
FOR VIEWING SELF-CARE WITHIN 
CHRONIC ILLNESS  

The focus of this section is to compare and con-

trast the many definitions of self-care (or lack of 

self-care) with evidence to support each view, 

followed by a working definition of self-care. A 

self-care framework is presented, and key issues 

related to self-care in persons living with 

chronic illnesses are illustrated by reviewing the 

Healthy People 2020 objectives. The framework 

and key issues set the stage for application of 

the nursing process by highlighting important 

considerations for nurses to address when pro-

moting self-care in clients.

Perspectives on Self-Care

Diverse perspectives of self-care are provided 

via research on self-care in various populations 



Others differentiate self-care from self-

management (Ryan & Sawin, 2009). Self-care 

was linked primarily to carrying out ADLs with-

out the advice of healthcare providers. Barlow, 

Sturt, and Hearnshaw (2002) also identif ied 

tasks performed by healthy people at home, 

including preventative strategies, as self-care. 

Self-management was viewed as daily tasks car-

ried out at home by individuals to control or 

reduce the impact of disease on physical health. 

According to Ryan and Sawin, these behaviors 

must be learned and require assistance from 

health providers. After reviewing the literature 

on self-management programs for arthritis, 

asthma, and diabetes, Barlow and colleagues 

made recommendations for development of pro-

grams to promote self-management of other 

chronic health conditions.

In summary, self-care has been linked to 

compliance with recommended medical treat-

ment. However, sometimes self-initiated 

behaviors may be in conflict with those recom-

mendations. Learning to live with chronic ill-

ness most certainly involves following medical 

recommendations to reduce exacerbations. 

However, in some situations self-care is not the 

same as self-management of an illness or com-

pliance with medical recommendations.

Self-Care as Belief in Being Able 
to Self-Manage

Typical disease self-management programs for 

arthritis, chronic heart disease, HIV/AIDS, dia-

betes mellitus, and asthma focus on monitoring 

and reporting symptoms as well as monitoring 

adherence to medical regimens. Research on 

self-management programs often attempts 

to identify how self-eff icacy beliefs (i.e., 

belief that one is capable of self-managing one’s 

Sharkey, Ory, and Browne (2005) studied 

homebound older persons receiving meal deliv-

ery in North Carolina to identify the extent that 

older persons use strategies to reduce out-of-

pocket medication expenses when self-manag-

ing their medications. From this perspective, 

lack of self-care was assumed to include non-

compliance with medical treatment regimens. 

Twenty percent admitted to using one or more 

of the following behaviors to restrict medication 

use and costs: 1) taking less medicine than the 

prescribed amount, 2) going without the medi-

cation because of cost, 3) getting free drug sam-

ples from physicians, 4) obtaining a partial refill 

of a prescription, 5) taking the drug only when 

“needed,” or 6) buying only the most important 

medications. Although these results seem to be 

“anti-self-management” or “anti-self-care,” they 

highlight the need to address the concerns and 

perceptions of patients when trying to promote 

self-care. Sometimes caring for one’s self con-

flicts with recommended treatment regimens.

In reviewing the literature regarding health 

outcomes in persons living with chronic ill-

nesses (diabetes, chronic obstructive pulmonary 

disease, or chronic heart disease), self-care was 

equated to self-management of the person’s dis-

ease state as well as adherence to medical treat-

ment (Scollan-Koliopoulos & Walker, 2009; 

Sutherland & Hayter, 2009). The purposes of 

these reviews differed. Scollan-Koliopoulos and 

Walker were examining studies on the effects of 

previous exposure to diabetes in family mem-

bers on self-care, referred to as a multigenera-

tional timeline. Sutherland and Hayter’s review 

was focused on self-care as an outcome of 

nurse-managed care. Nonetheless, both review 

teams limited their perspective on self-care to 

self-management of a disease process according 

to recommended medical treatments.
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designed for persons with heart failure in a 

study conducted in the southwestern United 

States (Chriss et al., 2004). Other characteristics 

such as social support, education, gender, age, 

income, comorbidities, and symptom severity 

were not predictive of this type of self-care.

A descriptive correlational study was con-

ducted with persons living with heart failure 

(Britz & Dunn, 2010). The relationship between 

self-care abilities (maintenance, management, 

and confidence) and multiple dimensions of 

quality of life was explored. Self-care confi-

dence, similar to the concept of self-efficacy, 

was significantly related to physical, emotional, 

and overall quality of life.

These studies illustrate that previous life-

style and experiences are predictive of how per-

sons will manage chronic illnesses in terms of 

adhering to prescribed behaviors. Although 

some personal demographic characteristics, 

emotional state, and personal beliefs about being 

able to take control and manage a disease on a 

daily basis had some effect on following the pre-

scribed behaviors, the strongest predictor was 

previous experience in using the behaviors. This 

leads one to believe that life experiences and 

personal values may be very important in deter-

mining each individual’s self-care behaviors.

Self-Care as Functional Abilities 
and Independence

Burnette and colleagues (2004) used functional 

abilities as an indicator of self-care in their study 

with a national sample of 597 persons diagnosed 

with coronary heart disease (CHD) compared to 

those without CHD. These researchers proposed 

that most of the everyday work of managing 

CHD relied upon self-care as opposed to profes-

sional care. They defined self-care as the active 

role persons play in determining outcomes 

treatment regimen) along with other psycholog-

ical characteristics such as locus of control, per-

ceived threat, or a sense of well-being and 

situational variables such as demographics, liv-

ing arrangements, and overall health influence 

the ability to self-manage a health condition. 

Outcomes from these studies often look at 

symptom relief, functional ability status, 

changes in self-efficacy beliefs, and laboratory 

values indicative of “disease control.”

An arthritis self-management program with 

older persons in Hong Kong introduced Tai Chi 

as a self-management technique. In this study, 

self-efficacy was greater, pain decreased, and 

motor strength increased in the intervention 

group (Yip et al., 2004) when compared with 

the control group receiving “usual care.” Self-

eff icacy beliefs were linked to self-care 

approaches in disease self-management and to 

positive health outcomes.

A longitudinal study (McDonald-Miszczak 

& Wister, 2005) with a national Canadian sam-

ple also linked self-efficacy to the 11 arthritis 

self-management “self-care” behaviors of diet, 

exercise, sleep, self-help group participation, 

use of alternative remedies, modifications of 

environment, reading, stress reduction, medita-

tion/prayer, consulting family/friends, and con-

sulting others with the same condition. 

Self-efficacy beliefs did not predict the use of 

these 11 behaviors to manage arthritis. However, 

previous use of these behaviors (i.e., past expe-

rience) was a strong predictor of these pre-

scribed self-care behaviors and supplemented 

self-efficacy beliefs.

Similarly, at the end of 3 months, previous 

use of self-care behaviors was a significant pre-

dictor of self-care in monitoring symptoms, fol-

lowing medical guidelines, reporting symptoms, 

and seeking help in a self-management program 



autonomy capabilities in determining self-care, 

but lack the executional autonomy capabilities 

and functional abilities to actually follow 

through in carrying out self-care. Naik and col-

leagues (2008) proposed methods to assess these 

two dimensions of autonomy and self-care.

Self-neglect is inability to meet basic needs 

and is viewed as the opposite of self-care (Dyer, 

Goodwin, Pickens-Pace, Burnett, & Kelly, 2007). 

In older clients receiving adult protective ser-

vices in the United States, the prevalence of self-

neglect is 50.3% nationally. Dyer and colleagues 

developed a case definition of self-neglect based 

on characteristics of 538 cases. The mean age of 

these clients was 75.6 years, and 70% were 

women. Executive dysfunction, or the inability to 

execute specific complex tasks such as ADLs 

and IADLs independently, was at the root of self-

neglect. Executive dysfunction was also associ-

ated with several chronic illnesses, including 

dementia, depression, diabetes, psychiatric ill-

ness, cardiovascular disease, and nutritional defi-

ciency. Self-neglect—seemingly the converse of 

the definition of self-care—links self-care to the 

functional ability of acting independently.

resulting from professional care. The coping 

strategies of behavioral change, environmental 

adaptations, and medical equipment use repre-

sented self-care strategies in their study. These 

strategies were also linked to functional abilities 

related to ADLs, IADLs, and mobility. Impaired 

functional abilities indicated a lack of self-care.

Borg and colleagues (2006) proposed that 

“older persons who are not able to manage daily 

life by themselves may have a different view of 

life satisfaction than those with preserved self-care 

capacity” (p. 608). Self-care capacity was defined 

as having functional abilities to carry out activities 

independently. This study’s findings imply that 

functional limitations are linked to self-care and 

that those limitations, more so than the presence of 

a chronic illness, can affect holistic health out-

comes. Persons with functional limitations might 

need special assistance and attention to support 

their self-care practices to promote health.

The impact of functional abilities on self-

care and making autonomous decisions was also 

identif ied by Naik and colleagues (2009a, 

2009b). They noted that some persons, particu-

larly older adults, might have decisional 

CASE STUDY

You are employed in an ambulatory healthcare clinic in a rural healthcare system. One of your 

clients is Mrs. Smith, an 82-year-old widow who lives alone in a mobile home. Mrs. Smith 

was diagnosed with osteoarthritis more than 10 years ago and recently was diagnosed as being 

in the early stages of congestive heart failure. Mrs. Smith’s 55-year-old daughter and family 

live 50 miles from her home, and her 45-year-old son lives with his wife and four teenage chil-

dren 10 miles away. Mrs. Smith recently fell on the steps leading into her home. She was trans-

ported by ambulance to the closest emergency department located within the healthcare 

system at which you are employed, about 40 miles from Mrs. Smith’s home. Luckily, Mrs. 

Smith did not fracture any bones when she fell. She was discharged but is now unable to drive 

a car and must use a walker because of severe leg pain. She has been taking five medications 

(continues)
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self-determination. Thus, self-determination of 

self-care was emphasized.

The self-care practices of older persons 

who had fecal incontinence and who were 

enrolled in one health maintenance organization 

were investigated by Bliss and colleagues 

(2005). On average, these persons reported 2.3 

chronic conditions with a range from 0–10, and 

1.9 specif ic self-care practices with a range 

from 0–7. Self-care activities included diet 

modifications, use of panty liners, reduction in 

activities, and use of medications to stop diar-

rhea. Only 43% reported discussing this prob-

lem and their self-care practices with their 

healthcare providers. Only the self-care practice 

of diet changes was routinely discussed with 

providers. This emphasizes that sometimes the 

self-care carried out by persons with chronic ill-

nesses truly is unique to meet personal needs, 

and that often these self-care practices are not 

discussed with healthcare providers.

In a 27-month longitudinal study with 387 

randomly selected older community-dwelling 

Self-Care as Self-Determined Behaviors That 
Meet the Individual’s Unique Needs

Singleton (2000) traced the history of self-care 

from Florence Nightingale to the present in an 

eloquent analysis of self-care. The analysis pro-

vided a framework for her study on how nurses 

encourage rehabilitation clients to care for them-

selves. She emphasized that self-care should be 

defined by how clients actually care for them-

selves, and that greater understanding is needed 

regarding the methods used by nurses to encour-

age clients to care for themselves in ways that 

meet their unique needs.

In a nurse-led, home-based multidisci-

plinary intervention with older persons after 

hospitalization for heart failure in South 

Australia, Inglis and colleagues (2006) incorpo-

rated unique self-determined behaviors in their 

definition of self-care. Although interventions 

were aimed at promoting adherence to medical 

treatments as a means of promoting self-care, 

the researchers also included special interven-

tions to empower older persons to facilitate their 

for her arthritis and heart condition but her current pain is unrelieved. She has an appointment 

at your clinic 2 days after her discharge from the emergency department. 

Discussion QuestionsDiscussion Questions

1. How do you begin your assessment of Mrs. Smith? Why?

2. Identify at least one self-care goal related to each of Mrs. Smith’s diagnosed chronic ill-

nesses.

3. What intervention strategies should be used to help Mrs. Smith achieve each self-care 

goal? Why did you choose these strategies?

4. List at least three self-care outcomes related to the identified self-care intervention 

strategies.

CASE STUDY (Continued)



health. The 95 respondents, with an average age 

of 82.2 years, had lived in the nursing home from 

3–177 months (M = 35.6 months) and reported a 

variety of self-care activities. They included 1) 

generativity activities through helping or reach-

ing out to others and involving family; 2) intro-

jectivity activities such as hobbies, travel, and 

lifelong learning; (3) temporal integration activi-

ties which were past-, present-, and future-based 

behaviors; 4) body-transcendence activities that 

incorporated flexibility and making changes in 

life; and 5) spirituality activities to develop rela-

tionships with self, others, and a higher being. 

These self-care activities encompassed more 

than a physical orientation to health and well-

being and were based on the individual’s percep-

tion of needs.

Likewise, Wang and colleagues (2001) 

used focus groups to explore the perceptions of 

health-promoting self-care in community-

dwelling, Taiwanese older adults. All but 4 of 

the 21 men and women participants were living 

with some type of chronic illness. The investiga-

tors identified five types of self-care activities 

that these older persons employed in caring for 

themselves. They included: 1) balancing or 

adjusting one’s health; 2) initiating or purpose-

fully using self-care activities; 3) regularizing or 

maintaining a daily rhythm over time; 4) social-

izing or involving and connecting with society; 

and 5) sublimating or seeing the positive side 

and transcending their situations. They con-

cluded that older adults in Taiwan viewed health 

and self-care activities as mind–body connec-

tions with holistic harmony rather than merely 

as physical health.

Maddox (1999) conducted a 3-year qualita-

tive study of older women in three different age 

groups to identify their self-care activities and the 

meaning they assigned to health. The groups 

adults (Musil et al., 2001), arthritis and cardio-

pulmonary symptoms were assessed for consis-

tent recurrence and their effects on well-being 

and symptom management with self-care. Self-

care was defined as the use of home remedies, 

over-the-counter medications, or changes in 

lifestyle, but did not include deciding when to 

seek professional help. There were differences 

in the use of self-care for persons with each 

diagnosis. Persons with arthritis and chronic 

pain complaints across time used self-care, 

whereas those with cardiopulmonary symptoms 

did not. It was concluded that patterns differ by 

the type of symptom and illness and that man-

aging chronic illness is a complex phenomenon.

Essential dimensions of self-care and an 

integrated model were proposed after reviewing 

research on self-care conducted in Sweden and 

Finland (Leenerts et al., 2002). In the model, it 

was emphasized that self-care activities were 

related to the individual person’s unique view of 

health and the individual’s self-concept. The 

authors recommended that nurses incorporate 

the client’s personal beliefs about health into 

their teaching about self-care activities, and that 

nurses partner with clients to support meeting 

their personal needs. They also identified evi-

dence-based outcomes of health promotion in 

aging individuals as connectedness to others, 

resource use, transcendence, and well-being. 

Self-care activities or skills were classified as 

communication, healthy lifestyle, building 

meaning in life, and socializing. They added 

that self-care takes place within the context of 

internal and external human environments.

In another study (Bickerstaff et al., 2003), 

activities that help nursing home residents tran-

scend difficulties and live with contentment and 

satisfaction in life were identified. In this study, 

self-care meant activities that promoted holistic 
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activities also reflect the multidimensionality of 

self-care.

Self-Care as a Multidimensional Concept

Beattie, Whitelaw, Mettler, and Turner (2003) 

proposed a model that uses community-based 

organizations such as area agencies on aging, 

faith-based organizations, and public health 

departments to promote health. The dimensions 

of self-care were implied to include reducing 

risks to illnesses, managing illnesses, and cop-

ing with functional limits.

Lubben and Damron-Rodriguez (2003) 

analyzed the World Health Organization’s Kobe 

Centre model for organizing health care at the 

community level for the older adult population. 

Within this model, self-care was differentiated 

from professional care (i.e., disease manage-

ment) and social network care. The authors 

viewed self-care as multiple activities that pro-

longed active life and prevented functional 

declines. Recommendations were made initially 

to foster the individual’s self-care capacity by 

encouraging productive roles and self-direction, 

followed by building social network support 

that accommodates the diverse needs of older 

adults, and finally engaging community profes-

sional services for health care of older adults. 

Enhancing home and community environments 

is important because those environments are the 

contexts in which persons live.

Summary and Working Definition 
of Self-Care

In summary, there are diverse perspectives 

about what self-care means and evidence exists 

to support each perspective. Therefore, the 

working definition of self-care for this chapter 

incorporates these diverse perspectives.

were comprised of: 1) 12 nuns ages 72 to 104; 

2) eight 55- to 76-year-old women who lived in 

single-family dwellings and worked in blue-col-

lar occupations; and 3) five 55- to 86-year-old 

residents of an urban retirement community who 

were previously employed as domestic help or 

worked on farms or in factories. Their reported 

self-care activities included: 1) interactions with 

a being greater than one’s self; 2) acceptance of 

self; 3) humor; 4) flexibility; and 5) quality of 

being other-centered. It was pointed out that 

these self-care activities incorporated more than 

the traditional physical self-care activities of 

nutrition, exercise, and relaxation but also 

included holistic, spiritual, social, and emotional 

behaviors.

Hertz and Rossetti (2006) also found that 

self-care actions or activities were unique for 

older persons with chronic illness who lived 

independently in apartments. Common themes 

and patterns were identified from the activities 

reported by the 14 male and female respondents. 

These themes represent types of self-care activi-

ties including: 1) adapting to life as an older 

adult by using coping strategies, assistive 

devices, and avoiding hassles; 2) meeting needs 

for affiliated individuation by balancing activi-

ties that meet needs for independence and time 

alone with those that meet needs for dependence 

and socialization; (3) using self-care knowledge 

to promote and strive for holistic health by using 

personal beliefs and values to promote quality of 

life and self-actualization; 4) self-managing 

health problems through seeking medical and 

alternative treatments and by sometimes avoid-

ing medical intervention or treatment; and 5) pre-

venting health problems and issues by following 

recommendations for screenings and health pro-

motion and by taking safety precautions. The di-

versity of these individually determined self-care 



implied that healthcare professionals, including 

nurses, def ine for clients what self-care is 

needed and then carry out those activities for 

the client if the client lacks the capability to do 

so. Within this definition, there is logical incon-

gruence. If self-care is caring for one’s self, then 

it makes sense that the client, rather than the 

nurse or other healthcare provider, should be the 

expert regarding what is needed. Therefore, a 

theory that is more congruent with the working 

definition of self-care is presented.

The self-care model (Hertz & Baas, 2006) 

from modeling and role-modeling (MRM) nurs-

ing theory (Erickson, Tomlin, & Swain, 1988; 

Erickson, 2006) provides a more congruent 

framework for addressing assessment, interven-

tions, and outcome evaluations of self-care in 

persons living with chronic illnesses. This per-

spective takes into account the unique, self-

determined, multidimensional nature of self-care 

based on individual biology, values, and life 

experiences. It also recognizes that self-care is 

possible when persons are living with chronic 

illnesses and when they might be dependent on 

others for assistance. Finally, the overriding 

framework of MRM theory provides a focus for 

interventions that are self-care supportive via 

the five aims of intervention.

Figure 14-1 illustrates the MRM self-care 

model. In this model, self-care has three compo-

nents: self-care knowledge, self-care resources, 

and self-care actions. Self-care knowledge is the 

individual’s personal knowledge regarding their 

personal needs and goals. Those personal needs 

can include basic and higher level human needs 

as described by Maslow and others (see Erickson 

et al., 1988; Erickson, 2006) as well as the need 

for affiliated individuation, a concept unique to 

MRM theory and representing the need for per-

sons to sense a separateness and independence 

Self-care has multiple dimensions, is self-

determined, and is unique to each individual 

based on that person’s life experiences, values, 

beliefs, and personal characteristics and abili-

ties, including biopsychosocial-spiritual and 

functional abilities. Self-care influences each 

individual’s holistic health. Self-care includes a 

variety of activities such as following prescribed 

medical treatments and lifestyle recommenda-

tions for chronic illnesses (e.g., take medica-

tions, monitor and report symptoms, smoking 

cessation, diet modif ications); carrying out 

daily activities including ADLs, IADLS, and 

mobility (e.g., hygiene, dressing, toileting); 

adhering to recommended guidelines for dis-

ease prevention and health promotion (regular 

screenings, dietary guidelines, exercise); meet-

ing basic needs (e.g., food, shelter, safety, 

socializing, individuation); and pursuing per-

sonal interests that promote spiritual well-being 

and self-actualization (e.g., meditation, prayer, 

hobbies, learning). 

Self-care includes performing activities 

both independently and dependently. Further-

more, self-care can be supported and nurtured 

by nurses and other healthcare professionals. 

The following framework provides guidelines 

for promoting self-care in persons living with 

chronic illnesses.

Self-Care: A Framework for 
Assessment and Intervention

In nursing, Orem’s (2001) theory and perspec-

tive on self-care is frequently cited. The original 

focus of this theory was on patients’ self-care 

deficits or the inability to carry out self-care 

tasks required for physical health. Conversely, 

self-care agency is the capability to care for 

one’s self and emphasizes physical abilities. It is 
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FIGURE 14-1 Framework for Self-Care in Persons Living with Chronic Illnesses.
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of autonomy (Hertz, 1996). To some extent, self-

care actions are unique for each individual.

For example, all persons have a need for 

love and belonging and to affiliate with others. 

One person might meet this need by purpose-

fully participating in social activities such as a 

family reunion where one feels they belong and 

are loved as a member of a family unit; likely, 

this approach is based on life experiences within 

the family unit when that person previously felt 

love and belonging. Another person with differ-

ent experiences and who has not experienced 

those feelings within the family unit might have 

their personal needs for love and belonging met 

through the caring behaviors of a nurse. For that 

person, self-neglect of a health problem might 

lead to reestablishment of a relationship with a 

nurse, which, in turn, could meet that person’s 

need for love and belonging. In both instances, 

persons are meeting needs for love and belong-

ing and, therefore, are influencing their holistic 

health status. Obviously, the person who acted in 

a self-neglectful mode to meet those needs might 

eventually deplete their resources (physical and 

other coping resources). Therefore, the nurse can 

use nursing knowledge of health processes to 

assist this person to find other means for meet-

ing those needs that will build up rather than 

deplete resources over the long-term.

According to this model of self-care, health 

is holistic, meaning that it is more than the 

absence of physical and mental illness. It incor-

porates aspects of biopsychosocial-spiritual 

well-being, quality of life, and self-actualization 

in addition to addressing and reducing the harm-

ful effects of illnesses. This definition of health 

is applicable to persons living with chronic ill-

nesses. A high level of health and chronic illness 

can coexist. Nurses can facilitate and nurture 

self-care through unconditionally accepting the 

person and that person’s unique view or “model” 

from others while at the same time needing to 

feel connected to and being able to rely on others. 

Self-care knowledge also incorporates knowl-

edge, either at a conscious or subconscious level, 

regarding what may have caused a health prob-

lem/issue and what will help resolve that issue. 

This personal knowledge includes perceptions of 

availability of resources and stressors in the indi-

vidual’s life. Self-care knowledge is the founda-

tion for each individual’s unique “model” or view 

of one’s own world or life situation. Self-care 

knowledge is interrelated to self-care resources.

Self-care resources are internal and external 

to the individual. Internal resources include 

genetic makeup; physical, mental, and cognitive 

functioning; as well as psychosocial and spiri-

tual characteristics and traits developed over the 

person’s lifetime and as a result of need satisfac-

tion. External resources include persons who 

provide social support, the physical environment 

(e.g., geography, urban versus rural, climate, 

community design), living arrangements (e.g., 

type of housing, accessibility, safety, neighbors, 

living alone), service availability (e.g., health 

care, transportation, social services), and socio-

economic status. These self-care resources are 

interdependent on self-care knowledge. For 

example, each person must recognize social sup-

port as such; an outsider’s view of the presence 

of social support is less valid than the individu-

al’s view of the support. Although support may 

be available, the client may perceive the behav-

iors of those support persons as not helpful. 

Both self-care knowledge and resources are 

interrelated with self-care actions.

Self-care actions are those activities under-

taken by persons to influence health status. Self-

care actions require using one’s personal self-care 

knowledge and mobilizing self-care resources to 

do what is best for one’s self. Therefore, self-care 

actions require that each person perceive a sense 
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costs; see Healthy People 2020 Framework 

[USDHHS, n.d.b]). This perspective on health is 

also congruent with the MRM self-care frame-

work. Many of the behaviors, objectives, and 

goals referred to in the Healthy People docu-

ment are integral to self-care.

In Table 14-1, relevant national objectives 

and goals from the Healthy People 2020 

(USDHHS, 2010) highlight the key issues to be 

addressed when supporting the self-care of per-

sons with one or more chronic illnesses. Self-

care requires taking actions on one’s own 

behalf to influence health. Self-care goals and 

objectives found in Healthy People are focused 

on the following key issues: 1) health educa-

tion about key aspects of living with chronic 

illness (e.g., knowledge about disease pro-

cesses and management of disease, treatments, 

monitoring for symptoms); 2) adjustment to or 

coping with the illness (e.g., living with loss of 

function associated with illness, adaptive 

equipment, maintaining/improving psychoso-

cial health while living with illness, adjusting 

to activity limitations); 3) health promotion 

and prevention of other related physical and 

psychosocial problems (e.g., health promotion, 

counseling for healthy behaviors); and 4) de-

velopment of support and assistance from 

family/friends and others (e.g., support groups, 

caregiver support and education, ensuring 

ADLs and IADLs are met).

Healthcare Reform and Self-Care

On March 23, 2010, President Obama signed 

into law the Affordable Care Act, commonly 

referred to as the healthcare reform act, for per-

sons living in the United States (USDHHS, 

n.d.b). Several provisions in this comprehensive 

law can facilitate self-care in persons living 

with chronic diseases.

of the world and then by “role-modeling” inter-

ventions that fit with that person’s model.

There are f ive aims of interventions in 

MRM that guide the nurse with each person. 

They include:

• Build trust with each client in the nurse–

client relationship so that the client trusts 

others.

• Promote a positive orientation to one’s self 

as a person of worth and to foster hope for 

the future.

• Facilitate client control so that each person 

feels and perceives a sense of control over 

the environment (internal and external) and 

the person’s life situation.

• Build on strengths in terms of building on 

the person’s capabilities and life experi-

ences even in the presence of an illness

• Set mutual health-directed goals based on 

the client’s model of the world.

Structuring interventions around these 

aims is supportive of self-care. 

KEY ISSUES IN PROMOTING 
SELF-CARE IN PERSONS WITH 
CHRONIC ILLNESS  

According to Healthy People 2020 (U.S. 

Department of Health and Human Services 

[USDHHS], 2010), health outcomes are deter-

mined by biology and genetics (e.g., diseases, 

body functioning), individual behavior (e.g., 

exercise, smoking, sleep, diet, etc.), social envi-

ronment (e.g., resources to meet needs such as 

education and jobs, social support, transporta-

tion, public safety), physical environment (e.g., 

weather, exposure to toxic substances, aesthet-

ics, physical barriers for persons with disabili-

ties), and health services (e.g., access, quality, 



younger than age 19 who are living with preex-

isting conditions  (HealthCare.gov, n.d.c). In 

addition, children up to the age of 26 can be 

included on their parents’ healthcare insurance 

plan (HealthCare.gov, n.d.j). The law also stops 

First, the preexisting insurance plan pro-

gram (HealthCare.gov, n.d.f) ensures that those 

persons who have preexisting conditions, such 

as chronic illnesses, will not be denied insurance 

coverage. This will also be true for children 

Table 14-1 Examples of Relevant Healthy People 2020 Goals and Objectives 
Highlighting Key Issues Regarding Self-Care in Persons Living with Chronic Illnesses  

Healthy People 2020 Goals and Objectives Key Self-Care Issues

1. Access to quality health services 
Goal: Improve access to quality healthcare services 

Objectives: 
AHS-2: Health insurance coverage for clinical preventive services 
AHS-3: Persons with usual primary care provider 
AHS-5: Source of ongoing care 
AHS-7: Receipt of evidence-based clinical preventive services

Health promotion

2. Arthritis, osteoporosis, and chronic back conditions 
Goal: Prevent illness and disability related to arthritis and other 

rheumatic conditions, osteoporosis, and chronic back conditions

Objectives: 
AOCBC-4: Reduce the proportion of adults with doctor-diagnosed 

arthritis who have diffi culty in performing two or more personal 
care activities, thereby preserving independence  

AOCBC-5: Reduce the proportion of adults with doctor-diagnosed 
arthritis who report serious psychological distress 

AOCBC-7: Increase the proportion of adults with doctor-diagnosed 
arthritis who receive healthcare provider counseling 

AOCBC-8: Increase the proportion of adults with doctor-diagnosed 
arthritis who have had effective, evidence-based arthritis 
education as an integral part of the management of their 
condition 

Health promotion; support and 
assistance; coping; health education

8. Diabetes 
Goal: Reduce the disease and economic burden of diabetes 

mellitus (DM) and improve the quality of life for all persons 
who have, or are at risk for, DM

Objectives: 
D-13: Increase the proportion of adults with diabetes who perform  

self-blood glucose-monitoring at least once daily
D-14: Increase the proportion of persons with diagnosed diabetes 

who receive formal diabetes education 

Health education

U.S. Department of Health and Human Services (USDHHS). (2010). Healthy People 2020. Retrieved August 23, 2011, from: 
http://www.healthypeople.gov/2020/default.aspx

Key Issues in Promoting Self-Care in Persons with Chronic Illness 381



382 CHAPTER 14 / Self-Care

INTERVENTIONS  

There is a lack of evidence-based clinical prac-

tice guidelines focused specifically on support-

ing self-care in persons living with chronic 

illnesses. However, on the National Guideline 

Clearinghouse website (www.guideline.gov), 

multiple tangentially related guidelines are 

identified (see Table 14-2). Examples include 

ones that focus on “counseling” or “manage-

ment,” contain a patient resource for implemen-

tation, include patients as intended users, 

address the care needs of “living with illness” or 

“staying healthy,” and focus on the domain of 

patient-centeredness. In particular, there is a 

guideline to promote self-management in per-

sons living with chronic illnesses. Oddly, this 

guideline does not contain a client resource. 

However, its focus is on children living with 

chronic illnesses and their families. Likewise, 

several guidelines address the key issues and 

health problems found in Healthy People 2020 

(USDHHS, 2010) and listed in Table 14-1. 

These guidelines address specific assessment, 

medical management, intervention strategies, 

and outcome evaluation.

In addition to these guidelines, programs 

that support self-care have been studied empiri-

cally. What follows are guidelines for assess-

ment and intervention. All are based on the 

MRM self-care model, results of empirical stud-

ies, and comprehensive literature reviews.

Assessment

Based on the MRM self-care framework 

(Erickson et al., 1988; Erickson, 2006; Hertz & 

Baas, 2006) and because the client’s model of the 

world is most important in setting priorities and 

planning interventions, the client should be the 

insurance companies from placing lifetime and 

annual limits on spending (HealthCare.gov, 

n.d.a). These mandates are intended to facilitate 

the ability of persons to pay for health care.

For those with Medicare prescription plans, 

two aspects of the law influence the ability of 

persons to afford their prescribed drugs. The 

provision for a one-time rebate of $250 will help 

those persons who are in the “donut hole”—that 

is having to pay out of pocket for drugs after a 

certain amount has been spent (HealthCare.gov, 

n.d.b). Provisions are in place to also offer 50% 

discounts on drugs after spending certain 

amounts (HealthCare.gov, n.d.d). This helps per-

sons having to choose between prescription 

drugs and paying for food, housing, etc. 

(Sharkey et al., 2005). 

Wellness services will be covered for those 

receiving Medicare and other healthcare insur-

ance plans (HealthCare.gov, n.d.i; HealthCare.

gov, n.d.h). This includes wellness examina-

tions, some screening procedures, vaccinations, 

and counseling services to aid persons in mak-

ing decisions about how to care for self, includ-

ing how to self-manage their chronic illnesses.

The Patient’s Bill of Rights (HealthCare.

gov, n.d.e) is aimed at putting the client in 

charge of their health care in collaboration with 

the healthcare provider. Persons will be encour-

aged to seek the health care that best meets their 

needs, that is, to pursue self-care.  This includes 

provisions that mandate the ability to choose a 

primary care provider within the insurance 

plan’s network of providers (HealthCare.gov, 

n.d.g). 

Overall, these provisions should facilitate 

the abilities of persons to obtain effective inter-

ventions that promote their abilities to care for 

themselves.



Table 14-2 Relevant Clinical Practice Guidelines to Support Self-Care Through Health 
Education, Coping, Health Promotion, and Support and Assistance

Chronic Care Self-Management

Chronic Care Self-management Guideline Team, Cincinnati Children’s Hospital Medical Center.  (2007, March). Evidence-
based care guideline for chronic care: Self-management (Guideline no. 30). Cincinnati OH: Cincinnati Children’s Hospital 
Medical Center. 
http://guidelines.gov/content.aspx?id=10593&search=evidence-based+guideline+for+chronic+care%3a+self-management 

Arthritis

National Collaborating Centre for Chronic Conditions. (2008, February). The care and management of osteoarthritis in adults 
(Clinical guideline no. 59). London UK: National Institute for Health and Clinical Excellence (NICE). 
http://guidelines.gov/content.aspx?id=14322&search=osteoarthritis#Section434

Asthma

Global Initiative for Asthma (GINA). (2009). Global strategy for asthma management and prevention. Bethesda, MD: Author. 
http://guidelines.gov/content.aspx?id=15556&search=global+strategy+for+asthma

Depression in Persons with Chronic Illness

National Collaborating Centre for Mental Health. (2009, October). Depression in adults with a chronic physical health 
problem. Treatment and management (Clinical guideline no. 91). London, UK: National Institute for Health and Clinical 
Excellence (NICE).
http://guidelines.gov/content.aspx?id=15522&search=depression+in+adults 

Hypertension

Medical Services Commission. (2008, February). Hypertension-detection, diagnosis and management. Victoria, BC: British 
Columbia Medical Association.
http://guidelines.gov/content.aspx?id=14257&search=hypertension

Chronic Obstructive Pulmonary Disease

Institute for Clinical Systems Improvement (ICSI). (2009, January). Diagnosis and management of chronic obstructive 
pulmonary disease (COPD). Bloomington, MN: Author. 
http://guidelines.gov/content.aspx?id=14439&search=diagnosis+and+management+of+chronic+obstructive 

Medication Adherence

National Collaborating Centre for Primary Care. (2009, January). Medicines adherence. Involving patients in decisions about 
prescribed medicines and supporting adherence (Clinical guideline no. 76). London, UK: National Institute for Health and 
Clinical Excellence (NICE). 
http://guidelines.gov/content.aspx?id=14342&search=medicines+adherence 

Diabetes

American Association of Diabetes Educators (AADE). (2009). Guidelines for the practice of diabetes education. Chicago, IL: 
Author.
http://guidelines.gov/content.aspx?id=14696&search=diabetes+education

Stroke

Lindsay, P., Bayley, M., Hellings, C., Hill, M., Woodbury, E., & Phillips, S. (2008). Public awareness and patient education. 
Patient and family education. Canadian best practice recommendations for stroke care. Canadian Medical Association 
Journal, 179(12 Suppl), E13–E15.
http://guidelines.gov/content.aspx?id=14183&search=patient+and+family+education#top
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understanding of the client’s self-care knowledge 

regarding what might help relieve this problem. 

Simply asking, “What do you think will help 

you?” will provide a picture of the client’s model 

of the world. Again, it is important for the nurse 

to accept the client’s response as accurate and 

realize that it is important to understand the cli-

ent’s views. Often the perceptions between pro-

viders and clients differ regarding self-care 

(Cortes et al., 2004). Assessing preferences and 

satisfaction with services leads to successful self-

care supportive interventions (Matsui & 

Capezuti, 2008; Mendias & Paar, 2007; see 

Evidence-Based Practice Box) and can facilitate 

self-care actions.

After asking these essential questions, data 

should be gathered regarding the client’s health-

related goals, personal values, and internal and 

external self-care resources. According to 

research exploring predictors of self-care, infor-

mation could be asked of the client’s family 

members as well as the client, which provides a 

secondary source of information. As noted by 

Naik and colleagues (2008), not only should the 

client’s desires and goals in the form of deci-

sions be addressed but also the client’s ability to 

follow through and carry out their decisions. 

Internal resources should be assessed. Age 

has been found to influence self-care actions. 

Older community-residing adults participated in 

more self-care activities that focused on health 

promotion such as exercise programs, eating a 

healthy diet, and getting adequate sleep (Resnick, 

2001, 2003). The belief that one can carry out 

self-care actions, in other words, self-efficacy, 

required for disease management is also impor-

tant to assess (Callaghan, 2005). Self-efficacy 

may vary according to ethnicity. Callaghan found 

that blacks and Latinos had lower levels of self-

efficacy than did white non-Latinos. Cognitive 

primary source of information when doing an 

assessment. The initial assessment questions 

should focus on identifying the person’s per-

ceived needs and understanding of the health 

issue for which nursing care is sought or recom-

mended. For example, at the beginning of each 

encounter, the nurse should ask, “What is your 

biggest concern right now?” This immediately 

identifies the client’s primary concern(s). Appro-

priate prompts include: “Tell me why you came 

to the [clinic, hospital, nursing home, rehabilita-

tion setting],” “Tell me why home healthcare 

nurses were asked to visit you,” and “Tell me 

what has been happening to you.”  These ques-

tions help the nurse comprehend the client’s view 

of the health problem. Conversely, questions such 

as “How can I help you?” focus on the nurse by 

using the word “I” rather than the client. 

Furthermore, when asking for the client’s per-

spective, the nurse should be prepared for an 

unexpected response.

Many times the responses from clients will 

be surprising. For instance, a client might 

believe that hospitalization occurred so that the 

client can get some sleep, whereas the health-

care professional’s reason is to ensure close 

monitoring of a chronic illness. The nurse must 

accept the client’s response rather than try to 

explain that the response is “wrong.” Indeed, 

research studies have found that identifying per-

sonal needs is a key to promoting and support-

ing self-care (Leenerts et al., 2002) along with 

the perception of overall health (Borg et al., 

2006; Resnick, 2001, 2003). Those with higher 

perceived health are more likely to also pursue 

recommended self-care healthy behaviors (e.g., 

exercise program, eating a healthy diet, regular 

health screenings).

After the problem or needs are identified, 

the next focus of assessment is to gain an 



social support should include the assessment of 

the quality of the relationship with a primary 

care provider, because a poor relationship might 

provide a barrier to self-care (Cortes et al., 

2004). Finally, transportation is an important 

resource to assess whether recommended self-

care includes traveling to support group meet-

ings, formal classes, or clinics (Cortes et al., 

2004; Mendias & Paar, 2007).

Nursing Interventions

Diverse approaches to supporting and promot-

ing self-care have been studied. Interventions 

discussed here are based on individual reports 

of nursing interventions but share some com-

monalities. Self-management programs for 

discrete chronic illnesses will be addressed, 

followed by comprehensive programs for indi-

viduals with multiple chronic illnesses.

Singleton’s (2000) ethnographic study 

identified methods used by nurses to encourage 

clients to care for themselves in rehabilitation. 

Nurses reported that they focused on the indi-

vidual person and included coordinating care, 

talking to clients, and teaching. In addition, the 

investigator observed the nurses taking time 

with clients, using presence, and building trust 

to promote the client’s control over their own 

self-care. Oddly, the nurses themselves did not 

verbally report these activities, but the investi-

gator observed them. Nonetheless, they are con-

gruent with the MRM self-care framework and 

aims of interventions.

Washburn, Hornberger, Klutman, and 

Skinner (2005) examined nurses’ knowledge of 

six key topic areas for educating patients about 

heart failure management and key self-manage-

ment principles in a Midwestern U.S. healthcare 

system. Topic areas and principles were derived 

ability should also be assessed, as those with 

lower cognitive abilities may not be able to carry 

out self-care actions or to direct others to assist 

them (Cortes et al., 2004; Resnick, 2003). 

Functional abilities to carry out self-care tasks 

should be assessed as well. Studies have found 

that individuals who lack functional abilities pre-

dicted the number of recommended health-pro-

moting self-care behaviors (e.g., healthy diet, 

exercise program) more than the presence of 

chronic illness (Borg et al., 2006; Callaghan, 

2005). The presence of medical problems and 

disabilities can also influence self-care 

(Callaghan, 2005; Cortes et al., 2004; Resnick, 

2001).

External resources found to predict self-

care actions include perceived adequacy of 

income and insurance to pay for health care 

(Borg et al., 2006; Callaghan, 2005; Cortes et 

al., 2004). Persons with income levels of 

between $750 and $1000 per month in the 

United States at the time of this study were more 

likely to choose between buying food and medi-

cations, were less likely to have supplemental 

drug coverage, and were more likely to restrict 

medication use through various means such as 

taking less than prescribed, taking the drug only 

in response to symptoms, prioritizing the drugs 

that were most important, or obtaining a partial 

refill on prescriptions (Sharkey et al., 2005). 

Likewise, it is important to find out what ser-

vices the client is using and how satisfied the 

client is with those services (Matsui & Capezuti, 

2008).

Perceived social support should be assessed 

(Callaghan, 2005; Matsui & Capezuti, 2008). It 

is not the number of persons who are available 

to give support but rather the clients’ percep-

tions of who is supportive in helping them get 

what is needed that is critical. Perception of 
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health record for managing and organizing per-

sonal health information so persons can make 

the most of short interactions with providers. 

This promotes active care of self and manage-

ment of chronic illnesses. Potempa and col-

leagues (2010) delineate a comprehensive 

model for promoting self-care in primary care 

settings. Parker, Teel, Leenerts, and Macan 

(2011) describe a standardized comprehensive, 

theory-based approach that can be tailored to 

meet individual client needs and that helps cli-

ents build self-care skills. All of these proposals 

merit validation through research.

One of the most striking aspects of the stud-

ies and proposed interventions is that they all 

recommend basing interventions on the client’s 

model of the world. Assessing the perceived 

needs of clients is essential and can overcome 

barriers to “nonadherence.” Integrating special 

self-care activities to manage a chronic illness 

must fit within the context of the client’s day-to-

day lifestyle. Another common aspect of these 

interventions is that they address the holistic 

health needs of clients, including spiritual and 

socialization needs, and are not limited solely to 

adherence to medical treatments or focused on 

living with a specific chronic illness.

Another commonality is that the programs 

embrace a multipronged approach to supporting 

and promoting self-care. For example, teaching 

is a major component of these interventions but 

comprehensive skilled assessments, coaching, 

empowerment, referral, and intermittent follow-

up contact are also part of the recommended 

interventions. Finally, the interventions are 

based on the philosophy that promoting a posi-

tive orientation of self-worth fosters hope for 

the future. This philosophy is operationalized 

by pointing out the positive rather than negative 

or problematic aspects of the person’s situation.

from evidence-based practice guidelines. Nurses 

(N = 51) were mostly registered nurses (RNs) 

employed in the intensive care unit or general 

medical unit of the hospital. Only 2 of the 20 

questions were answered correctly by 100% of 

the nurses. Percentages of nurses answering the 

other questions correctly ranged from 40% for 5 

questions to 90% for 6 questions. These find-

ings emphasize the importance of ensuring that 

the nurse’s knowledge base is accurate before 

teaching clients about self-management of spe-

cific chronic illnesses.

Research of self-care globally has pointed 

out some commonalities regarding self-care 

supportive interventions. Studies have been 

conducted in Taiwan (Wang et al., 2001), in the 

United States (Callaghan, 2006; Sharkey et al., 

2005; Sullivan, Weinert, & Cudney, 2003), 

sometimes with minority groups (Cortes et al., 

2004), and in Sweden and Finland (Borg et al., 

2006; Leenerts et al., 2002). Specific self-care 

interventions with an emphasis on follow-up 

after hospitalization have also been assessed 

globally. These include a nurse-led, multidisci-

plinary post-hospitalization follow-up program 

for persons with heart failure in South Australia 

(Inglis et al., 2006), a post-hospitalization inter-

vention in the United States for persons with 

nonspecific illnesses (Coleman et al., 2004), 

and a nurse-led customized program for persons 

with diabetes, also in the United States (Berg & 

Wadhwa, 2007).

Within the past several years, several clini-

cians and research teams have proposed a vari-

ety of other theory- and evidence-based 

interventions to support and facilitate self-care 

and self-management. McCarley (2009) recom-

mends using motivational interviewing tech-

niques. Weinert, Cudney and Kinion (2010) 

propose a simple, evidence-based personal 



of these programs, they extrapolated that self-

care, in the form of self-management, requires 

active participation in decision making and self-

monitoring. In addition, programs should be tai-

lored to meet needs, be offered in group settings, 

provide feedback to participants, and emphasize 

psychological aspects of self-management in 

addition to medical management.

Rogers, Kennedy, Nelson, and Robinson 

(2005) identified the importance of the physi-

cian–patient relationship style in promoting 

self-management. Physicians and the health 

systems in which they practice need to be 

responsive to patient needs and preferences, and 

decision making must be shared with the 

patient. Indeed, the idea of responsiveness to 

client needs is essential to MRM interventions 

that promote self-care.

Likewise, the notion of active involvement 

and participation is also compatible with the 

self-care model. However, for some clients, 

active participation might take the form of 

dependence on others as a self-care action. For 

example, the person with limited self-care 

resources might need to depend on others for 

aspects of self-care to preserve, rather than 

deplete, their limited resources.

Comprehensive Self-Care 
Programs

Lynch, Estes, and Hernandez (2005) compared 

three types of chronic care initiatives for older 

adults. These comprehensive programs are 

viewed as alternatives to the traditional medical 

model of care. The first is the integrated medi-

cal, home, and community-based services 

model, which focuses on providing holistic, inte-

grated health services to persons with complex, 

chronic care needs in their homes. An example 

Self-Management Programs

Lorig (2001), a nursing leader in self-manage-

ment program development and testing, compre-

hensively summarized findings from more than 

20 years of research studies testing self-manage-

ment programs for arthritis. Charac-teristics of 

the programs tested in sequential studies were 

analyzed to isolate the most important factors 

when designing programs to support self-care in 

terms of disease self-management, one aspect of 

self-care. First, programs must be focused on the 

problems and concerns of clients. In other 

words, modeling the client’s world is a key fac-

tor. Programs should also be designed for a par-

ticular target population. The process of 

implementing the program is as important as the 

content to be addressed. Written materials must 

be included as a reference and for additional 

reading. Programs should promote self-efficacy 

by building on the client’s strengths; congruent 

with the self-care model, positive aspects of 

abilities should be recognized and nurtured. 

Problem solving and decision making by the cli-

ent should be emphasized rather than relying 

solely on professional judgment. Skills for com-

municating with healthcare professionals should 

be incorporated. Other important aspects include 

providing a structure for the program that is 

adhered to during each of its segments, encour-

aging sharing of ideas and feelings among group 

members attending the program, employing lay 

instructors, and recognizing that other education 

and health teaching are valuable as well.

Chodosh and colleagues (2005) identified 

similar characteristics through a meta-analysis of 

53 randomized trials testing chronic disease self-

management programs for older adults with dia-

betes, osteoarthritis, and hypertension. Although 

they did not find statistically significant elements 
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approach with many client-centered aspects. 

Research on this model of care indicates that 

clients rate the quality of healthcare services 

highly (Boyd et al., 2010).

is the Program for All-Inclusive Care for the 

Elderly (PACE) that has been in place for more 

than 20 years and has produced many positive 

health outcomes, despite demanding a high level 

of ambulatory services.

The second type of chronic care initiatives 

are the disease management programs offered 

by a variety of providers. An example is the 

Kaiser Permanente Best Practice Collaborative 

approach with group clinics and education on 

disease self-care in primary care settings. The 

Kaiser programs are interdisciplinary and incor-

porate motivational interviewing to promote 

self-care. The benefit is a focus on active par-

ticipation. But, as previously noted, demanding 

active, independent participation can be detri-

mental to some clients’ health.

A third and newer model is that of high-

risk care management developed by managed 

care insurers to control costs and to improve 

the care management of persons living with 

multiple chronic illnesses. The Guided Care 

Nurse model represents this approach (Boyd 

et al., 2007). This model emphasizes coordina-

tion and nonduplication of services that are 

individualized to meet clients’ unique needs. A 

specially educated nurse works in a primary 

care practice with two to five physicians, and 

manages care for 50 to 60 older clients. An 

electronic health record is used to communicate 

among team members. The focus of guided 

care nursing interventions is on comprehensive 

assessment and monitoring of chronic condi-

tions, coaching to aid in self-management of 

diseases, referral and coordination of services 

to secure needed resources and to facilitate 

transitions between healthcare settings, and 

provision of caregiver education and support. A 

key component of this model is that the client’s 

highest priority needs for health must be 

addressed by the nurse. This is a multipronged 

Evidence-Based Practice Box Evidence-Based Practice Box 

Purpose: Examined relationship 

between perceived autonomy, represent-

ing the potential for self-care action, and 

internal and external self-care resources 

from the perspective of the MRM self-

care model.

Research design: Descriptive, cor-

relational study

Sample: The study used a conve-

nience sample of 120 older adults aged 60 

to 101 years old who resided in the com-

munity and who attended a senior center. 

All could read and write English. Most 

were women, Caucasian, not currently 

married, and lived alone. More than 80% 

had Medicare insurance, with 79% also 

insured by another health insurance pol-

icy. More than 62% used 2 or more com-

munity care services and on average they 

used 2.1 services; the most frequent ser-

vices were meals, health screenings, 

housing, and information and referral.

Setting:  Six senior centers in 

Manhattan, New York City.

Findings: Participants demonstrated 

relatively high scores on perceived auton-

omy. They also scored highly on functional 

ability, indicating that the group was inde-

pendent. The internal self-care resources 

of white race and functional status were 

signif icantly correlated to perceived 

autonomy. Social support, overall and that 



from family, friends, and significant oth-

ers, separately, and satisfaction with ser-

vice utilization were the only external 

self-care resources significantly linked to 

perceived autonomy. Using a multiple lin-

ear regression model, perceived autonomy 

was predicted by race, service satisfac-

tion, and social support. 

Implications: In this relatively inde-

pendent sample of older persons, func-

tional status was linked to perceived 

autonomy. Thus, those who have declining 

functional abilities need to be given sup-

port to care for self. Furthermore, social 

support was also related to perceived 

autonomy, indicating that self-care can be 

facilitated through social support. It is 

unclear why being white was related to 

self-care, represented by perceived auton-

omy. However, the sample was predomi-

nantly Caucasian. Further study is 

warranted. The finding regarding satisfac-

tion with services and its linkage to per-

ceived autonomy is important. This may 

reflect that these services were a good 

match and met the participants’ unique 

needs. In practice, it is important to ask 

clients to evaluate service satisfaction as 

an indicator of meeting self-care needs. 

Source: Matsui, M., & Capezuti, E. 

(2008). Perceived autonomy and self-

care resources among senior center us-

ers. Geriatric Nursing, 29(2), 141–147.  

some fashion. However, a limitation is that most 

of these programs have a very narrow focus. 

Therefore, the clients’ holistic health needs are 

not always addressed. There is a need for more 

innovative, comprehensive programs to be devel-

oped in the future to help promote self-care in 

persons living with chronic illnesses. These 

could be located in housing units or community-

based sites where persons with chronic illnesses 

congregate—for example, churches, shopping 

centers, and grocery stores. Future models 

should incorporate the recommended multi-

pronged approaches and address needs related to 

multiple chronic illnesses. All models need to 

adopt a client-centered and holistic perspective 

so that interventions can be tailored to meet cli-

ents’ unique needs, values, and lifestyles.

OUTCOMES  

Grey, Knafl, and McCorkle (2006) developed a 

framework for describing and organizing out-

comes of self-management programs. The catego-

ries of outcomes also apply to programs other than 

ones that promote self-care. The categories are 

condition outcomes, individual outcomes, family 

outcomes, and environmental outcomes. Positive 

outcomes in each category would be optimal.

Condition Outcomes

These outcomes indicate the individual’s 

adherence and responsiveness to treatment 

regimens. For example, in persons with diabe-

tes, hypertension, and osteoarthritis, outcomes 

include reduced levels of hemoglobin A1c; 

decreased systolic blood pressure by 5 mm Hg 

and decreased diastolic by 4.3 mm Hg; as well 

as pain reduction, respectively (Chodosh et al., 

2005). Following recommended screening pro-

cedures (Berg & Wadhwa, 2007) would also be 

There are other types of programs such as 

case management programs led by social work-

ers, state-funded programs for low-income per-

sons with chronic illnesses, and wellness 

management programs in senior centers (Lynch  

et al., 2005). All of these promote self-care in 
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(Boyd et al., 2007), decreased nursing home 

admissions, and use of ambulatory services may 

be included in this category (Berg & Wadhwa, 

2007; Lynch et al., 2005).

a condition outcome. Other outcomes might 

include morbidity, mortality, and improved or 

stable functional status (Burnette et al., 2004; 

Grey et al., 2006; Lynch et al., 2005).

Individual Outcomes

Any outcomes that reflect clients’ perceptions 

regarding health status, quality of life, and well-

being are included in this category. Connec-

tedness to others, transcendence, a sense of 

well-being (Leenerts et al., 2002), life satisfac-

tion (Borg et al., 2006), satisfaction with health 

care (Matsui & Capezuti, 2008), and reports of 

needs being met (Inglis et al., 2006) are exam-

ples. Quality of life and physical, mental, and 

spiritual health ratings (Boyd et al., 2007; 

Campbell & Aday, 2001); increased health-

related knowledge; and a greater sense of being 

in control of one’s situation or sense of auton-

omy are other individual outcomes (Campbell 

& Aday, 2001).

Family Outcomes

Outcomes that indicate an effect on the family 

of the person receiving the promotion interven-

tion are included in this group. Depression in 

caregivers, improved family functioning, and 

degree of caregiver burden (Grey et al., 2006) 

are examples of family outcomes.

Environmental Outcomes

Outcomes that reflect the costs of health care or 

influence the healthcare system are considered 

environmental outcomes. For example, cost 

reductions, unplanned hospital admission rates, 

lengths of stay, and frequencies of healthcare 

utilization (Inglis et al., 2006) fall into this cate-

gory. In addition, nonduplication of services 

 Define self-care as it relates to persons 

living with one or more chronic ill-

nesses.

Identify the relationship between self-care 

and health outcomes. Why is self-care a 

key concept to positive health out-

comes?

How can nurses promote self-care in the 

clients they care for? Identify the key 

elements of a self-care supportive inter-

vention.

Delineate at least one positive outcome for 

the individual client, family, and health-

care system as a result of the individual 

client demonstrating self-care in rela-

tion to his or her chronic illness.

STUDY QUESTIONS

Center for Self and Family Management of 

Vulnerable Populations, Yale University 

School of Nursing: nursing.yale.edu/Centers/

ECSMI/

Communities Putting Prevention to Work: Chronic 

Disease Self-Management Program: http://

www.aoa.gov/AoAroot/PRESS_Room/

News/2009/03_18_09.aspx
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multidisciplinary approach that fosters client 

and family involvement, client self-manage-

ment, and continuous quality im-provement 

(Partnership to Fight Chronic Disease, 2010). 

For example, Woodhouse, Peterson, Campbell, 

and Gathercoal (2010) found a significant reduc-

tion in the costly use of emergency room visits 

by high user clients with chronic pain who 

received targeted educational/behavioral inter-

ventions to better manage their condition. Thus, 

maximizing the client and family’s coping with 

chronic illness and improving their knowledge, 

attitudes, and behaviors in conjunction with 

HCPs providing a more unified approach and 

subsequent monitoring, management, and evalu-

ation of care outcomes are central aspects of the 

care-delivery process. Given that many clients 

and their families are likely to experience more 

than one chronic illness in a lifetime, it is critical 

for HCPs to be cognizant of the potential inter-

play of diverse chronic illnesses that may influ-

ence the client and family’s responses to further 

losses such as incontinence, fatigue, diminishing 

cognitive function, or mobility.

It is also well documented that educating 

clients and their families is critical to successful 

coping with chronic illnesses and overall long-

term quality of life. Plus, the family frequently 

serves as the client’s primary support system 

affecting the client’s decision making about 

INTRODUCTION  

For the majority of clients and their families, a 

chronic illness constitutes a life-changing event 

uniquely affecting them as they deal with the 

added demands and long-term nature of the par-

ticular disease. Perhaps more importantly, 

chronic illnesses do not always have a similar tra-

jectory of presentation and management (e.g., 

asthma, heart disease, depression, cancer, stroke, 

arthritis, diabetes, and hypertension), and they do 

not discriminate according to age, race, gender, 

socioeconomic status, culture or ethnicity, or 

learning capability. Furthermore, the client and 

family’s response and resources to cope with 

chronic illnesses may vary tremendously, requir-

ing healthcare professionals (HCPs) to be attuned 

to each client and family’s particular needs, 

expectations, resources, and personal goals.

Data further indicate that treating clients 

with chronic diseases accounts for 75% of 

U.S. healthcare spending and two-thirds of our 

current increase in healthcare spending is related 

to the expanded prevalence of treating chronic 

disease (Centers for Disease Control and 

Prevention, Chronic Disease Prevention and 

Health Promotion, 2010). The vast majority of 

chronic diseases (e.g., pulmonary, hypertension, 

heart disease) could be prevented or better man-

aged by adopting a more client-centered, 

Client and Family Education
Elaine T. Miller
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bipolar disorder), sensory deficits (low-level 

vision, hearing impairment, literacy, learning 

capability), and/or learning disabilities will sig-

nificantly influence how the HCP approaches 

and evaluates the success of each client and 

family educational encounter. The primary focus 

of this chapter is the adult learner. However, a 

basic distinction is described regarding key 

learning differences between adults and chil-

dren. Finally, because this chapter only purports 

to present a broad overview of key issues affect-

ing client and family educational processes 

regarding chronic illnesses, it is highly recom-

mended that additional evidence-based 

resources be obtained to more specifically target 

the chronic illness and client population of con-

cern, recognizing that research and the associ-

ated findings continue to expand the science of 

what is known.

The Teaching–Learning Process

The teaching–learning process is characterized 

by multifaceted, dynamic, and interactive 

exchanges that are fundamental to client–family 

education and nursing practice. Teaching 

involves a deliberative, intentional act of com-

municating information to individuals in 

response to their identified educational needs 

and with the objective of achieving a desired out-

come (Falvo, 2011; Bastable, 2006). Learning, 

on the other hand, assists the individual to 

acquire new knowledge, skills, and/or attitudes 

that can be measured (Bastable, 2006). A review 

of the literature reveals that there are more than 

50 major teaching–learning theories that can 

shape an educational intervention (Learning 

Theories Knowledge Base, 2011).

health, seeking health care, and adherence to 

recommended healthcare recommendations 

(e.g., taking prescribed medication, following a 

diet, having a recommended procedure or test) 

(Falvo, 2011). Although there are often some 

commonalities, each client and family situation 

has its distinctive characteristics that require 

HCPs to approach every situation carefully and 

systematically without making assumptions as 

to the client and family’s resources, capability to 

learn, and ability to achieve educational out-

comes. Moreover, HCPs must continually assess 

the factors influencing the client and family’s 

educational needs, the teaching and learning 

approach, and evaluation of short- and long-

term outcomes. Another central element in this 

educational process is identifying what clients 

and their families want to learn, their priorities 

in terms of their educational needs, and having 

mutual goal setting, so that clients, families, and 

HCPs are working together to achieve com-

mon goals.

Because numerous factors contribute to the 

success or failure of client and family education 

pertaining to chronic illness, this chapter pres-

ents an overview of the fundamental elements 

that should be considered and clarifies the state 

of evidence-based knowledge pertaining to client 

and family education related to chronic illnesses. 

Even though much is known regarding client and 

family education, the literature and research do 

not suggest simple solutions or approaches that 

will optimize this educational process in all situ-

ations. In addition, the nature of the chronic 

disease(s) as well as the specific attributes of the 

learner(s) such as age, gender, race/ethnicity, cul-

ture, socioeconomic status, motivation, self-effi-

cacy, psychological conditions (depression, 



was applied to this identical scenario, the educa-

tor would first need to fulfill lower level needs 

such as physiologic needs and safety before 

being concerned about teaching the client how to 

perform the insulin injection.

Finally, the constructionistic learning the-

ory offers an additional alternative theoretical 

perspective to guide the HCP’s educational 

encounter, asserting that learners are actively 

creating meaning as they learn. When viewed 

from this constructionist orientation, learning is 

perceived as contextual, requiring not only time, 

social contact, and motivation, but also creating 

meanings that foster learning over time and its 

application (Hein, 1991). In the case of learning 

how to properly give an insulin injection, the 

constructionist theory provides a framework to 

connect the client’s understanding/meaning of 

how the insulin injection should be correctly 

given, the client’s motivation to learn this activ-

ity, the time required to correctly perform this 

task, and the contribution of the HCP who is 

teaching this skill.

In summary, theoretical frameworks offer 

alternative ways to approach a teaching–learn-

ing situation involving clients and their families. 

Because there are a myriad theoretical frame-

works, it is important that HCPs determine what 

is most relevant to their situations, examine 

available evidence-based research pertaining to 

that framework (preferably evidence published 

in the last 5 years), and then translate that frame-

work to their particular client–family interac-

tions, and systematically evaluate the efficacy 

of using that perspective to direct their educa-

tional interventions.

In conjunction with the numerous teach-

ing–learning theories that guide the HCP’s 

Although many theories and frameworks are 

applicable to client and family education, behav-

iorist theory, social–cognitive learning theory, 

humanistic learning theory, and constructionist 

theory have been identified as particularly help-

ful in shaping educational interventions. Each 

offers a different orientation of what is most 

important and what should be the HCP’s focus of 

attention when educating individuals with 

chronic illness and their families. In addition, 

each has a particular perspective in terms of how 

teaching and learning are defined, measured, and 

structured, as well as the phases of learning.

For example, the behaviorist framework 

states that learning is the result of connections 

between the stimuli in the environment and the 

individual’s responses (Skinner, 1974). So if an 

educator wants a client and/or family to learn new 

information or alter their attitudes and responses, 

such as the new need for a client to receive a sub-

cutaneous insulin injection twice daily, the educa-

tor would alter the conditions in the environment 

(e.g., information available on the hospital educa-

tional cable system) and reinforce positive new 

behaviors when they occur (e.g., praise when the 

injection is given correctly).

On the other hand, social–cognitive theory 

includes role modeling as a central concept and 

offers a different approach to teaching clients 

and their families to perform the same task 

(Bandura, 1986). In this identical situation, 

using the social–cognitive theory, the nurse edu-

cator would demonstrate how to perform the 

insulin injection and then have the client, if 

capable, perform the insulin injection when next 

scheduled.

Meanwhile, if Maslow’s Hierarchy of Needs, 

one of the best known humanistic frameworks, 
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viewed from this perspective, learners construct 

meaning that is more easily applied to solve 

problems, make judgments, and assist clients 

and their families to perform the numerous 

tasks associated with living with one or more 

chronic illnesses. Evidence is steadily expand-

ing to support the constructivism perspective 

and its positive outcomes (Muijs & Reynolds, 

2005). In addition, results from multiple meta-

analyses of educational research reinforce the 

pivotal influence that feedback and reinforce-

ment exert on individual as well as group 

learning (Petty, 2006).

client–family educational encounters, it is 

valuable to contemplate several basic assump-

t ions  under pinning these  interact ions . 

According to Petty (2006), learning involves 

“an active process of making sense and creating 

a personal interpretation of what has been 

learned” (p. 8), rather than simply an exact 

interpretation of what has been taught. What 

occurs is more than just a storing of personal 

interpretations of facts and ideas, it is “also 

linking them in a way that relates ideas to other 

ideas, and to prior learning, and so creates 

meaning and understanding” (p. 8). When 

CASE STUDY

Mrs. McGill is a 63-year-old African American grandmother with a history of chronic obstruc-

tive pulmonary disease and obesity (BMI > 30) as well as 2 falls in the last 4 months resulting 

in bruises, but no fractures. About 6 months ago, she was also diagnosed as a type 2 diabetic 

and is receiving medication, but getting her blood sugars under control and adhering to her 

diet restrictions has been somewhat of a challenge.  

Mrs. McGill lives with her husband of 34 years and is currently raising 2 grandsons ages 

6 and 10.  Although she loved being a substitute English teacher in the high school where she 

taught, Mrs. McGill has been unable to do so since obtaining custody of her 2 grandsons 9 

months ago. Her husband, who is a pharmacist, still works part-time and is very supportive of 

his wife. The couple live with their grandsons in a comfortable duplex. 

Discussion QuestionsDiscussion Questions

1.  What appear to be the primary educational objectives for Mrs. McGill?

2.  What additional assessment data would be helpful in identifying your educational objec-

tives and structuring your related interventions?

3.  What teaching method(s) would be most appropriate and what is your rationale for this 

decision?

4.  What websites or national practice standards may be of assistance in helping to develop 

your teaching plan?

5.  Briefly describe what your teaching plan would consist of in terms of objective(s), con-

tent, timeline, and teaching strategies?



focuses on the systematic and targeted health 

promotion education and preventative actions for 

adults who are most at risk for long-term health 

problems/diseases. Plus, the 2020 edition 

emphasizes the coordination and targeting of 

health promotion education and other activities 

beginning in preschool and continuing through 

high school. Healthy People 2020 concentrates 

on health problems such as unintentional injury, 

violence, dental caries, unhealthy dietary pat-

terns, tobacco use and addiction, and alcohol and 

drug use—all having ramifications for long-term 

chronic health issues. 

In addition to Healthy People 2020 empha-

sizing the importance of evidence-based, coor-

dinated, targeted, and individualized client and 

family education, the Joint Commission (JC, 

2010) 2011 Hospital Accreditation Standards 

identify specific critical educational standards 

that must be achieved by organizations seek-

ing accreditation. The JC (2010) standards 

include:

PC.02.03.01 The hospital provides client 
education and training on each client’s 
needs and abilities. 

1. The hospital performs a learning 

needs assessment for each client, 

which includes the client’s culture and 

religious beliefs, emotional barriers, 

desire and motivation to learn, physi-

cal or cognitive limitations and barri-

ers to communication. 

4. The hospital provides education and 

training to the client based on his or 

her assessed needs. 

5. The hospital coordinates the client 

education and training provided by all 

disciplines involved in the patient’s 

care, treatment, and services. 

Significance of Client and Family 
Teaching to Practice and 
Healthcare Costs

Practice standards from the American Nurses 

Association (ANA), the American Association 

of Colleges of Nursing (AACN), the National 

League for Nursing (NLN), specialty nursing 

practice standards, and other national docu-

ments consistently identify health teaching as a 

fundamental component of nursing practice 

(ANA, 2004; Lindell et al., 2005). Even in the 

early writings of Florence Nightingale, teaching 

was recognized as a prominent nursing activity 

(Nightingale, 1992). In addition, all state nurse 

practice acts include teaching within the scope 

of nursing practice responsibilities and essential 

to promoting optimal health and disease man-

agement of clients and their families.

The underlying premise of Healthy People 

2010 and Healthy People 2020 (U.S. Department 

of Health and Human Services, 2010) is that an 

individual’s health is almost inseparable from the 

health of the larger community and is profoundly 

influenced by the collective beliefs, attitudes, 

and behaviors of this community. Throughout 

this comprehensive national health promotion 

and disease prevention roadmap, there is a recur-

rent theme emphasizing the improvement of “the 

availability and dissemination of health related 

information” (Healthy People 2010, p. 17) per-

taining to the leading health indicators of our 

society. Central to accomplishing these health 

objectives is education of all stakeholders (i.e., 

clients, families, HCPs, the overall community). 

Healthy People 2020 further emphasizes how 

disparities in income and education are associ-

ated with higher levels of occurrence of illness 

and death and place greater importance on tar-

geting community-based health educational pro-

gramming.  For instance, Healthy People 2020 
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barriers affecting the educational outcomes. In 

addition, the Joint Commission expects that edu-

cational activities be coordinated, tailored 

according to the clients and families needs/

abilities, and evaluated to determine if learning 

has occurred.

During the 2002 Summit on the Education 

of Health Care Professionals (Institute of 

Medicine [IOM], 2003), it was emphasized that 

the education of all HCPs is in serious need of a 

“major overall” (p. 1) to be better prepared to 

fulf ill the needs of clients and the changing 

healthcare system. Current nursing graduates 

must engage in evidence-based practice and 

integrate research findings pertaining to client 

and family teaching (IOM, 2003). Building upon 

this trend of expanding nursing roles, the 

National League for Nursing Task Group on 

Nurse Educator Competencies identified core 

competencies of nurse educators, underscoring 

their need to engage in scholarly activity pertain-

ing to teaching and learning.

Data from the Centers for Disease Control 

and Prevention (CDC) highlight the pivotal role 

that education has in clients’ self-management of 

chronic illness. For instance, the CDC reports 

that for each dollar invested in diabetic education 

to assist clients to self-manage their diabetes and 

prevent hospitalizations, healthcare costs are 

reduced by $8.76 (CDC, 2005). With regard to 

heart disease and stroke, they further emphasize 

that much of the burden associated with these 

two diseases can be eliminated by reduction of 

major risk factors such as high blood pressure, 

high cholesterol, tobacco use, limited physical 

activity, and poor nutrition. By targeting client 

and family education on those modifiable risk 

factors, the likelihood of heart disease and stroke 

can be significantly diminished and personal and 

financial costs reduced. The 2010 passage of the 

10. Based on the client’s condition and 

assessed needs, the education and 

training provided to the client by the 

hospital include any of the following: 

An explanation of the plan of care, 

treatment, and services. Plus, basic 

health and safety information need to 

be included with a special emphasis 

on the safe and effective use of medi-

cation....Discussion of pain, risk for 

pain, the importance of effective pain 

management, the pain assessment 

process, and methods for pain man-

agement, information on oral health, 

safe and effective use of medical 

equipment, supplies provided by the 

hospital, also what rehabilitation 

techniques need to be in place to help 

the client reach maximum indepen-

dence, strategies to reduce falls. 

25. The hospital evaluates the client’s 

understanding of the education and 

training it provided. 

27. The hospital provides the client edu-

cation and how to communicate con-

cerns about the client’s safety issues 

that occur before, during, and after 

care is provided. 

The Joint Commission patient education 

standards further specify that clients and fami-

lies assume an active role in this process and 

have responsibilities just as the educator does. In 

instances where they do not understand the 

information, they are to indicate this and must 

take responsibility for self-management of their 

needs when capable (e.g., medication, safety, 

nutrition, pain). Moreover, the educator is 

expected to consistently and comprehensively 

assess the client and family’s learning needs and 



valuable recommendations that should be 

considered. 

Basic Differences Between Child 
and Adult Learners

The term pedagogy is defined as the art and sci-

ence of teaching children, while andragogy refers 

to adult learning (Bastable, 2006, p. 451, 466). 

When teaching children versus adults, the key 

principles operating during the teachable moment 

are distinctly different, as indicated in Table 15-1.

Quality of Research and Evidence

When developing educational interventions for 

clients and their families, it is important to first 

determine the quality of the evidence forming the 

basis for the planned actions. Evidence-based 

practice (EBP) refers to a problem-solving 

approach used in practice that combines the fol-

lowing three components: the best available evi-

dence; the HCP’s clinical expertise; and the 

client’s values and preferences (Melnyk & 

Fineout-Overhold, 2010). The highest level of evi-

dence is a well conducted meta-analysis and sys-

tematic review of randomized control trials 

(RCTs) (Craig & Smyth, 2002; Melynk & 

Fineout-Overhold, 2010). However, a review of 

the literature reveals that a sizable portion of pres-

ent knowledge directing our educational interven-

tions is of a lower level of evidence quality than 

preferred such as single randomized trials, non-

randomized studies, consensus opinion of experts, 

and case studies. Results of a systematic review of 

139 educational RCTs involving more than 

22,000 clients with diabetes, asthma, or conges-

tive heart failure (CHF) reveal that many of these 

RCTs draw inappropriate conclusions, with 

researchers frequently tending to overgeneralize 

their findings and include their opinions that are 

Patient Protection and Affordable Care Act into 

law is estimated to reduce the number of unin-

sured by 31 million in 2019 at a net cost of $938 

billion over 10 years while reducing the deficit 

emerging from escalating healthcare costs by 

$124 billion during that same time period 

(Kaiser Foundation, 2010). Several of the bene-

fits of this law are as follows:

• Insurance for people with pre-existing con-

ditions 

• Coverage for preventive care and screen-

ings such as immunizations and screening 

for conditions such as cancer and diabetes

• More spending on care—at least 80% of a 

customer’s premium dollars need to be for 

direct medical care and efforts to improve 

quality care

• All insurance plans must include mental 

health and substance abuse services by 

2014

• Starting in 2011 persons with Medicare will 

have an annual wellness visit that includes a 

personalized prevention plan that identifies 

health risk factors and treatment options 

A main feature of these changes and others 

included within this legislation is the focus on 

prevention and management of chronic health-

care conditions. As a result, identifying evidence-

based effective, timely, and targeted educational 

interventions will be pivotal to achievement of 

short- and long-term health outcomes in settings 

spanning from acute to long-term care. In addi-

tion, with the passage of this legislation, there is a 

growing demand to perform research focusing on 

the expansion of the evidence that underpins our 

educational interventions and attainment of the 

preferred client and family outcomes. When con-

templating how to choose and develop written 

educational materials, Pierce (2010) provides 

Introduction 401



402 CHAPTER 15 / Client and Family Education

this Internet access facilitating clients becoming 

more informed, they stress the inherent quality 

issues associated with public access to a blend of 

poor as well as high-quality, evidence-based 

online health information. Their findings were 

reaffirmed by Gremeaux and Coudeyre (2010), 

who performed a systematic review of the 

Internet and therapeutic education of patients and 

found that HCPs must work to create quality sites 

that provide accurate evidence-based data and 

best practices pertaining to chronic disease man-

agement for clients and their families. 

Assessment of the Learner

A critical aspect of the client and family educa-

tional process is the assessment phase that shapes 

the other steps in the process, such as planning the 

not based on research evidence (Boren, Balas, & 

Mustafa, 2003). Therefore, educators need to 

carefully scrutinize the level of available evidence 

that underpins their practice, determine whether 

stated implications in research studies extend 

beyond the documented evidence, and recognize 

the tentative nature of our knowledge.

An excellent illustration of how knowledge 

evolves is demonstrated by the Internet and the 

increasing prevalence of online learning that has 

reshaped, in many instances, the education of cli-

ents, families, and HCPs worldwide. In a study 

investigating clients’ seeking trends for addi-

tional health information regarding their disease/

health problem, Rahmqvist and Bara (2007) 

identified from a sample of 24,800 respondents 

that young and middle-aged clients primarily use 

the Internet to expand their knowledge. Despite 

Table 15-1 Comparison of Assumptions Pertaining to Teaching and Learning for 
Children and Adults

Pedagogy (children) Andragogy (adults)

Rely on others to decide what is important to learn. 
Teacher is dominant. Learning is teacher led. 

Decide for themselves what is important to learn 
(self-directive).

Expect what they learn will be helpful in the future. Expect what they are learning to be immediately 
useful/applicable.

Have little or no experience on which to build 
knowledge/skill.

Have abundant experience.

Possess little ability to serve as a resource to teacher or 
classmates.

Possess great ability to serve as a resource to 
teacher and other learners (active student role).

Expect to be taught and take no responsibility. Like to take control of the situation.

Not necessarily ready to learn. Imply their motivation to learn, because they are 
present in the learning situation.

View learning as a process of acquiring information to be 
used at a later time.

View learning as a process of increasing 
competence to achieve a fuller life potential.

Sources: Bastable, S. B. (2006). Essentials of patient education. Sudbury, MA: Jones andBartlett; Conner, M. L. (2005). 
Andragogy and pedagogy. Ageless Learner, 1997–2004. Retrieved August 24, 2011, from:http://agelesslearner.com/intros/
andragogy.html; Knowles, M. (1998). The adult learner: The defi nitive classic in adult education and human resource devel-
opment. Houston, TX: Gulf Publishing; Mihall, J., & Belletti, J. (1999). Adult learning styles and training methods. FDIC ADR 
Presentation Handouts. Retrieved September 6, 2011 from http://www.justice .gov/adr/workplace/pdf/learstyl.pdf



astute listener, nonjudgmental, capable of devel-

oping individualized and attainable client and/or 

family goals, and reflect back to the client and 

family their understanding of what has been 

heard (Miller, 2003). While collecting the rele-

vant client and family data, the HCP needs to be 

organized, perform the assessment in a timely 

manner, and be aware of readability of assess-

ment materials. In addition, the client with 

chronic illness often has associated limitations 

that affect the assessment (e.g., easily fatigued 

and diminished hearing and/or vision and/or 

comprehension).

INFLUENCES ON TEACHING 
AND LEARNING  

This section identifies a variety of factors that may 

influence the teaching–learning process; however, 

the list is not all inclusive as each individual with 

chronic illness is unique and their teaching–

learning may be influenced by other factors.

Family Structure and Function

Families can vary significantly in structure and 

function. The chronic illness of a family member 

can precipitate changes in the family structure 

and function, as do changes associated with mar-

riage, raising children, or death of a family mem-

ber. When a family has a member with a chronic 

illness, the family’s response to this change and 

its capability to adapt and make decisions can 

influence their receptiveness to education. When 

the client and family experience high anxiety, it 

can markedly interfere with their ability to 

receive and comprehend information, maintain 

normal patterns of family functioning, and use 

appropriate coping skills. Because culture and 

lifestyle affect the development of family norms 

and beliefs, differences in these client/family and 

educational event/program, its implementation, 

and evaluating outcomes. However, just as vital 

signs are obtained to determine the client’s physi-

ologic state, so too must certain essential informa-

tion be obtained in this initial assessment that will 

affect how the education is structured, delivered, 

and evaluated. Because it is assumed that the cli-

ent and family dealing with the chronic illness are 

equal partners with the HCP, the following are 

critical questions to ask the client and family:

• What information do you want provided? 

Recognize that the client and family may 

identify different needs. If so, make sure 

each of their needs is addressed.

• Are there any new skills that you want to 

learn or ones you want to review?

• What are your specific educational goals 

for the client and family? You may need to 

give an example (e.g., correctly identify 

signs/symptoms of hypoglycemic reactions; 

know what to do when an insulin reaction 

occurs and how to correctly give an insulin 

injection). The HCP must recognize that 

client and family goals can focus on knowl-

edge, attitude (i.e., self-efficacy), and/or 

skill acquisition.

• Of the goals identified, what is most impor-

tant? Once again, the client and family may 

differ markedly in specific goals and prior-

ities. Listen carefully to both of them.

• What do you perceive as factors that affect 

your ability to achieve these educational 

goals? How will barriers be overcome?

• Do you feel confident using the information 

provided to you? If not, how may I assist 

you in increasing your confidence and abil-

ity to use this information? 

When clients and family members are pro-

viding answers, the HCP must always be an 
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When educating clients and families, an impor-

tant initial step is becoming culturally sensitive. 

This refers to the process of becoming aware of 

one’s own biases and prejudices about another 

culture or ethnic group. Cultural competence, a 

higher level, denotes educational interventions 

reflecting knowledge, understanding, respect, and 

acceptance of the clients and/or family’s culture 

(Bastable,  2006).

For a successful educational encounter to 

occur, HCPs and clients and their families 

must bridge these cultural differences through 

the use of effective interpersonal communica-

tion. This establishment of common under-

standing between HCPs and clients and their 

families is facilitated by the HCP performing 

the following:

• Explore and respect the client’s/family’s 

beliefs, values, meaning of the chronic ill-

ness, preferences, and needs.

• Identify what will build rapport and trust. 

Potential sources of information to assist in 

this process are other colleagues, family 

members of the client, community groups, 

and reputable websites.

• Determine if there are any common views 

or interests.

• Identify own biases and assumptions.

• Maintain and convey an unconditional posi-

tive regard. Be an excellent listener, be open 

and nonjudgmental, and use consistent per-

ception checks to assess comprehension of 

what has been communicated.

• Become knowledgeable of the culture and 

health disparities/discrimination of the par-

ticular client/family’s culture. Review some 

of the websites listed at the end of this chap-

ter that provide a starting point for resources 

from reputable sources.

• Use interpreter services when needed. 

HCP factors can affect the dynamics of the edu-

cational process (Rankin, Stallings, & London, 

2005). Once these beliefs and values are identi-

fied, they can be addressed through individual-

ized teaching. It is imperative, therefore, that the 

family structure, function (i.e., roles, resources, 

strengths, and weaknesses), and norms be con-

sidered in the assessment and educational plan-

ning process.

According to the 2010 Joint Commission 

standards, the family is to be included in client 

teaching (e.g., fall-reduction strategies, report-

ing concerns related to care and safety). Because 

the client’s family may be large with varying 

functions, the HCP must determine the primary 

family member who should receive the relevant 

education. Just as in the case of the client, the 

HCP needs to assess the primary family care-

giver’s role, expectations, learning needs/goals, 

learning style, fears, concerns, cognitive and 

physical abilities, and present knowledge per-

taining to the client’s healthcare needs (Bastable, 

2006). Moreover, the client and the family 

member may need to receive similar informa-

tion, reinforcement, and feedback related to 

their knowledge and/or skill performance. In 

many instances, the family member is the single 

most important factor in determining the suc-

cess or failure of the teaching plan (Haggard, 

1989).

Culture

When working with clients and their families, 

culture can dramatically affect how educational 

activities are structured, delivered, and evaluated. 

The client and family’s culture comprise “an inte-

gral part of each person’s life and includes knowl-

edge, beliefs, values, morals, customs, traditions, 

communication patterns, and habits acquired by 

members of a society” (Bastable, 2006, p. 455). 



years, discovered that the subjects expressed 

fear. Subjects’ fears were related to side effects 

from their medication, fear of dependence, and 

worry about forgetting to take their medication 

correctly. Despite the fears identified, these sub-

jects perceived their medications to be lifesav-

ing, an important part of life, and recognized 

the necessity to take medication properly to pre-

vent the complications associated with hyper-

tension. In Hatcher and Wittemore’s study 

(2007), the subjects also experienced fear, but 

the stated reasons were distinctly different. This 

f inding emphasizes that not all African 

Americans experience situations in the same 

manner, and that individualized assessment and 

planning needs to occur without making 

assumptions and applying them to all members 

of that cultural group.

In an integrative review that focused on 

Hispanic adults and their beliefs about type II 

diabetes, Hatcher and Wittemore (2007) identi-

fied several valuable findings that should be 

considered when developing educational inter-

ventions for this population. After reviewing 15 

research studies, they identified that generally 

Hispanic adults’ understanding of the etiology 

of diabetes was an integration of biomedical 

causes (e.g., heredity) and traditional folk 

beliefs. With knowledge of the importance of 

heredity and folk beliefs in how Hispanics view 

diabetes, Hatcher and Wittemore (2007) recom-

mend this as a starting point to clarify miscon-

ceptions and develop individualized plans of 

teaching and care. Results from this synthesis of 

the research literature highlight the necessity of 

obtaining specific knowledge of how race and 

culture can affect the structure, implementation, 

and evaluation of educational outcomes.

Determination of the family’s sense of bur-

den, ability to cope, and the role of culture is 

another aspect of the client and family assessment 

Cultural differences make each client and 

family situation unique, but there are also essen-

tial considerations in communication, interac-

tions, and the ultimate delivery of any educational 

activity. Because culture has been linked to can-

cer-related beliefs and practices, Kreuter and 

associates (2003) examined the effects of culture 

on responses to cancer education materials. With 

a convenience sample of 1227 African American 

women, it was determined that responses to cul-

turally tailored materials were no different than 

to other materials, regardless of the women’s cul-

tural characteristics. However, for all types of 

educational materials, women with higher religi-

osity and racial pride paid more attention to the 

educational materials. In this study, it appeared 

that select cultural attributes (e.g., religiosity and 

racial pride) moderated responses to tailored 

health education materials.

A number of other contextual factors have 

been demonstrated to influence health-related 

attitudes and beliefs of the cancer information–

seeking behavior of African American men. For 

example, living in the South where the Tuskegee 

Syphilis Study took place has resulted in distrust 

of the healthcare delivery system among many 

African Americans (Freimuth et al., 2001; Green 

et al., 2000). In a study investigating factors pre-

dicting prostate cancer information seeking by 52 

African American men, it was discovered that the 

men increased their awareness by obtaining accu-

rate information regarding the disease, early 

detection and screening, and treatment. However, 

negative beliefs such as fear, distrust, and incon-

venience of the symptoms and treatment were 

identified. It was further revealed that peers, sib-

lings, and religious leaders had a significant 

influence on the study subjects’ behaviors.

Viswanathan and Lambert (2005), in a study 

with 20 adult African Americans with cardio-

vascular disease, ranging in age from 45 to 64 
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acknowledge the importance of educators being 

cognizant of contextual factors such as caregiver 

burden and age, and how these factors may affect 

other activities such as client and family teaching. 

Table 15-2 provides additional resources to facili-

tate cultural competence with diverse client and 

family populations.

Gender and Learning Styles

In addition to cultural background, gender and 

learning styles have a significant influence on 

the learner’s willingness and ability to respond 

that needs to be taken into consideration when 

planning individualized educational activities. 

Cain and Wicke (2000), in a study involving 138 

family caregivers of clients with chronic obstruc-

tive pulmonary disease (COPD), discovered that 

African American caregivers experienced less 

burden than their Caucasian counterparts. Similar 

levels of burden occurred in men compared with 

women and spouse caregivers compared with 

nonspouse caregivers. In addition, younger care-

givers indicated more burden than those age 55 

and older. Although these findings are not gener-

alizable beyond this study, the researchers 

Table 15-2 Cultural Competence Resources for Client–Family Education

Center for Human Diversity; provides consulting and training in cultural competence, diversity, and customer 
service: www.centerforhumandiversity.org

Joint Commission- Advancing effective communication, cultural competence, and patient-and-family-centered 
care: A roadmap for hospitals. Retrieved September 6, 2011, from http://www.jointcommission.org/
Advancing_Effective_Communication 

Kaiser’s monthly update on health disparities (2011). Retrieved September 9, 2011, from http://www.kff.org/
minorityhealth/report.cfm

Knowledge Path; electronic resource guide to racial and ethnic disparities in health that includes information 
on (and links to) websites, electronic and print publications, webcasts, and databases: www.mchlibrary.info/
KnowledgePaths/kp_race.html

National Center for Cultural Competence; increase the capacity of health and mental health programs to 
design, implement, and evaluate culturally and linguistically competent service delivery systems (there is also 
a Spanish version): www11.georgetown.edu/research/gucchd/nccc/

National Mental Health Information Center; U.S. Dept. of Health and Human Services Substance Abuse 
and Mental Health Services Administration (SAMHSA): http://promoteacceptance.samhsa.gov/topic/
SubstanceUseDisorders.organizations.aspx

Network for Multicultural Health Research on Health and Healthcare. Retrieved September 9, 2011, 
fromhttp://www.multiculturalhealthcare.net/

Offi ce of Minority Health: www.omhrc.gov/templates/browse.aspx?lvl=2&lvlID=15

Rural Assistance Center for Minority Health; U.S. Department of Health and Human Services Rural Initiative 
Center’s resource on issues of minority health in rural communities: www.raconline.org/info_guides/minority_
health/

Working Together to End Racial and Ethnic Disparities: One Physician at a Time; AMA toolkit designed to 
help physicians eliminate health care disparities: www.ama-assn.org/ama1/pub/upload/mm/433/health_
disp_kit.pdf



study involving 7 online courses and 168 stu-

dents (102 female and 66 male), there was a sig-

nificant relationship with regard to male students 

who favored an abstract conceptualization mode 

of learning and how many times they accessed 

the communication area of Blackboard, an online 

course management system. Female students, 

meanwhile, were more highly motivated to per-

form required class activities than male students. 

The researchers emphasize that faculty con-

structing online courses need to be aware of how 

discussions, chats, and groups are influenced by 

gender, while keeping in mind that postings may 

be intimidating to some female students. Garland 

and Martin (2005) further stress the need for 

additional studies that investigate the relationship 

between online learning, learning style, and gen-

der, but also the importance of considering 

to and apply educational content. Numerous 

studies have identified gender differences in the 

structure of the brain and how it functions (Gur 

et al., 1999; Luders et al., 2008; Witelson, 

Beresh, & Kigar, 2006). Table 15-3 provides an 

overview of basic gender differences that have 

been identif ied, but educators are strongly 

encouraged to individually determine the appli-

cability of these differences to a particular client 

and family population (Gurian & Ballew, 2003; 

Sax, 2005; Connell & Gunzelmann, 2004).

With the increased usage of online courses 

and Web-based educational materials, research is 

revealing that there is a variation in learning 

styles of online students and students in face-to-

face courses (Garland & Martin, 2005). More-

over, these researchers determined that gender is 

related to learning style and engagement. In their 

Table 15-3 Comparison of Brain-Based Learning Differences According to Gender

Males Females

Deductive and 
inductive reasoning

Are more inclined to use deductive 
thinking

 Prefer inductive thinking

Abstract and concrete 
reasoning

Gravitate to abstract arguments Perform better with concrete analysis

Language usage Write, read, and speak but usually less 
than females; in a group of males, 
one or two tend to dominate

Usually prefer writing, reading, and 
speaking more words than males

Logic and evidence Tend to ask for more evidence to 
support a claim

Tend to be better listeners, more secure 
in conversation, and require less control 
of discussion compared with males

Symbolism usage Respond to pictures with males; more 
dependent on pictures, diagrams, and 
graphs in their learning process

Respond to pictures, but not as 
dependent on pictures, diagrams, and 
graphs as males to learn

Source: Gurian, M., & Ballew, A. C. (2003). The boys and girls learn differently: Action guide for teachers. San Francisco: 
Jossey-Bass; Sax, L., Bryant, A., & Harper, C. (2005). The differential effects of student-faculty interaction on college outcomes 
for women and men. Journal of College Student Development, 46(6), 642–657; Connell, D. & Gunzelmann, B. (2004). 
The new gender gap: Why are so many boys fl oundering while so many girls are soaring? Retrieved August 24, 2011, from: 
http://www.teacher.scholastic.com/products/Instructor/Mar04_gendergap.htm
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interacting). With this information the HCP can 

then more effectively plan the teaching interven-

tions. Moreover, age, intelligence, motor skills, 

degree of impairment, anxiety, and past experi-

ences can significantly affect an individual’s abil-

ity to learn (Rankin et al., 2005). Along with the 

aforementioned factors, educational activities 

must be adapted to clients’ and families’ style of 

learning and preferences regarding what they 

need to learn.

Readiness to Learn, Self-Efficacy, 
and Readiness to Change

Once the learning needs of the client and family 

are identified, determination of their readiness 

to learn and self-efficacy are important next 

steps. Readiness to learn refers to the time when 

learners are receptive to learning, whereas self-

efficacy indicates that they have confidence in 

their capability of attaining a particular goal 

(Bastable, 2006). In order for learning to occur, 

clients and family members must be ready to 

learn and possess average to high self-efficacy.

Readiness to learn manifests in a variety of 

areas such as physical readiness, emotional read-

iness, experiential readiness, and knowledge 

readiness (Lichtenthal, 1990). More specifically, 

physical readiness can be affected by the client’s 

ability to perform the task, the task’s complexity, 

environmental conditions that keep the client’s 

attention and interest, the client’s health status, 

and gender (Lichtenthal, 1990; Bastable, 2006). 

Research supports that women are more recep-

tive to medical care and less likely to take risks 

associated with their health compared with men 

(Bertakis, Rahman, Helms, Callahan, & Robbins, 

2000). Emotional readiness to learn, on the other 

hand, has been demonstrated to be affected by 

anxiety level, strength of one’s support system, 

gender equity in building and designing online 

courses and educational programs.

In another study involving an online health-

education program, Women-to-Women (WTW), 

Cudney, Sullivan, Winters, Paul, and Orient 

(2005) were interested in determining issues and 

solutions in a sample of 50 middle-aged women 

with cancer, diabetes, multiple sclerosis, or 

rheumatoid arthritis who lived in rural commu-

nities. The problems identified included difficul-

ties carrying out self-management programs, 

negative fears/feelings, poor communication 

with HCPs, and disturbed relationships with 

family and friends. Self-identified solutions per-

tained to problem-solving techniques that were 

tailored to their rural lifestyle. Although most 

women indicated that their health promotion 

problems were not easily solvable, they contin-

ued to identify feasible ways to self-manage 

their chronic illnesses (e.g., small achievable 

goals, taking one day at a time, taking responsi-

bility for being informed, improving communi-

cation with HCPs, being proactive in family 

relationships, being able to say “no”). Results 

from this study affirm the importance of per-

forming research to expand the best available 

evidence to guide our practice.

Just as gender differences need to be asse-

ssed, many educators indicate that determination 

of the individual’s learning style is equally impor-

tant. The presumed method by which an individ-

ual learns best is defined as one’s learning style. 

The difficulty is that there are more than 80 learn-

ing style models and limited scientific evidence 

to support any of them (Coffield, Moseley, Hall, 

& Ecclestone, 2004; Stahl, 2002). Despite the 

controversy over the presence and quality of the 

evidence, it is still worthwhile to ask clients and 

families what approach to learning they prefer 

(e.g., spoken word, reading, writing, doing, or 



DiClemente, & Norcross, 1992; Prochaska & 

Velicer, 1997). The central organizing construct 

is Stages of Change, but the model also includes 

other variables (e.g., self-efficacy, processes of 

change, decisional balance, and temptation). 

TTM focuses on stage-focused interventions 

pertaining to the individual’s readiness to change 

an unhealthy behavior (e.g., smoking, limited 

exercise). Within TTM, there are five stages of 

readiness to change (i.e., pre-contemplation, 

contemplation, preparation, action, and mainte-

nance). Measurement instruments with demon-

strated reliability and validity can be obtained at 

the Cancer Prevention Research Center website 

(CPRC, 2008).

Developmental Stage

Chronologic age provides a basic indication of 

clients’ and family members’ projected physi-

cal, cognitive, and psychological state of devel-

opment. When planning a teaching–learning 

activity for a client and family member, consid-

eration of the clients’ or family members’ devel-

opmental stage is pivotal, along with past 

learning experiences, stress level, physical and 

emotional health, personal motivation, environ-

mental conditions, and available support sys-

tems (Bastable, 2006).

Within the literature, there are several prom-

inent developmental theorists who have shaped 

how HCPs view life stages (Erikson, 1968; 

Piaget, 1951, 1976). In contrast with childhood 

where learning is student centered, adult learning 

tends to be more problem centered, with the pri-

mary emphasis on how to apply new knowledge 

and skills to immediate problems (Bastable, 

2006). Adults tend to be more resistant to change, 

which is why establishing mutual goals and an 

action plan with HCPs markedly improves the 

motivation, state of mind, and developmental 

stage (Bastable, 2006). Previous positive as well 

as negative learning experiences can dramatically 

affect experiential readiness of clients and family 

members. Therefore, HCPs planning an educa-

tional activity should identify any previous learn-

ing successes and failures and prior ways of 

coping with similar situations, and understand 

the potential influence of culture and human 

motivation. Finally, readiness to learn new knowl-

edge can be influenced by what the client or fam-

ily member already knows, their cognitive ability, 

any learning disabilities, and general learning 

style (Bastable, 2006; Muijs & Reynolds, 2005; 

Rankin et al., 2005).

While assessing clients and family mem-

bers for readiness to learn, self-efficacy must 

also be determined. In the research literature, a 

strong sense of self-efficacy, confidence in one’s 

ability to achieve a behavior, has repeatedly been 

demonstrated to have significant positive influ-

ence on accomplishing a health-promoting 

behavior change in individuals with chronic ill-

ness (Coleman & Newton, 2005; Osborne, 

Wilson, Lorig, & McColl, 2007; Tung & Lee, 

2006).

Readiness to change is another increasingly 

familiar term applied to chronic illness and 

reducing unhealthy behaviors. Although readi-

ness to change has varied definitions, the best 

known emerges from the Transtheoretical Model 

of Change (TTM), which involves intentional 

decision making and was developed to promote 

effective interventions to facilitate positive 

behavioral change. TTM is a model that reflects 

an integration of constructs from other theories 

and describes how individuals modify problem 

behaviors such as smoking, limited exercise, and 

overeating to acquire a more positive behavior 

(Prochaska & DiClemente, 1983; Prochaska, 
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Table 15-4 Linking Developmental Stage with Learner Characteristics and Teaching 
Strategies 

Developmental 
Stage Learner Characteristics Recommended Teaching Strategies 

Young adulthood 
(18–39.9 years) 

Peak body function

Self-directive 

Independent in learning 

Making decisions about career, 
education, social roles 

Competency-based learner 

If has a chronic illness, tends to 
want to learn as much as possible 
to remain independent and lead 
as normal a life as possible

Immediate application 

Active participation 

Learning needs to be convenient, self-paced, and blend of 
visual and written 

Tend to like group interaction 

Organized materials and presentation 

Use past experiences as a resource for learning 

Provide practical answers to their problems 

Give opportunity for immediate application of teaching 

Seek credible/evidence-based information

Middle age (40–64.9 
years)

Well developed sense of self 

Usually at career peak 

Concerned about physical changes

Reexamines goals and values 

Confi dent in abilities 

Tends to want to reduce 
unsatisfying aspects in life 

May be experiencing midlife crises

Maintain independence and perhaps reestablish what 
constitutes normal life patterns 

Assess prior positive and negative learning experiences 

Identify potential stressors

Provide information that fi ts to life problems and/or 
concerns; use past experiences as a resource for learning 

Provide practical answers to their problems 

Give opportunity for immediate application of teaching

Older adult (65 years 
and older)

Cognitive changes 

Decreased ability to think 
abstractly 

Reduced short-term memory 

Increased reaction time 

Focus on past life experiences

Motor and sensory losses 

Auditory and visual changes 

Hearing loss especially with high-
pitched tones, consonants, and 
rapid speech 

Decreased peripheral vision 

Decreased risk taking

Use concrete examples 

Build on past experiences 

Make information relevant 

Allow time for processing and responses 

Use verbal interactions and coaching 

Encourage active involvement 

Keep explanations brief (20–40 minutes) 

Speak distinctly and slowly 

Minimize distractions while teaching 

Avoid shouting—if large group, microphone may be needed 

Use large font in handouts 

Avoid glares 

Provide a safe environment 

Keep teaching sessions short 

Provide rest periods 

Rooms where conducted should be neutral temperature 
(not too hot or cold)

Sources: Bastable, S. B. (2006). Essentials of patient education. Sudbury, MA: Jones and Bartlett; Mauk, K. L. (Ed.). (2006). Gerontological nurs-
ing: Competencies for care. Sudbury, MA: Jones and Bartlett; Rankin, S. H., Stallings, K. D., & London, F. (2005). Patient education in health and 
illness (5th ed.). Philadelphia: Lippincott.



provides a listing of recommended resources for 

HCPs to identify how to optimally structure and 

evaluate educational activities involving older 

adults.

Literacy

Health literacy or the ability to understand and 

apply information to care for one’s self is a chal-

lenge for approximately one in two adults in the 

United States, who cannot read above the 5th-

grade level (Nielson-Bohlman, Panzer, & 

Kindig, 2004; Mayer & Vallaire, 2007). Through-

out the entire healthcare delivery process, low 

literacy levels can affect the ability of clients and 

family members to read and comprehend health 

information (e.g., discharge instructions, labels 

on prescription bottles), which serves as an 

important prerequisite to compliance and overall 

successful client outcomes (Bastable, 2006; 

Lasater & Mehler, 1998; Nielson-Bohlman, 

Panzer, & Kindig, 2004). A variety of measure-

ment tools are available to HCPs to assess the 

readability of written educational materials as 

well as reading capability of clients and family 

members. Refer to Table 15-6 for a brief descrip-

tion of several tools that have proved useful.

System Factors That Influence the 
Teaching and Learning Process

To ensure an optimal client, family, and HCP 

educational situation, certain elements need to 

be in place. System factors that can significantly 

contribute to positive educational outcomes 

include (Edwardson, 2007; Nobel, 2006; Rankin 

et al., 2005):

• Preparation of the HCP in terms of knowl-

edge of the educational content and teach-

ing capabilities

achievement of educational outcomes (Miller, 

2003; Rankin, Stallings, & London, 2005).

Table 15-4 provides a brief overview of the 

developmental stages of adults, the major attri-

butes of the learner, and the most applicable 

teaching strategies. A common misconception is 

that older adults cannot learn. When older adults 

are provided information at a slower rate, mate-

rial being taught is relevant, and positive feed-

back is received, they are very capable of learning 

new knowledge and skills (Bastable, 2006; Mauk, 

2010). Because depression, grief, and loneliness 

are not restricted to older adults, these factors can 

markedly affect any client or family members’ 

ability to concentrate on content being presented. 

HCPs, moreover, must be continually aware of 

other potential cognitive as well as physical limi-

tations (i.e., pain, fatigue, diminished vision, 

reduced hearing) that can affect the ability of cli-

ents and family members to learn. Table 15-5 

Table 15-5 Helpful Resources to 
Facilitate Teaching and Learning of 
Older Adults

Organization Website

American Society on Aging www.asaging.org

Association for 
Gerontology in Higher 
Education

www.aghe.org

The John A. Hartford 
Foundation Institute for 
Geriatric Nursing

www.hartfordign.org

National Center for 
Education Statistics

www.nces.ed.gov

National Institute on Aging www.nia.nih.gov

National Council on Aging www.ncoa.org

Osher Lifelong Learning 
Institute

www.olli.gmu.edu
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Table 15-6 Tools to Assess Readability of Educational Materials and Individuals' 
Reading Comprehension

Measurement Tools to Assess Readability 
of Educational Materials

Measurement Tools to Assess an Individual’s 
Reading Comprehension

Flesch Formula Wide Range Achievement Test (WRAT)

In use more than 70 years to assess news 
reports, adult educational materials, and 
government publications. Based on a count 
of two basic language components: average 
sentence length in words and average word 
length measured in syllables per word of 
selected samples of text (Flesch, 1948; Spadero, 
1983). Helpful Web source to assist with these 
calculations is: 

http://www.readabilityformulas.com/fl esch-
reading-ease-readability-formula.php and www.
csun.edu/~vcecn006/read1.html

WRAT is a word-recognition screening test that typically 
takes about 5 minutes to complete. It assesses the 
client’s ability to recognize and pronounce a list of words 
out of context to determine reading skills. It has two 
levels of testing: Level 1 is for children 5–12 years; Level 
2 is for individuals older than 12 years of age (Doak, 
Doak, & Root, 1996). Helpful Web source is:

http://www4.parinc.com/Products/Product
.aspx?ProductID=WRAT4

Rapid Estimate of Adult Literacy in Medicine (REALM) 

The REALM tests the client’s ability to read medical 
and health-related vocabulary (advantage over the 
WRAT), takes less time, and has easy scoring (Duffy & 
Synder, 1999). Although the test has validity, it offers 
less precision and reliability than other word tests 
(Hayes, 2000). Sixty-six medical and health-related 
words are placed in three columns ranging from short 
and easy to more diffi cult. Clients are to begin reading 
the words from the top and go down. The total number 
of correctly pronounced words is the raw score that is 
then converted to a grade range (Doak et al., 1996). 
Helpful Web source is: 

Faculty-Development/MediaLibraries/Faculty-
Development/Media/PDF/The-REALM-Test-
(Hazen-3-07-07).pdf

Test of Functional Health Literacy in Adults (TOFHL) 

TOFHL is a newer measurement tool to assess clients’ 
literacy skills and actually uses hospital materials (i.e., 
appointment slips, informed consent documents, and 
prescription labels). The test consists of two parts: 
reading comprehension and numeracy (Bastable, 
2006). It has demonstrated validity and reliability, takes 
approximately 20 minutes to administer, and has an 
English and Spanish version (Quirk, 2000). Helpful Web 
source is: 

http://education.gsu.edu/csal/TOFHLA.htm

Fog Formula 

Assesses the reading level of materials from 4th 
grade to college level. One of the easier tools to 
use with the calculation based on the average 
sentence length and percentage of multisyllabic 
words based on a sample of 100 words 
(Bastable, 2006; Spadero, 1983). Helpful Web 
sources are: 

http://www.readabilityformulas.com/gunning-fog-
readability-formula.php

www.thelearningweb.net/fogindex.html 

SMOG Formula 

This formula has been used primarily to evaluate 
the grade-level readability of patient educational 
materials (PEMs) and can measure reading 
level with as little content as 10 sentences. This 
formula determines readability from grades 4 
to college level, and is based on number of 
multisyllable words (3 or more) within a set 
number of sentences (McLaughlin, 1969). 
Helpful Web source is:

http://www.readabilityformulas.com/smog-
readability-formula.php



on common words that are easily recognized 

by most individuals.

• Put the most important information first 

and limit focus on what the client and fam-

ily member need to know.

• Clearly and simply define technical words 

or ones that are unfamiliar (e.g., fasting 

blood glucose, hypertension), or replace 

with simpler words (high blood pressure 

for hypertension).

• Remember that those with low literacy 

skills may require more time to read and 

absorb the materials. 

• Visual presentation (a picture is worth a 

thousand words) can be especially helpful 

to someone with low literacy skills. 

• Avoid abbreviations (e.g., MI, FBS, I, and 

O).

• Use consistent words throughout the pre-

sentation (e.g., don’t switch from “diet” to 

“menu” to “dietary prescription”).

• Organize information into “chunks” that 

facilitate recall. Use numbers only when 

necessary and realize that statistics are usu-

ally confusing and meaningless for the low-

literate client and family member.

• Keep the number of items in a list at no 

more than seven.

• Keep teaching sessions short and prefera-

bly no longer than 10–15 minutes.

• Use the teach-back method with clients to 

ensure that they understand their care rou-

tine and warning signs if there is a problem 

(i.e., signs of a wound infection or urinary 

tract infection, signs of a stroke or heart 

attack—not myocardial infarction). Never 

ask, “Do you understand?” Ask the patient 

to explain the processes or state the signs of 

an infection, stroke, or heart attack. These 

perception checks are an important part of 

• Cultural competence and knowledge 

related to all of the other factors that help to 

personalize the educational approach (i.e., 

age, developmental stage, and cognitive 

and physical status related to the chronic 

illness)

• Required resources for effective teaching 

(e.g., equipment/technology, materials—

booklets, figures).

• Time limitations that permit updating 

teaching plans, evaluation tools, and devel-

oping/updating educational protocols

• Coordinating educational activities that are 

consistent with discharge plans and other 

important client and family information 

that needs to be communicated

• Succinct and timely documentation of 

what was taught, when, and the outcome, 

so others can build on and reinforce prior 

teaching

• If client and family education is not valued 

by the system and rewards are not given for 

educational excellence and positive out-

comes

• If there is inadequate record-keeping and 

reimbursement policies that reimburse fully 

for direct, hands-on illness interventions, 

but poorly for client/family education and 

interventions via telephone and computer 

The following strategies (Mayer & Vallaire, 

2007; Bastable, 2006; Petty, 2006; Falvo, 2011) 

may serve as a starting point when assessing and 

educating clients and families with low literacy:

• Materials should not be above 5th-grade 

level and should be culturally appropriate.

• Keep sentences short and limited to 20 

words or fewer if possible.

• Speak and write using short words with only 

one or two syllables whenever possible. Rely 
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to manage their symptoms, and frequently felt 

pressure to manage “well” and have a “normal 

life” for both their families and HCPs.

Despite the limited strong evidence to sup-

port all aspects of HCPs’ educational interven-

tions, the research continues to expand as do the 

meta-analyses and systematic reviews that syn-

thesize the evidence and identify additional 

areas to be explored. In order to more compre-

hensively document the specific contribution of 

nursing to the education and self-care of clients 

with chronic illness, Edwardson (2007) recom-

mends two focus areas for research. The first is 

to measure the outcomes of client and family 

education and have this information included in 

both the clinical and administrative databases. 

Whenever possible, the client and family educa-

tional process and outcomes should be separated 

according to type of education, objectives, tim-

ing, dose (i.e., strategies, length), and so forth. In 

addition, systematic reviews and meta-analysis 

suggest that inpatient education followed by 

some form of post-discharge intervention may 

be the most promising approach to reduce hos-

pitalizations (Gonseth, Castillion, Banegas, & 

Artalejo, 2004). However, for this care system to 

succeed, databases from ambulatory care, acute 

care, and after-care services need to be linked to 

monitor symptoms, monitor adherence to treat-

ment prescription, and to modify treatment 

plans as needed (Edwardson, 2007).

EDUCATIONAL INTERVENTIONS 
FOR THE CLIENT AND FAMILY  

As indicated in previous sections of this chapter, 

there are multiple factors to be carefully assessed 

and considered in the development of an educa-

tional plan for clients with chronic illness and 

their families. Because of the variance in how 

the teaching–learning process and enable 

the HCP to assess whether learning is 

occurring as planned. Plus, these percep-

tion checks allow the HCP to redirect their 

activities if the client and/or family educa-

tional outcomes are not being achieved as 

planned. 

• Have your written materials reviewed by a 

literacy expert to determine the grade read-

ing level. Also, ask the client and family 

member a question to determine their spe-

cific ability to read and comprehend what is 

described. In addition, do not assume that 

the teaching materials address all of the cli-

ent and/or family concerns. Ask if there is 

something missing or whether they have 

questions about anything that is not included 

in the materials provided. Remember too 

that blending written materials combined 

with auditory interactions enhances learn-

ing and retention of information. 

• Present information one step at a time to 

pace instruction and allow clients and fam-

ily members to understand each step and 

ask questions before moving on to the next 

step. 

In conjunction with the system challenges 

just identified, HCPs must also consider other 

diverse attributes (i.e., age, gender, culture, 

developmental stage, literacy, and functional 

status) that make each client and family educa-

tional encounter unique. In addition, what is the 

best available evidence that will help shape 

these interventions? Townsend, Bruce, Hooten 

and Rome (2006) also assert that HCPs do not 

always recognize the tensions and ambiguities 

permeating clients’ experiences, particularly 

those who have multiple chronic illnesses. 

Results of this research revealed that clients 

with chronic illness utilize multiple techniques 



Teaching Strategies

Knowing how to use varied teaching strategies 

to achieve educational objectives can make cli-

ent and family education more interesting, chal-

lenging, and effective for HCPs and learners 

(Rankin et al., 2005). A general overview of 

common teaching strategies and their predomi-

nant characteristics is presented in Table 15-7. 
For the client with chronic illness, the research 

strongly supports that combining multiple teach-

ing methods during several educational sessions 

consistently produces more positive client out-

comes than single teaching methods and events 

(Bastable, 2006; Beranova & Sykes, 2007; 

Edwardson, 2007; The Joanna Briggs Institute, 

2006). However, the HCP must also remain cog-

nizant of the system factors contributing to the 

success and/or failure of the teaching and learn-

ing process.

A pivotal aspect of any client and family 

teaching event is preparing measurable objec-

tives that can be achieved in the timeframe spec-

ified. For example, the client with diabetes may 

need to learn the signs and symptoms of a hypo-

glycemic reaction. An appropriate measurable 

objective could be “Ms. Jones will state four 

signs/symptoms of a hypoglycemic reaction by 

the end of this 12-hour shift.”

Increasingly, more clients with chronic ill-

ness and their family members are receiving edu-

cation regarding disease management from 

Web-based sources, with the young to middle 

aged being the biggest consumers (Beranova & 

Sykes, 2007; Lee, Yeh, Liu, & Chen, 2007). Res-

earch from a new survey published by the Pew 

Research Center’s Internet and American Life 

Project and the California Healthcare Foundation 

(2011) found that 80% of Internet users look 

online for health information, making it the third 

most popular online pursuit following email and 

these elements manifest, the mutually estab-

lished goals by the client, family, and HCP; 

associated interventions; and outcomes will 

need to be uniquely planned, implemented, and 

evaluated. In most instances, nurses will be the 

principal HCP who participates in this ongoing 

educational process and provides the continuity 

of care for clients with chronic illness and their 

families.

Development of the Teaching Plan

The teaching plan provides the overall blueprint 

or outline for instruction that clearly defines the 

relationship among the behavioral objectives, 

instructional content, teaching strategies, time-

frame for teaching, and methods of evaluation 

(Bastable, 2006). All aspects work together to 

achieve a predetermined goal that should be 

mutually agreed upon by the client and family 

and HCP. The domains of learning that are to be 

accomplished divide into one of three domains: 

cognitive (knowledge), psychomotor (physical 

activities), and affective (attitudes or emotions). 

When constructing teaching plans to address 

these learning domains for specific chronic ill-

nesses, HCPs should also refer to published 

practice standards such as those from the Agency 

for Healthcare Research and Quality (AHRQ), 

specialty nursing groups, and the American 

Heart Association, which present evidence-

based guidelines. The specific teaching plan 

includes the following aspects: purpose of the 

teaching plan; goal(s), broad statement of what 

is to be achieved; objective(s) that need to be 

specific and measurable; content covered to 

achieve each objective; teaching strategies; time 

required; and evaluation methods to determine if 

the learning has occurred. Key aspects of the 

teaching plan are described, followed by a spe-

cific example. 
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this and assist clients and their families when 

they experience anger, discouragement, or 

depression associated with achievement not pro-

gressing as anticipated. In addition, research 

supports that retention of learning is enhanced 

when there are opportunities to see, hear, 

observe demonstrations, discuss, and practice as 

well as teach others (Bastable, 2006; Muijs & 

Reynolds, 2005; Petty, 2006).

Evaluation

Evaluation of educational outcomes is a critical 

step in the teaching and learning process. It 

encompasses a systematic and continuous activ-

ity that involves collecting and using information 

to determine whether the educational objectives 

have been achieved. This outcome evaluation is 

labeled summative evaluation, but there can also 

be formative evaluation. Formative evaluation 

occurs during the actual teaching process when 

the implementation is still in process. Formative 

evaluation permits the HCP to adjust or change 

aspects of the implementation process that may 

improve the quality or delivery of the educational 

program or session. For instance, the HCP may 

decide to use a Web-based program and face-to-

face demonstration of a task to clients and their 

families. On the basis of immediate negative 

feedback received regarding a client’s unfamil-

iarity with computers and reluctance to use such 

a program, the HCP may decide to replace the 

Web-based education with a small group discus-

sion involving the client and his family.

When performing any type of evaluation, it 

is also important to identify what outcome is 

being measured, how and when the data will be 

collected, and then how it will be interpreted. For 

example, assume the HCP and client have estab-

lished the following outcome objective: “Client 

will state three signs/symptoms of hypoglycemia 

using a search engine (Fox, 2011). For clients 

with chronic illness, the use of the Internet pro-

vides a means to encourage behavior change 

necessitating knowledge sharing, education, and 

greater understanding of their condition. Results 

of a meta-analysis comparing Web-based and 

non–Web-based education of chronically ill 

adults (mean age 41.2 years) from 1996 to 2003 

revealed that there was substantial evidence that 

Web-based interventions improved behavioral 

change outcomes (Wantland, Portillo, Holzemer, 

& Slaughter, 2004). The specific positive out-

comes identified were increased knowledge of 

nutritional status, increased knowledge of asthma 

treatment, increased exercise time, slower health 

decline, and 18-month weight-loss maintenance. 

Web-based interventions that were relevant and 

individually tailored had more and longer web-

site visits. Wantland and associates further dis-

covered that sites with chat rooms increased 

social support scores of the users. They caution, 

however, that the long-term effects on individual 

persistence with the chosen therapies and the cost 

effectiveness of the Web-based therapies and 

hardware and software development demand 

ongoing evaluation.

Learning Curve

Whenever a learner is acquiring knowledge, an 

attitudinal change, or motor skill, there is a 

learning curve (Bastable, 2006). Typically indi-

vidual learning curves are irregular, with fluctu-

ations attributed to changes in the learner such 

as attention, energy, ability, or situational factors 

(Gage & Berliner, 1998). In the case of clients 

with chronic illness, learning to walk again fol-

lowing a stroke may take time and create frustra-

tion, as expectations do not match physical 

capability. Because learning may not always 

occur in a linear fashion, HCPs must recognize 
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Table 15-8 Sample Teaching Plan

Objectives Content (topics)
Time 
Frame Teaching Strategy

Evaluation 
Method

The client will be 
able to:
1. Distinguish 

the signs and 
symptoms of 
hypoglycemia 
from 
hyperglycemia.

*Cognitive domain 
of learning

a. Defi nition of 
hypoglycemia 
compared to 
hyperglycemia

b. Signs of 
hypoglycemia

c. Signs of 
hyperglycemia

d. Actions to take 
when each are 
present

5 minutes One-to-one teaching 
presentation

Visual materials: poster 
listing signs and symptoms 
of hypoglycemia and 
hyperglycemia, booklet to 
keep

If client has diffi culty getting 
the content correct, repeat 
teaching as well as discuss 
other strategies that may 
facilitate retention of the 
information.

Use several 
vignettes and 
then ask client 
to identify signs 
and symptoms 
of each from 
a list. Need 
100% correct 
response.

Ask immediate 
action when 
each is present. 
Must get all 
correct.

2. Demonstrate 
ability to 
correctly 
perform a 
fi nger stick 
and reading of 
glucose level.

*Psychomotor 
domain of learning

a. Purpose of 
client glucose 
self-monitoring

b. Key aspects 
in the correct 
performance 
of a fi nger stick 
and accurate 
reading of the 
results

20 
minutes

One-to-one teaching 
presentation

Provide a demonstration of 
the correct technique

Then have client perform 
the fi nger stick and 
interpretation of results

Nurse provides feedback, 
reinforcement of behaviors, 
and may have client do this 
again if needed.

May have online or hospital 
TV channel available so that 
client can review this again

Client correctly 
performs the 
fi nger stick 
and glucose 
interpretation

Have a video 
of incorrect 
performance 
of this skill or 
nurse incorrectly 
do and client 
identify incorrect 
elements 
performed

3. Verbalize 
confi dence 
in performing 
key elements 
in glucose 
monitoring.

*Affective domain 
of learning

Importance of 
daily monitoring 
of blood glucose 
in the continued 
management of 
diabetes

Accountability and 
self-monitoring 
associated with a 
chronic disease

2 minutes One-to-one teaching and 
blend brief discussion, 
reinforcement, and 
feedback

Have rate on a 
scale of 0 = no 
confi dence to 
10 = complete 
confi dence 
in performing 
daily glucose 
monitoring



information needs to be documented. Data from 

the evaluation process, especially as it applies to 

the teaching and learning process for the client 

and family, can be extremely valuable as the 

chronic illness progresses and additional knowl-

edge, attitudinal, and psychomotor skills need to 

be developed.

Example of a Teaching Plan

This teaching plan was developed in accordance 

with the following case situation (see Table 15-8): 

You have a newly diagnosed client with diabetes 

who is going to be discharged in the next 48 

hours. The client is a 24-year-old Caucasian male 

who is single and lives alone. He is currently 

working as a cashier at a grocery store, but wants 

to go to college. He also tells you that his parents 

live about 2 hours away and are concerned about 

him, but they work full-time and called once 

by the end of a 12-hour shift.” Determination of 

achievement for this objective is straightforward. 

Yet, sometimes barriers occur that hinder the 

evaluation process. Several barriers that can be 

particularly problematic are: lack of clarity 

regarding what is being evaluated, lack of ability 

to perform the evaluation, and, finally, fear of 

punishment or low self-esteem (Bastable, 2006). 

With regard to lack of ability, the HCP may not 

know how to construct a short test to determine if 

the client and family have a basic understanding 

of diabetes or feel comfortable orally quizzing 

them to assess their learning. In other situations, 

clients may be too ill to learn the information, 

how to perform a new task, or respond as they 

anticipate the HCP wants them to.

In many settings, practice guidelines or pro-

tocols identify how formative and summative 

evaluations are to be conducted and what 

Table 15-8 Sample Teaching Plan (Continued)

Objectives Content (topics)
Time 
Frame Teaching Strategy

Evaluation 
Method

4. State purpose, 
dose, time to 
take, and side 
effects of single 
medications 
prescribed at 
discharge.

*Cognitive domain 
of learning

During the second 
interaction when 
this fourth objective 
is the focus, 
assess the client’s 
retention of the 
correct information 
associated with 
objectives 1–3.

Medication 
prescribed—
including purpose, 
dose, time 
to take, side 
effects, and other 
considerations

10 minutes One-to-one teaching, 
poster, or other written 
materials to provide 
a blend of visual and 
auditory information is 
advisable

Determine if the client 
has any questions since 
receiving instruction 
pertaining to objectives 
1–3

Orally and/or 
on paper list the 
medication’s 
purpose, dose, 
time to take, 
prominent side 
effects, and other 
considerations

Assess 
knowledge, 
actions, and 
attitudes 
pertaining to 
objectives 1–3 
with the same 
evaluation 
standard as 
in the fi rst 
encounter
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developmental stage, literacy, socioeconomic sta-

tus, resources, and learning capability. In addition, 

as HCPs partner with clients and their families dur-

ing this educational process, it is critical that the 

HCPs assess their educational objectives and redi-

rect their actions when needed. Because well over 

50% of the U.S. population has at least one chronic 

illness, the teaching and learning process is para-

mount to attaining greater quality of life and adapt-

ing to the frequently dynamic nature of most 

chronic diseases.

Another central ingredient that is sometimes 

overlooked is the mutual goal setting that occurs 

among the client, family, and HCP. Working 

together, clients are much more inclined to achieve 

the planned educational objectives whether tar-

geted at knowledge, attitudes, and/or behaviors 

pertaining to the chronic health problem. 

while he was in the hospital. Given that you are 

his primary care nurse, you need to make sure 

that these four objectives are accomplished.

The specific approach to this client will 

consider such elements as gender, culture, learn-

ing curve, importance of feedback, and rein-

forcement, as were already described. Given the 

content and objectives of this specific teaching 

plan, it is recommended that not all of this teach-

ing occur at the same time. The teaching plan 

pertaining to the first three objectives could be 

performed, and then teaching of the fourth objec-

tive occurs later in the day. During this second 

educational session, review the key points associ-

ated with the first teaching episode. Furthermore, 

make sure that each teaching session is not inter-

rupted and that there is adequate time to permit 

questions from the client and family, who should 

also be present if at all possible.

SUMMARY AND CONCLUSIONS  

Education serves as an essential vehicle to pro-

vide the client and family with the knowledge, 

skills, and confidence to address the many fac-

ets associated with living with a chronic illness. 

Although numerous factors contribute to the 

success or failure of this educational process, 

HCPs and nurses in particular play a fundamen-

tal role as part of their scope of practice and 

other national standards such as Healthy People 

2020 and Joint Commission benchmarks.

Research evidence continues to expand and 

guides the assessment of all learners, teaching plan 

development, and ultimate educational outcomes. 

Teaching and learning is a complex process and 

requires consideration of many elements such as 

family structure and function, culture, gender, learn-

ing styles, readiness to learn/change, self-efficacy, 

EVIDENCE-BASED PRACTICE BOXEVIDENCE-BASED PRACTICE BOX

Purpose and background: Client 

education is an important intervention in 

the management of heart disease. This arti-

cle is a systematic review of the literature 

that examined the educational interven-

tions implemented for clients with heart 

failure that assessed their related outcomes. 

Methods: Randomized control trials 

from 1998–2008 in CINAHL, MEDLINE, 

EMBASE, PsychINFO, and the Cochrane 

Library were reviewed with the search 

terms: patient education, educational 

intervention, self-care in combination 

with heart failure. Two reviewers inde-

pendently examined 1515 abstracts.



Results:  A total of 2686 patients in 

19 studies met the inclusion criteria for 

this literature review. The initial interven-

tion for all reported studies was typically 

a one-to-one educational intervention. 

Seven of these studies had a theoretical 

framework for their educational interven-

tion. Of the studies reviewed, 15 revealed 

that the educational intervention had a 

significant positive outcome on at least 

one of the desired outcomes. 

Conclusions: Even though there 

were improvements in educational out-

comes, the study samples varied consid-

erably. As a result, it was difficult in this 

systematic review to determine the most 

effective educational strategy because of 

the variance in delivery methods, dura-

tion of the interventions, and the out-

comes evaluated. A client-centered 

approach to education based on an educa-

tional theory and evaluated consistently 

with that framework is recommended. 

Source: Boyde, M., Turner, D., Thomp-

son, D. R., & Stewart, S. (2010). Educa-

tional interventions for patients with heart 

failure: A systematic review of random-

ized controlled trials. Journal of Cardio-

vascular Nursing, 26(4), E27–E35.

What are the pros and cons of three teach-

ing strategies that can be used to edu-

cate an individual with a chronic 

illness?

What is the difference between pedagogy 

and andragogy and what affect does it 

have on your approach to teaching? 

What are major factors that should be 

considered when planning an educa-

tional session for a client with chronic 

illness?

How may the approach of an educational 

intervention differ if the client is a male 

compared to a female?

How may cultural and ethnic/race differ-

ences specifically affect how you struc-

ture and evaluate the outcomes of a 

specific educational intervention?

How would you specifically assess the lit-

eracy of a client and his/her family? 

What is the difference between a forma-

tive and summative evaluation?

Describe how Healthy People 2020 and/or 

Joint Commission standards affect the 

importance of educational interventions 

in your practice. 

Study Questions (Cont.)

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.

 What level of evidence provides the great-

est confidence in the applicability of 

research findings to practice?

STUDY QUESTIONS
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PART III

Impact of the Healthcare 
Professional





Societal influences and individual lifestyle 

choices have negatively influenced health. In 

two important research articles describing the 

actual causes of death (nongenetic), smoking 

has remained the leading cause of death in the 

United States since 1990 ( McGinnis & Foege, 

1993; Mokdad, Marks, Stroup, & Gerberding, 

2004). Poor diet, physical inactivity, alcohol 

consumption, microbial agents, toxic agents, 

motor vehicle crashes, incidents involving fire-

arms, sexual behaviors, and illicit use of drugs 

follow smoking as actual causes of death.  

Cigarette smoking remains the nation’s leading 

cause of death with almost 450,000 deaths in the 

United States each year attributed to this cause 

(CDC, 2009). Smoking causes deaths from lung 

and other cancers, chronic lung disease, heart 

disease, and stroke. Exposure to secondhand 

smoke causes premature death and disease in 

others who do not smoke themselves. Other 

smokeless tobacco use also causes cancer and 

other conditions. 

Following closely behind tobacco use as a 

major health risk is obesity.  The prevalence of 

obesity among adults shows upward trends and 

there have been increases in overweight children 

(CDC, 2009).  One of every three adults and 

almost one in five children are obese (CDC, 

2010).  As researchers study the condition, long-

term obesity has been associated with avoidable 

INTRODUCTION  

Health-promoting behaviors strongly influence 

whether one prematurely succumbs to disease or 

whether one postpones and possibly avoids many 

major diseases. Yet, health promotion is often 

viewed as insignificant as healthcare systems 

scramble to treat heart disease, cancer, and other 

diseases that are often in advanced stages.  Only 

recently has national attention been directed 

toward understanding the underlying cause of 

disease and how health promotion may have 

changed the course of the disease. The once 

believed single causation theory of morbidity 

has now been largely replaced by multifactorial 

causation theories and chronicity of conditions. 

Improved recognition and management of dis-

ease processes, better sanitation, immunizations, 

and other health measures have increased the 

longevity of Americans. The life expectancy in 

the early 1900s was the late 40s; it has now 

increased to the upper 70s for both genders. 

Diseases that once brought sudden death have 

been surpassed by chronic disease. Americans 

are living longer but not necessarily healthier. 

Seven out of 10 deaths among Americans each 

year are from chronic diseases and one out of 

two Americans has at least one chronic illness 

(Centers for Disease Control and Prevention 

[CDC], 2010). 

Health Promotion
Alicia Huckstadt
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Health promotion for individuals with 

chronic or disabling conditions is commonly 

defined as efforts to create healthy lifestyles and 

a healthy environment to prevent secondary 

conditions, such as teaching people how to 

address their healthcare needs and increasing 

opportunities to participate in usual life activi-

ties. These secondary conditions can be the 

medical, social, emotional, mental, family, or 

community problems that an individual with a 

chronic or disabling condition likely experi-

ences. Environmental factors that encompass 

healthy living include the policies, systems, 

social contexts, and physical surroundings that 

facilitate a person’s participation in activities, 

including work, school, leisure, and community 

events (Healthy People 2020).

Health-promoting activities can be imple-

mented at the public level or the personal level, 

and involve passive or active strategies (Greiner 

& Edelman, 2010). Passive strategies, such as 

those used in food industry sanitation, decrease 

infectious agents in foods and improve public 

health. National, state, and local public and pri-

vate agencies are given the responsibility to pro-

vide passive strategies to promote health for 

their constituents. Active strategies, such as 

engaging in better personal nutrition or activity 

regimens, are dependent on the individual and/or 

family becoming involved (Edelman & Mandle, 

2006). Although both strategies are essential, 

this chapter focuses primarily on active strate-

gies for individuals with chronic illness and their 

families.

Health promotion applies to all individuals 

regardless of age or disability. The goal of health 

promotion is to increase the involved person’s 

control over their health and to improve it. 

Leddy (2006) adds that health promotion is 

hospitalizations and substantial risk for health 

complications (Schafer & Ferraro, 2007). 

Obesity is associated with increased risk of dia-

betes, stroke, heart disease, some cancers, hyper-

tension, osteoarthritis, gallbladder disease, and 

disability (CDC, 2009). 

The CDC (2010) has maintained that four 

modifiable health-risk behaviors—smoking, 

poor diet, physical inactivity, and excessive 

alcohol consumption—are the major underlying 

causes of much of the illness, suffering, and 

early death related to chronic illness. These fac-

tors and the other modifiable behavioral risk 

factors listed previously are believed to be the 

genesis of heart disease, malignant neoplasm, 

cerebrovascular disease, diabetes mellitus, and 

other chronic diseases. One half of all deaths in 

the United States could be attributed to a limited 

number of largely preventable health behaviors 

and exposures (Mokdad et al., 2004). The U.S. 

spends more on health care than any other 

nation, yet the average life expectancy is far 

below many other developed countries that 

spend less on health care each year (CDC, 

2009). The escalating healthcare costs, disease, 

and deaths associated with these factors make 

health promotion essential for all.

Defining Health Promotion in 
Chronic Illness

Health promotion is a multidimensional concept 

and focuses on maintaining or improving the 

health of individuals, families, and communi-

ties. Minimizing preventable health risk factors 

such as tobacco use, inadequate diets, and phys-

ical inactivity would substantially decrease the 

development and severity of many chronic dis-

eases and conditions (Cory et al., 2010). 



study exploring health and health promotion of 

13 sample participants with chronic illness, “a 

dynamically changing and evolving endeavor 

that encompassed four components: fighting and 

struggling, resigning oneself, creatively balanc-

ing resources, and accepting” (p. 5).

Undoubtedly, chronic illness presents 

numerous challenges to health promotion. The 

potential for these activities and overall health 

remains largely untapped in many individuals 

with chronic illness. Creating new ways of 

accomplishing health promotion often remains 

an unfilled goal for nurses and their clients with 

chronic illness. Efforts must go beyond the indi-

vidual’s chronic illness and limitations to include 

holistic health that focuses on personal goals, 

evidence-based care tailored to the person, and a 

willingness to adjust the plan as needed. Deter-

mining individuals’ perceptions of their condi-

tion, their aspirations, and their available 

resources, and supporting their efforts to achieve 

health promotion is an ongoing process. Leddy 

(2006) emphasizes that health promotion devel-

ops the individual strengths and environmental 

resources to find solutions rather than focusing 

solely on illness repair. Chronicity presents chal-

lenges to all those involved and can take prece-

dence over other health considerations.

Nurses are ideally suited to promote the 

health of all individuals and their families. The 

holistic, caring perspective held by nurses pro-

vides opportunities to promote strengths at a 

time when others may perceive only threats to 

health. The consequences of failure to promote 

health are devastating. Additional morbidity, 

deaths, and financial strain for individuals, fami-

lies, and society weigh heavy on the healthcare 

system. The rising healthcare costs and an aging 

population compound the problem. Sustained 

mobilizing strengths to enhance health, well-

ness, and well-being.

Health promotion in chronic illness involves 

individual behavioral change for positive life-

style activities, accepting one’s condition and 

making the necessary adjustments, decreasing 

the risk of secondary disabilities and preventing 

further disease, and striving for optimal health. 

Behavioral change becomes possible when envi-

ronmental and political policies support the 

resources (Aro & Absetz, 2009).

Health promotion in chronic illness is im-

portant in maintaining and enhancing the func-

tion of the individual. It is also critical to prevent 

recurrence of some conditions. Often families 

direct their energies toward the illness rather 

than health. The illness and its cascade of effects 

alter family dynamics, usual roles, and patterns 

of life (Heinzer, 1998). Managing medicines, 

conserving physical and mental energy, keeping 

appointments with healthcare professionals, 

adjusting finances, and learning new resources 

will likely require substantial effort. These new 

stressors often overtax the individual, and activi-

ties to maintain a healthy lifestyle are often 

ignored. Preventive health screening for other 

conditions may be forgotten by the client and 

healthcare professional. Yet, health-promoting 

behaviors are crucial in the management of 

chronic conditions and are often the essential 

aspect in successful management. Individuals 

with chronic illness may develop comorbidities 

that could be avoided or minimized with early 

detection. Disease-specif ic preventive care 

needs and related physical, social, emotional, 

and spiritual well-being encompass health pro-

motion for those with and without chronic ill-

ness. McWilliam, Stewart, Brown, Desai, and 

Coderre (1996) found in their phenomenological 
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improvement priorities; 2) increase public 

awareness and understanding of the determi-

nants of health, disease, and disability and the 

opportunities for progress; 3) provide measur-

able objectives and goals that are applicable at 

the national, state, and local levels; 4) engage 

multiple sectors to take actions to strengthen 

policies and improve practices that are driven by 

the best available evidence and knowledge; and 

5) identify critical research, evaluation, and data 

collection needs.  

The four overarching goals are to: attain 

high quality, longer lives free of preventable dis-

ease, disability, injury, and premature death; 

achieve health equity, eliminate disparities, and 

improve the health of all groups; create social 

and physical environments that promote good 

health for all; and promote quality of life, 

healthy development, and healthy behaviors 

across all stages (Healthy People 2020). Topic 

areas for Healthy People 2020 objectives are 

identified in Table 16-1. Each area has specific 

goals and potential relevance for individuals 

with chronic illness and their families.

One example of relevance for these indi-

viduals and families is disability and health. The 

specific goal for this focus area from Healthy 

People 2020 is to promote the health and well-

being of people with disabilities. People with 

disabilities are more likely to experience delays 

and other difficulties in receiving health screen-

ing and other health care, more likely to experi-

ence chronic diseases, use tobacco, not engage 

in fitness and other healthy activities, experience 

symptoms of psychological distress, and receive 

less social-emotional support. The Healthy 

People 2020 objectives reinforce that people can 

have a disabling impairment or chronic condi-

tion at any point in life but these conditions do 

not define individuals, their health, or their 

increases in out-of-pocket healthcare spending 

for Medicare recipients could make health care 

less affordable for all but the highest income 

individuals (Neuman, Cubanski, Desmond, & 

Rice, 2007).

ISSUES AND IMPACT  

National Documents

One of the issues surrounding health promotion 

and disease prevention is compliance with 

national documents. Initiated almost 30 years 

ago with the publication of Healthy People: The 

Surgeon General’s Report on Health Promotion 

and Disease Prevention (1979), and subsequent 

publications Healthy People: Objectives for the 

Nation (1980), Healthy People 2000: National 

Health Promotion and Disease Prevention 

Objectives, Healthy People 2010, and Healthy 

People 2020, Healthy People national docu-

ments build on one another and address select 

areas of health promotion with a vision for 

achieving improved health for all Americans. 

Each document was developed through a broad 

consultative process, made use of the best scien-

tific knowledge available, and was designed to 

measure progress over time.

Healthy People 2010 and 2020

The Healthy People documents identify a com-

prehensive set of 10-year health objectives 

focusing on disease prevention and health pro-

motion to achieve as a nation. Healthy People 

2010 remains as Healthy People 2020 emerges.  

Many of the 2010 objectives have been retained 

or modif ied for the 2020 publication.  The 

vision for Healthy People 2020 is a society in 

which all people live long, healthy lives. The 

mission is to: 1) identify nationwide health 



healthy body weights. Individual behaviors, poli-

cies, and environments such as schools, work-

sites, healthcare organizations, and communities 

must work together to accomplish this goal.

Health promotion activities are relevant to 

all individuals, groups, communities, and to our 

nation as a whole. Healthy People documents 

emphasize the many similarities among individ-

uals with disabilities as opposed to the differ-

ences among clinical diagnoses. 

Developers of the documents have also con-

sidered caregiver issues as well as environmental 

barriers. Environmental factors affect the health 

and well-being of individuals with disabilities in 

many ways. For example, weather can hamper 

wheelchair mobility, medical offices and equip-

ment may not be accessible, and shelters or 

talents and abilities.  The objectives highlight 

that people with chronic conditions: 1) be 

included in public health activities; 2) receive 

well timed interventions and services; 3) inter-

act with their environment without barriers; and 

4) participate in everyday life activities. Without 

these opportunities, people with disabilities and 

chronic conditions will continue to experience 

health disparities compared to the general popu-

lation. Health promotion activities are relevant 

for all individuals and may decrease or eliminate 

further decline in health.

 Another relevant Healthy People 2020 topic 

is nutrition and weight status.  The goal of this 

topic is to promote health and reduce chronic 

disease risk through the consumption of health-

ful diets and achievement and maintenance of 

Table 16-1 Topic Areas for Healthy People 2020

  1. Access to Health Services
  2. Adolescent Health
  3. Arthritis, Osteoporosis, and Chronic Back Conditions
  4. Blood Disorders and Blood Safety
  5. Cancer
  6. Chronic Kidney Disease
  7. Dementias, including Alzheimer’s disease
  8. Diabetes
  9. Disability and Health
10. Early and Middle Childhood
11. Educational and Community-based Programs
12. Environmental Health
13. Family Planning
14. Food Safety
15. Genomics
16. Global Health
17. Healthcare-Associated Infections
18. Health Communication and Health IT
19. Health-Related Quality of Life and Well-Being
20. Hearing and Other Sensory or Communication

  Disorders
21. Heart Disease and Stroke

22. HIV
23. Immunization and Infectious Diseases
24. Injury and Violence Prevention
25. Lesbian, Gay, Bisexual, and Transgender

 Health
26. Maternal, Infant, and Child Health
27. Medical Product Safety
28. Mental Health and Mental Disorders
29. Nutrition and Weight Status
30. Occupational Safety and Health
31. Older Adults
32. Oral Health
33. Physical Activity
34. Preparedness
35. Public Health Infrastructure
36. Respiratory Diseases
37. Sexually Transmitted Infections
38. Sleep Health
39. Social Determinants of Health
40. Substance Abuse
41. Tobacco Use
42. Vision
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economic, social, and environmental factors 

that influence health status; and 4) disparities 

including measures of disparities and inequity 

based on race/ethnicity, gender, physical and 

mental ability, and geography.  These determi-

nants include biology, genetics, individual 

behavior, access to health services, and the envi-

ronment. The Healthy People documents can be 

accessed at http://healthypeople.gov/.

Where Does the United States 
Stand?

The CDC (2010) reinforces that chronic dis-

eases are among the most common, costly, and 

preventable of all health problems in the nation.  

Diseases such as heart disease, cancer, stroke, 

diabetes, and arthritis are the leading causes of 

death and disability.  Seven out of 10 deaths 

among Americans each year are from chronic 

diseases. Almost one out of every two American 

adults has at least one chronic illness. Health 

disparities in chronic disease incidence and 

mortality are widespread among members of 

racial and ethnic minority populations. 

Four modifiable health-risk behaviors—

lack of physical activity, poor nutrition, tobacco 

use, and excessive alcohol consumption—are 

responsible for much of the morbidity and mor-

tality.  More than one-third of all adults do not 

meet recommendations for aerobic physical 

activity based on the 2008 Physical Activity 

Guidelines for Americans, and 23% report no 

leisure-time physical activity at all in the pre-

ceding month (USDHHS, 2009).  In 2007, less 

than 22% of high school students and only 24% 

of adults reported eating five or more servings 

of fruits and vegetables per day. More than 43 

million American adults smoke and 20% of 

fitness centers may not be staffed or equipped 

for people with disabilities. Compliance with the 

Americans with Disabilities Act (ADA) helps 

overcome some of these barriers.

Throughout the Healthy People documents, 

the U.S. Department of Health and Human 

Services (USDHHS) identifies objectives, such 

as the previous example of areas to address 

improvements in health status, risk reduction, 

public and professional awareness of prevention, 

delivery of health services, protective measures, 

surveillance, and evaluation, expressed in terms 

of measurable targets to be achieved by the tar-

geted year. Full achievement of the goals and 

objectives of the Healthy People documents 

depends on a healthcare system reaching all 

Americans and integrating personal health care 

and population-based public health. The vision 

of Healthy People in healthy communities 

involves broad-based prevention efforts and 

moves beyond what happens in physicians’ 

offices, clinics, and hospitals to environments in 

which a large portion of prevention occurs: to 

the neighborhoods, schools, workplaces, and 

families in which people live their daily lives.

Four foundational health measures will be 

used to monitor progress toward promoting 

health, preventing disease and disability, elimi-

nating disparities, and improving quality of life.  

These measures include: 1) general health status 

such as life expectancy, healthy life expectancy, 

years of potential life lost, physically and men-

tally unhealthy days, self-assessed health status, 

limitation of activity, and chronic disease preva-

lence; 2) health-related quality of life and well-

being, including physical, mental, and social 

health-related quality of life, well-being/satis-

faction, and participation in common activities; 

3) determinants of health including personal, 



factors, thereby reducing the onset of 

chronic health conditions. 

• Health equity: Leverage program and pol-

icy activities, build partner capacities, and 

establish tailored interventions to help 

eliminate health disparities. 

• Research translation: Accelerate the trans-

lation of scientific findings into commu-

nity practice to protect the health of people 

where they live, work, learn, and play. 

• Policy promotion: Promote social, environ-

mental, policy, and systems approaches 

that support healthy living for individuals, 

families, and communities. 

• Workforce development: Develop a skilled, 

diverse, and dynamic public health work-

force and network of partners to promote 

health and prevent chronic disease at the 

national, state, and local levels. 

The NCCDPHP (2009) provides important 

health promotion and chronic disease informa-

tion including statistics, state profiles, tools and 

resources.  Its publication, The Power of 

Prevention: Chronic Disease . . . the Public 

Health Challenge of the 21st Century, is helpful 

in recognizing that chronic disease prevention 

must occur in multiple sectors and across indi-

viduals’ entire lifespan. 

In 2009, no state in the nation met the 

Healthy People 2010 obesity target of 15%, and 

the self-reported overall prevalence of obesity 

had increased 1.1% points from 2007 (Sherry, 

Blanck, Galuska, Pan, & Dietz, 2010).  These 

data undoubtedly give support to the alarm 

echoed by health professionals. The health sta-

tus of the nation is summarized by Surgeon 

General Regina Benjamin as she calls on all 

Americans to help reverse the trend of obese and 

high school students were current smokers in 

2007 (CDC, 2011a). The 2005–2010 National 

Health Inter-view Surveys estimated that 45.3 

million of U.S. adults were current cigarette 

smokers and 78.2% of these adults smoked 

every day. Non-Hispanic American Indians/

Alaska Natives continued to have higher preva-

lence of smoking compared with other racial/

ethnic groups. Smoking also continues to be 

higher in those with lower educational and 

income levels (CDC, 2011). The U.S. Surgeon 

General has issued a report on how tobacco 

smoke causes disease and the specific pathways 

by which tobacco smoke damages the human 

body (USDHHS, Off ice of the Surgeon 

General, 2010). The CDC National Center for 

Chronic Diseases and Health Promotion 

(2011a) emphasizes that lung cancer is the 

leading cause of cancer death, and cigarette 

smoking is related in almost all cases.  Smoking 

causes about 90% of lung cancer deaths in men 

and almost 80% in women.  Smoking also 

causes cancer of the larynx, mouth and throat, 

esophagus, bladder, kidney, pancreas, and oth-

ers.  Nearly 45% of high school students report 

consuming alcohol in the past 30 days, and 

more than 60% of those who drink report binge 

drinking within the past 30 days.

The CDC National Centers for Chronic 

Disease Prevention and Health Promotion 

(NCCDPHP) vision is that all people live healthy 

lives free from the devastation of chronic dis-

eases (2011).  The center’s mission is to lead 

efforts that promote health and well-being 

through prevention and control of chronic dis-

eases. The NCCDPHP strategic priorities are to:

• Focus on well-being: Increase emphasis on 

promoting health and preventing risk 
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their family history and how genes and personal 

history could put their health at risk.

Another website (http://healthfinder.gov/) 

provides a quick guide to healthy living, personal 

health tools, health news, locating health provid-

ers, and other information promoting health.  

A variety of screening recommendations are 

provided from reputable sources such as the 

American Heart Association, the CDC, National 

Cancer Institute, National Heart Lung and Blood 

Institute, and the Agency for Healthcare Research 

and Quality (AHRQ). People can review the rec-

ommendations and share their history informa-

tion with their healthcare professionals to 

determine what tests and screenings are appropri-

ate for them. Healthy Men (http://www.ahrq.gov/

healthymen/) is an AHRQ resource that helps 

men learn what preventive medical tests they 

need and when to get them.  The website also 

provides the latest recommendations on screen-

ing for colorectal cancer, abdominal aortic aneu-

rysms, and other conditions.  It also includes 

information on immunizations, daily healthy 

choices, tips on communication with health pro-

viders, understanding prescriptions, and other 

sources of information for men’s health. 

These websites remind people, when faced 

with choices that may impact their health and 

the lives of those they love, that it is important 

to remember that there are options and resources 

to help them make healthy decisions. Related 

websites such as that for the U.S. Food and 

Drug Administration (FDA) provide informa-

tion for people to make better informed deci-

sions, for example, in taking medications 

(www.fda.gov/usemedicinesafely), and the Sur-

geon General offers information for protecting 

yourself from secondhand tobacco smoke 

overweight adults and children in our nation. 

The priority should be health and wellness of 

our families and communities through focusing 

on healthy nutrition and regular physical activity 

and making the healthiest choices accessible to 

all citizens.  (Further remarks may be found at 

http://www.surgeongeneral.gov/library/obesi-

tyvision/obesityvision2010.pdf.)

Online Resources

The CDC’s website (http://www.cdc.gov) shares 

the goal of helping people live longer and health-

ier lives; it features health and safety topics on its 

home page. The website provides information on 

numerous diseases and conditions, emergency 

preparedness, environmental health, traveler’s 

health, workplace safety, and other topics.  One 

area, healthy living, is especially beneficial to 

consumers and healthcare providers for health in 

all life stages (further information is available at 

http://www.cdc.gov/HealthyLiving/).

The CDC has additional focus areas such as 

emphasizing the importance of a healthy diet and 

eating in moderation for the general population 

(http://www.cdc.gov/nutrition/everyone/basics/

foodgroups.html); it includes further information 

on nutrition, which is available for healthcare pro-

viders (http://www.cdc.gov/nutrition/profession-

als/index.html). The National Physical Activity 

Plan (http://www.cdc.gov/physicalactivity/

index.html) is a comprehensive set of policies, 

programs, and initiatives that aim to increase 

physical activity in all segments of the American 

population. The CDC encourages all people to 

learn how to prevent disease and improve their 

quality of life, helping to do so through providing 

this information. It recommends that people know 



communities achieved the Healthy People 2010 

objective of increasing to 91% the proportion of 

adults with diabetes who have at least an annual 

clinical foot examination.  The majority of the 

communities did not meet the Healthy People 

objectives for annual dilated eye examinations or 

hemoglobin A1c.  The majority of communities 

also did not meet the goal for asthma patients not 

to have had any symptoms during the preceding 

30 days.  However, the number of community 

residents who engaged in moderate or vigorous 

physical activity for 30 or more minutes at least 

five times a week or who reported vigorous phys-

ical activity for 20 or more minutes three times a 

week ranged from 40.6% to 69.8%, exceeding 

the Healthy People 2010 objective of 50%. The 

prevalence of consumption of fruits and vegeta-

bles at least five times per day ranged from 14.6% 

to 37.6%.  Only two of the communities reached 

the Healthy People 2010 objective to reduce the 

proportion of adults who smoke and no commu-

nities reached the objective of increasing to 75% 

smoking cessation attempts by adult smokers.  

The findings of the report reflect considerable 

variation in health risk behaviors, chronic dis-

eases, and use of preventive health screenings and 

other health promotion activities.  The authors 

strongly encourage the need for preventive inter-

ventions at the community level and to design 

and implement policies that promote and encour-

age healthy behaviors (Cory et al., 2010). 

Decreasing smoking among adolescents and 

adults is a major health objective for our nation. 

The Institute of Medicine has issued a blueprint 

for further reducing tobacco use (several mea-

sures are available at http://www.nap.edu/

catalog/11795.html). Recently, a large meta-anal-

ysis identif ied smoking as a risk factor for 

(www.surgeongeneral.gov/library/second-

handsmoke/factsheets/factsheet3.html).

The CDC’s Healthy Communities Program 

called “Steps Communities” has been taking 

local action to reverse trends in health risk fac-

tors for obesity and chronic disease since 2003 

(CDC, 2011b). Each of the Steps Communities 

implements chronic disease prevention and 

health promotion activities appropriate for the 

needs and context of its own community. They 

are showing, through effective interventions, 

what communities can do to reduce the burden 

of obesity, diabetes, and asthma, and producing 

local success in reducing the prevalence of three 

related health risk factors: physical inactivity, 

poor nutrition, and tobacco use and exposure. 

(More information about how to include com-

munities is available at http://healthfinder.gov/.)

Steps Communities have formed partner-

ships with traditional and nontraditional partners 

to extend the reach of their activities and to accel-

erate progress toward achieving better health out-

comes. In addition, interventions are integrated 

across the public and private sectors—including 

community settings, schools, work sites, and 

healthcare settings. The communities funded 

through Steps are grouped into three categories: 

state-coordinated small cities or rural communi-

ties, large cities or urban communities, and tribes 

or tribal entities (more information is available at: 

http://cdc.gov/healthycommunitiesprogram/

communities/steps.htm). In a recent report of 

Steps Communities that were funded nationwide 

to address six focus areas—obesity, diabetes, 

asthma, physical inactivity, poor nutrition, and 

tobacco use and exposure—a survey of outcomes 

from noninstitutionalized community members 

aged 18 years and older revealed that none of the 
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community health and prevent disease. The Task 

Force on Community Preventive Services, an 

independent decision-making body convened by 

the USDHHS, makes recommendations for the 

use of various interventions based on the evidence 

gathered in rigorous and systematic scientific 

reviews of published studies conducted by review 

teams for the guide. The findings from the reviews 

are published in peer-reviewed journals and also 

are made available online. The task force has pub-

lished more than 100 findings across 16 topic 

areas, including tobacco use, physical activity, 

cancer, oral health, diabetes, motor vehicle occu-

pant injury, vaccine-preventable diseases, preven-

tion of injuries due to violence, and social 

environment. (More information is available at 

www.thecommunityguide.org.)

Challenges

These documents and other resources illustrate 

that health promotion and disease prevention are 

essential for all Americans. The nation needs to 

continually work toward the goals; however, to 

do so will require changes in the healthcare sys-

tem. Providing chronic health care once the dis-

ease has occurred is only a segment of the 

needed care. Many of the risks to health—obe-

sity, diabetes, hypertension, heart disease, can-

cer, and other chronic conditions—often result 

from failure to engage in preventive care. More 

closely articulated preventive, public health, and 

policy programs are needed to promote a healthy 

life. Other factors, including genetics and envi-

ronmental risks, contribute to chronic illness.

Health promotion can and should occur 

before the onset of chronic illness, and as early 

as possible. Health promotion ideally occurs 

throughout one’s life and in concert with 

prostate cancer, with the heaviest smokers having 

a 24% to 30% greater risk of death than did non-

smokers (Huncharek, Haddock, Reid, & 

Kupelnick, 2010). 

The following guides are other national 

documents that serve as recommendations for 

screening and other preventive health care.

Guide to Clinical Preventive Services

The Guide to Clinical Preventive Services 

includes the U.S. Preventive Services Task Force 

(USPSTF) recommendations on screening, coun-

seling, and preventive medication topics, as well 

as clinical considerations for each topic. 

Sponsored since 1998 by the AHRQ, the USPSTF 

is an independent panel of experts in primary care 

and prevention that systematically reviews the evi-

dence of effectiveness and develops recommenda-

tions for clinical preventive services. The task 

force rigorously evaluates clinical research to 

assess the merits of preventive measures. The clin-

ical categories are cancer; heart and vascular dis-

ease; injury and violence; infectious diseases; 

mental health conditions and substance abuse; 

metabolic, nutrition, and endocrine conditions; 

musculoskeletal conditions; obstetrics and gyne-

cologic conditions; pediatric disorders; and vision 

and hearing disorders. (More information is avail-

able at http://www.ahrq.gov/clinic/uspstfix.htm.)

Guide to Community Preventive Services

The Guide to Community Preventive Services 

serves as a filter for scientific literature on spe-

cific health problems that have a large-scale 

impact on groups of people who share a common 

community setting. This guide summarizes what 

is known about the effectiveness, economic effi-

ciency, and feasibility of interventions to promote 



The CDC (2010) reports that more than one-third 

of all U.S. adults do not meet recommendations 

for aerobic physical activity and 23% report no 

leisure-time physical activity at all during the 

preceding year. In 2007, only 24% of U.S. adults 

and 22% of high school students ate five or more 

fruits and vegetables each day. Cigarette smoking 

is responsible for about 440,000 deaths in the 

United States each year. More deaths are caused 

each year by tobacco use than by all deaths from 

HIV/AIDS, alcohol use, motor vehicle injuries, 

suicide, and murder combined. Exercising regu-

larly, eating a healthy diet, and not using tobacco 

can help people prevent and manage chronic dis-

eases. However, many people in the United 

States do not have easy access to healthy foods 

and safe, convenient places to exercise. These 

barriers have led to increasingly sedentary life-

styles for the majority of Americans.

chronic conditions through the end of life. 

Health promotion is a lifetime activity and can 

include end-of-life planning for individuals and 

their significant others. Preparing for the physi-

cal and psychosocial changes that accompany 

death requires attention before crisis events. 

Preparation, dissemination, and discussion of 

advance directives with significant others can 

help set clear boundaries for honoring the 

wishes of clients (Rainer & McMurry, 2002).

Barriers

Reported barriers to health screening and other 

preventive care must be addressed. Unhealthy 

behaviors continue to increase in the United 

States, putting people more at risk for initial 

chronic illness and deterring health promotion 

practices among those with chronic illnesses. 

CASE STUDY

S.B. is a 55-year-old man with hypertension, type 2 diabetes, and hyperlipidemia.  Mr. B. 

completed the 11th grade and worked as a mechanic until he could join the military.  He 

served his country for 2 years and returned home. He lives at home with his wife of 35 years.  

Both he and his wife smoke, are overweight, and have sedentary jobs outside the home.  

Having raised three children, they now enjoy staying home and watching television together in 

the evenings.  Neither has a physical exercise regimen even though both were told to increase 

exercise at their last medical appointment.  S.B.’s last hemoglobin A1c was 8.1.  He was sched-

uled for a colonoscopy but did not go for the appointment, stating he could not understand the 

informational brochure he was given.  He reports he did receive a flu immunization this fall.

Discussion QuestionsDiscussion Questions

1. What are two health literacy implications of the preceding case?

2. How would you tailor a health-promotion program for S.B.?

3. What theoretical framework would be useful for the health-promotion program?
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health outcomes and less frequent use of preven-

tive services are linked with low literacy. 

Individuals with low literacy are more likely to 

skip important preventive screening such as 

colonoscopy, Pap smears, and mammograms, 

and are less likely to receive protective measures 

such as flu immunizations. Persons with low lit-

eracy are more likely to have chronic illness and 

are less able to manage it effectively. More pre-

ventable hospitalizations and use of emergency 

services are found among clients with chronic 

illness with limited literacy skills. People with 

limited literacy skills often lack knowledge 

about the nature and causes of disease and may 

not understand the relationship between lifestyle 

factors such as smoking, lack of exercise and 

inadequate nutrition, and poor health outcomes.

Other barriers to health screening and pre-

ventive care include associated costs; lack of 

knowledge/understanding; negative beliefs/atti-

tudes; lack of access, especially for those with 

limited geographical and/or functional ability; 

and other factors addressed in the models/theo-

ries/frameworks discussed in the following 

section.

Models/Theories/Frameworks

An entire body of literature has evolved around 

the models/theories relating to health behavior 

change. Considerable research has demon-

strated success in changing behavior with smok-

ing cessation, alcohol abuse, and others using 

these theories. The most often used theories in 

193 articles on health behavior literature pub-

lished in 10 leading public health, medicine, and 

psychology journals from 2000 to 2005 were 

the Transtheoretical Model, Social Cognitive 

Theory, and Health Belief Model (Painter, 

Borba, Hynes, Mays, & Glanz, 2008).  In these 

Other barriers exist for health screening. 

Kelly and colleages (2007) identified fear and 

embarrassment as commonly cited client barri-

ers to screening for colorectal cancer. Less than 

44% of their study population of Appalachians 

in the state of Kentucky underwent colorectal 

cancer screening consistent with guidelines. 

These researchers identified establishing trust 

and educating clients, use of resources like edu-

cational materials, and finding inexpensive and 

easy ways to screen as the most productive way 

to overcome the barriers.

Little is known about how health screening 

and other preventive care affect outcomes. 

Norman and colleagues (2007) emphasized that 

we do not know what survivors of diseases like 

breast cancer must do to prevent recurrence. 

Data are needed on lifestyle change from predi-

agnosis to postdiagnosis, changes over time 

after diagnosis, and identification of potential 

lifestyle risk factors.

Health promotion has not been addressed 

well in the care of clients with numerous chronic 

health conditions. Capella-McDonnall (2007) 

reported that despite the recent focus on health 

promotion for persons with disabilities, adults 

who are visually impaired have not received 

adequate attention. Two conditions, being over-

weight or obese and not being physically active, 

are problems for many persons with disabilities, 

including those who are visually impaired.

Problems with health literacy are common-

place in our society. Health literacy is the capac-

ity to obtain, process, and understand basic 

health information and services needed to make 

appropriate health decisions (U.S. Department of 

Health and Human Services, Office of Disease 

Prevention and Health Promotion, 2007). Nine 

out of 10 adults may lack the skills needed to 

manage their health and disease prevention. Poor 



unhealthy behavior); 4) environmental reevalua-

tion (assessing how one’s social environment is 

affected by the unhealthy behavior); 5) self-lib-

eration (believing and committing to change); 6) 

helping relationships (building support for 

healthy behavior change); 7) countercondition-

ing (learning that healthy behaviors can replace 

unhealthy behaviors); 8) contingency manage-

ment (increasing reinforcement and probability 

that healthy behaviors will be repeated); 9) stim-

ulus control (removing unhealthy behavior cues 

and adding healthy behavior cues); and 10) 

social liberation (increasing social opportunities 

to foster behavior change) (Prochaska et al., 

2002, pp. 103–104). The TTM Model has been 

used in numerous studies including those involv-

ing smoking cessation, mammography screen-

ing, alcohol avoidance, and exercise and stress 

management. The TTM Model has been benefi-

cial in tailoring interventions for the most appro-

priate stage of change.

The Theory of Reasoned Action (TRA) and 

the Theory of Planned Behavior (TPB) offer 

another framework for examining factors that 

determine behavioral change. The framework 

focuses on motivational factors as determinants 

of the person’s likelihood of performing a spe-

cific behavior. The TRA provides the rationale 

that the person’s beliefs and values determine 

whether the person intends to change behavior. 

The TPB adds that perceived behavioral control 

of facilitating or constraining conditions will 

affect intention and behavior. Beliefs affecting 

behavior differ widely among persons, groups, 

and even specific behaviors of the same individ-

ual. Use of the models is helpful in understand-

ing the likelihood of people performing a 

specific healthier behavior and can provide a 

framework for interventions. These theories can 

be applied along with others to design and 

articles, most (68.1%) involved research that 

was informed by theory; others applied theory, 

tested theory, and sought to develop theory. The 

examples that follow are theories/models that 

may be useful in assessing change within 

chronic illness.

The Transtheoretical Model (TTM) by 

Prochaska, Redding, and Evers (2002) incorpo-

rates the processes and principles of change from 

several major theories in psychotherapy and 

human behavior. The stages of change within the 

model include: 1) precontemplation (no inten-

tion to change in the foreseeable future); 2) con-

templation (intention to change in the next 6 

months); 3) preparation (intention to take action 

within the next 30 days and some behavioral 

steps to change); 4) action (has changed behav-

ior for less than 6 months); and 5) maintenance 

(has changed behavior for more than 6 months). 

These stages represent a temporal dimension to 

change and are helpful in identifying timing of 

change interventions. A last stage—6) termina-

tion (individual who possesses total self-efficacy 

is no longer susceptible to temptation of 

unhealthy behavior)—is rarely used, as few indi-

viduals reach this level. In the TTM Model, indi-

viduals weigh the pros and cons of changing 

(decisional balance) and determine their confi-

dence (self-efficacy) that they can cope with 

high-risk situations without relapsing to 

unhealthy or high-risk behavior specific to the 

situation.

The 10 processes of change of the TTM 

Model are activities that people use to progress 

through the stages of change. They include 1) 

consciousness raising (increasing awareness of 

the behavior); 2) dramatic relief (experiencing 

increased emotions followed by reduced effect if 

appropriate action is taken); 3) self-reevaluation 

(assessing one’s image with and without the 
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HPM purports that behavior change will occur if 

there is positive personal value and a desired 

outcome. The HPM has been revised since its 

initial development in the early 1980s and is 

considered an approach-oriented or competence 

model. The authors report that the HPM is dif-

ferent from the HBM discussed earlier, as it 

eliminates the negative source of motivation, 

fear or threat, from major motivating sources for 

health behavior change. The authors emphasize 

that elimination of the personal threat motiva-

tional factor provides applicability of the model 

across the lifespan. Self-efficacy is a major con-

struct of HPM, and assumptions of the model 

require an active role of the person “in shaping 

and maintaining health behaviors and in modify-

ing the environmental context for health behav-

iors” (Pender et al., 2002, p. 63). The HPM has 

been a framework for studies predicting its gen-

eral health-promoting abilities and for specific 

health behaviors including hearing protection, 

exercise, and nutrition (Pender et al., 2002). 

Theory and models are important in the 

understanding of health promotion and why 

people behave the way they do.  Theory is also 

important in identifying variables that change 

these behaviors and help retain the new behav-

iors. The importance of identifying mediating 

variables is often overlooked.  Understanding 

relationships among variables could help refine 

health behavior theories and design intervention 

studies.  

In a recent study, researchers examined the 

role of perceived susceptibility on colorectal can-

cer screening intention and behavior (McQueen 

et al., 2010).  Perceived susceptibility is a psy-

chosocial variable in several health promotion 

theories and is viewed as a motivating factor in 

behavioral change, but there is disagreement on 

how its mechanism affects behavior.  Results of 

deliver behavioral change to improve research 

and practice (Montano & Kasprzyk, 2002).

The Health Belief Model (HBM) has been 

one of the most widely used conceptual frame-

works to explain change in health behavior and 

to provide a framework for interventions (Janz, 

Champion, & Strecher, 2002). The components 

of the HBM have been revised many times since 

its inception in the 1950s. Once a model to 

explain readiness to obtain chest x-ray screen-

ing for tuberculosis, the model has evolved 

beyond screening behaviors to include preven-

tive actions, illness behaviors, and sick-role 

behavior. The HBM Model now purports that 

individuals will take action to prevent, to screen 

for, or control ill-health conditions if there is 

perceived susceptibility (persons regard them-

selves as susceptible to the condition), if there is 

perceived severity (persons believe it would 

have potentially serious consequences), if there 

are perceived benefits (persons believe that a 

course of action available to them would be ben-

eficial in reducing either their susceptibility to 

or the severity of the condition), and if the per-

ceived barriers can be overcome (persons 

believe that the anticipated barriers to [or costs 

of] taking the action are outweighed by its ben-

efits (Janz et al., 2002). Determining strategies 

to activate persons’ readiness to change (cues to 

action) can include providing information and 

awareness campaigns. Like TTM, self-efficacy 

is an integral concept of the HBM. Researchers 

have tested interventions to increase positive 

change for each concept.

The Health Promotion Model (HPM) inte-

grates constructs from the Expectancy-Value 

Theory and Social Cognitive Theory and pro-

vides a nursing perspective to depict the multidi-

mensional nature of persons pursuing health 

(Pender, Murdaugh, & Parsons, 2002). The 



health promotion practice (DiClementi, Crosby, 

& Kegler, 2009).

INTERVENTIONS  

Chronic diseases account for 70% of the 1.7 mil-

lion deaths that occur in the United States each 

year. These diseases also cause major limitations 

in daily living for almost 1 in 10 Americans, or 

about 25 million people (CDC, 2011a). Although 

chronic diseases are among the most common 

and costly health problems, they are also among 

the most preventable. Adopting healthy behav-

iors such as eating nutritious foods, being physi-

cally active, and avoiding tobacco use can 

prevent or control the devastating effects of 

these diseases (NCCDHP, 2011). 

Nurses have been leaders in health promo-
tion since the time of Florence Nightingale, 
whose pioneering work with the use of sta-
tistics demonstrated the positive effect of 
improved sanitation on the health of in-
jured soldiers. Nurses have also led the 
healthcare profession in recognizing that 
health is a state of physical and mental 
wellness and that it is impossible to sepa-
rate the former from the latter. (Calloway, 
2007, p. 105). 

Olshansky (2007), editor of the Journal of 

Professional Nursing, emphasizes that nurses 

are the most appropriate health professionals to 

address health promotion. Nursing has role 

models within our profession such as Nola 

Pender who developed the HPM described pre-

viously. Nursing literature abounds with text-

books, articles, and other publications that 

include nursing’s role in health promotion to 

individuals, families, communities, and popula-

tions. Yet, nurses cannot assume sameness for 

this study showed perceived susceptibility was 

not limited to direct effects, but was independent 

of perceived benef its, was mediated by the 

change in family influence, and moderated the 

change in perceived barriers and self-efficacy.  

Ongoing work on theory and relationships 

between variables helps advance the under-

standing of health promotion and behavioral 

change. Some authors believe theory develop-

ment has not kept pace with the evolution of 

health promotion practice (Crosby & Noar, 

2010).  Some of this disparity relates to prob-

lems such as 1) theory is not grounded in prac-

tice; 2) theory is at the individual level and 

simplistic without attention to the contextual 

nature of human behavior and environment; and 

3) theory is inaccessible to practitioners who are 

facing increased demands to prevent disease 

and promote health (Crosby & Noar, 2010). 

Remedies that allow for the complexity of the-

ory development for the future are daunting but 

something to aspire to. Health care frequently 

uses broad-stroke approaches to health promo-

tion interventions in hopes that some health 

behaviors will change. Further development of 

theory will better frame questions surrounding 

health promotion.  Caution should accompany 

new theory development as misleading data can 

exaggerate the theories’ predictive accuracy 

(Weinstein, 2007).  Often studies in health pro-

motion are based on correlational data with 

variables such as beliefs, attitudes, self-efficacy, 

intentions, diet, nutrition, preventive measures, 

and other human behaviors. While these studies 

may provide descriptive information, correla-

tions do not infer causation. Theory develop-

ment needs to be carefully designed. Theory 

must be tested in practice-based contexts, allow 

cross-cultural transfer, be more inclusive of 

environmental changes, and effectively serve 
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studied 106 adults at risk for diabetes and found 

the theory of planned behavior to be useful in 

explaining their healthy eating intentions and 

physical activity.

Health-promoting activities such as preven-

tion of injuries may make the difference in 

whether one is able to live with chronic condi-

tions. One example is preventing falls. Falls are 

one of the most common causes of injuries in 

older adults. These preventable accidents cause 

loss of independence, enormous financial costs, 

and possibly death.  One evidence-based pro-

gram to prevent falls is exemplified in Ory and 

colleagues’ (2010) analysis of community-

dwelling older adults who participated in a 

Matter of Balance/Volunteer Lay Leader model 

intended to reduce fear of falling and increase 

physical activity of participants.

Motivational Interviewing

Motivational interviewing incorporates behavior 

change principles to promote healthy activities. 

Four guiding principles underscore motivational 

interviewing: 1) resist the righting reflex that 

helping professionals often have to set things 

right and assume patients are wrong; 2) under-

stand and explore the patient’s own motivation; 

3) listen with empathy; and 4) empower the 

patient, encouraging hope and optimism 

(Rollnick, Miller, & Butler, 2008, p. 7). Brodie 

and Inoue (2005) demonstrated the effectiveness 

of motivational interviewing over a traditional 

exercise program in increasing reported physical 

activity in older adults with chronic heart fail-

ure. Jackson, Asimakopoulou, and Scammell 

(2007) demonstrated in an experimental study 

of 34 clients with type II diabetes that motiva-

tional interviewing and behavior change training 

significantly increased the participants’ physical 

activity and stage of change.

chronically ill persons, and nurses cannot 

assume resources are equally available to all. 

People with chronic illness may view health dif-

ferently and have different goals defined within 

their limits of their illness.

Selected Examples of Health 
Promotion Interventions

A review of the literature provides examples of 

health promotion interventions for clients with 

chronic illness. The following discussion illus-

trates that much is yet to be examined. In an 

international study, Huang, Chou, Lin, and Chao 

(2007) analyzed survey data including the 

Health-Promoting Lifestyle Profile and quality 

of life data of 129 outpatients from a medical 

center who had systemic lupus erythematosus. 

These researchers found that a health-promoting 

lifestyle could not enhance the physical compo-

nent summary of quality of life directly without 

an improvement in the fatigue disability, but a 

health-promoting lifestyle had a signif icant 

effect on the mental component summary of 

quality of life. This illustrates that although the 

physical aspects of the chronic condition may 

not improve without other physical changes, 

there can be improvements in psychological 

health.

Siarkowski (1999) emphasized the impor-

tance of including health promotion and illness 

management when working with insulin-depen-

dent diabetes mellitus in children and their fam-

ilies. Siarkowski reviewed existing research and 

revealed factors that put children and their fami-

lies at risk for poor adaptation. Health promo-

tion is critical to minimize these risks.

Hope has been recommended as a health-

promoting force. Hollis, Massey, and Jevne 

(2007) identified hope-enhancing strategies and 

sources to improve one’s health. Blue (2007) 



and supporting lifestyle changes. This method 

partners health coaches with clients to enhance 

self-management strategies. It is being piloted by 

Medicare for clients with congestive heart fail-

ure and diabetes (Huffman, 2007). Holland, 

Greenberg, Tidwell, and Newcomer (2003) 

described the success of the California Public 

Employees Retirement System (CalPERS) 

Health Matters program using a community-

based health coaching program operating in 

Sacramento. Criteria for eligibility included one 

or more qualifying chronic health condition, 

being 65 or older, and other program criteria. The 

program uses a menu of disability-prevention 

strategies, with health coaching, patient educa-

tion on the self-management of chronic illness, 

and fitness. The program helps link participants 

to existing community, health plan, and self-

directed programs. It encourages their participa-

tion in the programs developed for the project.

The Self-Management of Care model is 

used for lifestyle coaching programs based on 

collaborative goal setting and self-management 

health education (Rohrer, Naessens, Liesinger, 

& Litchy, 2010).  A study examined the useful-

ness of self-rated health metrics in assessing tel-

ephonic coaching programs targeting weight, 

exercise, stress, and nutrition. While these coach-

ing programs showed positive improvements in 

all of the lifestyle interventions, the self-rated 

health metrics were correlated with improve-

ments only in weight loss and exercise programs. 

Therefore, the coaching programs were success-

ful, but self-ratings may not demonstrate the 

improvements in all areas (Rohrer et al., 2010).

Mass Media Campaigns

Beaudoin, Fernandez, Wall, and Farley (2007) 

used a mass media campaign of high-frequency 

paid television and radio advertising, as well as 

Motivating Factors

Providing performance incentives, both finan-

cial and nonfinancial, have been explored in an 

effort to change behaviors in individuals and in 

communities.  The following principles are 

helpful in guiding the development of any in-

centive design: 1) identify the desired outcome, 

2) identify the behavior change that leads to the 

desired outcome, 3) determine the potential 

effectiveness of the incentive in achieving the 

behavior change, 4) link an incentive directly to 

the behavior or outcome, 5) identify possible 

adverse effects of the incentive, and 6) evaluate 

changes in the behavior or outcome in response 

to the incentive (Haverman, 2010). Researchers 

using a randomized study of 51 adults, all age 

50, demonstrated that modest financial incen-

tives were an effective approach for increasing 

physical activity among sedentary older adults 

(Finkelstein, Brown, Brown, & Buchner, 2008).

In a review of 26 studies (8 randomized 

controlled trials and 18 observational), use of 

pedometers have significantly increased physi-

cal activity and significantly decreased body 

mass index and blood pressure (Bravata et al., 

2007). The use of pedometers as a motivating 

factor with chronically ill persons capable of 

using a pedometer and the long-term effect of 

pedometers are yet to be investigated. Moti-

vating factors have been identified in theories/

models/frameworks, and positive motivators 

such as those in the HPM are congruent with 

nursing philosophical bases. Challenges for the 

future are to continue the testing and use of such 

frameworks in the health-promoting activities of 

persons and families with chronic illness.

Health Coaching

Health coaching is emerging as a new approach 

for preventing exacerbations of chronic illness 
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Netherlands, it provides a source of potential 

research for other countries with similar health-

promotion problems.  Successful Web-based 

interventions improve health knowledge and are 

effective in changing behaviors. These Web-

based interventions have been implemented pri-

marily through interactive messaging and 

information dissemination but are wide open for 

expansion (Annang, Muilenburg, & Strasser, 

2010).

Contracts

Burkhart, Rayens, Oakley, Abshire, and Zhang 

(2007) found in their randomized, controlled trial 

of 77 children with persistent asthma that the 

intervention group who received asthma educa-

tion plus contingency management, including a 

contingency contract, tailoring, cueing, and rein-

forcement, significantly increased adherence to 

asthma self-management over the control group 

who received asthma education without the con-

tingency management. However, in 30 trials 

involving 4691 participants, Cochrane authors 

concluded that there is limited evidence that con-

tracts can improve patients’ adherence to health-

promotion programs.  Large, well controlled 

studies are needed to recommend contracts in 

preventive health programs (Bosch-Capblanch, 

Abba, Prictor, & Garner, 2007).

Health Literacy

Improving the use of health information is para-

mount in health-promotion programs. The 

USDHHS, Office of Disease Prevention and 

Health Promotion (2007) provides a summary of 

the best practices for healthcare professionals to 

improve health literacy through providing effec-

tive communications and health services that are 

usable. Table 16-2 outlines these practices.

bus and streetcar signage to promote walking 

and fruit/vegetable consumption in a low-

income, predominantly African American urban 

population in New Orleans. These researchers 

found over 5 months of the campaign, a signifi-

cant increase in message recall measures and 

positive attitudes toward walking and toward 

fruit/vegetable consumption. It is unknown how 

many persons with chronic illness were 

included. It is likely many persons were at risk 

for future chronic illness. These efforts demon-

strate population efforts to improve health that 

may be researched with chronic illness 

populations.

Snyder (2007) reviewed existing meta-

analyses for effectiveness of health communica-

tion campaigns, and found that the average 

health campaign affects the intervention com-

munity by about five percentage points. Snyder 

concluded that successful campaigns that are 

likely to change nutrition behaviors need to 

include specific behavioral goals for the inter-

vention, identification of the target population, 

communication activities and channels that will 

be used, provision of message content and pre-

sentation, and provision of techniques for feed-

back and evaluation.

Web-Based Programs

Verheijden, Jans, Hildebrandt, and Hopman-

Rock (2007) found that Web-based behavioral 

programs often reach those who need them the 

least. However, obese people were more likely to 

participate in follow-up than people of normal 

body weight. The researchers proposed that the 

Web-based programs are a nonstigmatizing way 

of addressing the problem and suggested that 

weight management is better suited for this 

delivery method than many other health-related 

areas. Although this study was based in the 



Table 16-2 Improving Health Literacy Interventions

When providing health 
information, is the information 
appropriate for the user?

Identify intended users of the information and services.

Evaluate the users’ knowledge prior to, during, and after the introduction 
of information and services.

Acknowledge cultural differences and practice respect.

When providing health 
information, is the information 
easy to use?

Limit the number of messages. Keep it simple, and, in general, limit the 
information to no more than four main messages.

Use plain language. Use familiar language and an active voice. Avoid 
jargon. See www.plainlanguage.gov for more information.

Focus on the behavior that you want the person to change. 

Supplement instructions with visuals to help convey your message.

Make written communication easy to read by using large font and use of 
headings and bullets to break up text; limit line length to between 40 and 
50 characters.

Improve Internet information by using uniform navigation, organizing 
information to minimize searching and scrolling, including interactive 
features. Apply user-centered design principles and conduct usability 
testing.

When providing health 
information, are you speaking 
clearly and listening carefully?

Ask open-ended questions. 

Use a medically trained interpreter for those who do not speak English or 
have limited ability to speak or understand English. 

Use words and examples that make the information relevant to the 
person’s cultural norms and values.

Check for understanding using a “teach-back” method to enhance 
communication.

Improve the use of health 
services.

Improve usability of health forms and instructions including plain language 
forms in multiple languages. 

Improve the accessibility of the physical environment including universal 
symbols, clear signage, and easy fl ow-through healthcare facilities. 

Establish a patient navigator program of individuals who can help patients 
access services and appropriate healthcare information.

Build knowledge to improve 
health decision making.

Improve access to accurate and appropriate health information. 

Increase self-effi cacy and facilitate health decision making. 

Partner with educators to improve health curricula.

Advocate for health literacy in 
your organization.

Make the case for health literacy improvement.

Identify how low health literacy affects programs. 

Incorporate health literacy into mission and planning. 

Establish accountability by including health literacy improvement in 
program evaluation.
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more likely to be diabetic and younger than age 

60. Seventy percent of the enrolled participants 

remained in the program after 1 year. The attri-

tion was related to program site, functional sta-

tus, and having a high school degree. Attrition 

was not associated with chronic illness. The 

researchers concluded that group-specific efforts 

tailored for the group can be successful in recruit-

ing and retaining participants.

Feldman and Tegart (2003) explored older 

African American women with arthritis and 

their motivations and struggles with health pro-

motion. These reflections provide helpful sug-

gestions as nurses develop health promotion 

programs for clients with chronic illness.

Miller and Iris (2002) found that socializa-

tion and social support were central to the partic-

ipation of older adults with chronic illness who 

participated in a wellness program. In this study, 

participants recognized that chronic disease did 

not prohibit living a healthy lifestyle. The White 

Crane Model of Healthy Lives for Older Adults 

used in this study contributed to understanding 

the way older adults view health for themselves. 

This model is also thought to be helpful in devel-

oping program evaluation measures.

A diet and exercise program to reduce car-

diovascular disease risk was used with employ-

ees regardless of presence of chronic illness. 

There were significant differences between pre- 

and post-intervention for lipid prof iles and 

weight. Self-reported levels of participation in 

the diet were significantly related to improve-

ment in the low-density lipoprotein (LDL) lev-

els (White & Jacques, 2007).

The addition of health promotion to the 

usual care of frail older home-care clients was 

studied in Canada by Markle-Reid, Weir, 

Nath (2007) reviewed the literature between 

1990 and mid-2006 for overcoming inadequate lit-

eracy in diabetes self-management and other 

chronic illnesses. The importance of culturally 

appropriate health literacy, improvement in self-

efficacy, improved communication, and quality 

computer-assisted instruction were discussed as 

essential elements in tailoring health education. 

Nurses were recommended to address barriers 

related to inadequate literacy by: 1) increasing sen-

sitivity to the problem; 2) developing literacy-

assessment protocol; 3) creating and evaluating 

materials for target populations; 4) providing clear 

communication; 5) including health literacy in nurs-

ing curricula; 6) fostering decision making with 

patients, and 7) conducting research about literacy.

Additional Studies

Using telehealth to improve access, students in a 

community setting applied self-efficacy theory 

to help low-income older adults with chronic 

health problems to increase their practices of 

health promotion (Coyle, Duffy, & Martin, 

2007). Although faculty and students favorably 

evaluated the activity, measurement of patient 

outcomes was not conducted. Like Web-based 

programs, the effects of telehealth require fur-

ther research.

Program design of health-promotion pro-

grams can significantly influence the participa-

tion of all individuals. Warren-Findlow, Prohaska, 

and Freedman (2003) demonstrated factors that 

influenced participation and retention in an exer-

cise intervention study targeted to African 

American and white older adults with multiple 

chronic illnesses. These researchers found that 

eligible participants who did not enroll were 



The adverse effects of obesity on chronic 

disease were supported when strong positive 

associations of age, gender, race/ethnicity, body 

mass index, and comorbidities were found with 

type II diabetes, hypertension, and hyperlipid-

emia (Crawford et al., 2010). African Americans 

were found to have the highest prevalence of 

diagnosed type II diabetes and hypertension and 

Caucasians were found to have the highest prev-

alence of diagnosed hypertension.  The direct 

associations between body mass index and dis-

ease prevalence was consistent for both genders 

and across all racial/ethnic groups.

A shift from preventive home-care nursing 

functions to acute inpatient care functions has 

resulted in fragmented, expensive care for older 

adults with chronic illness, rather than compre-

hensive and proactive care that is more likely to 

improve health outcomes. Providing the most 

appropriate services to older adults was the 

impetus for this study. A two-armed, single-

blind, randomized controlled trial of 288 older 

frail adults with chronic health needs, aged 75 

and older, were evaluated in a Canadian study 

(Markle-Reid et al., 2006). The model of vul-

nerability by Rogers (1997) provided the theo-

retical basis for the study. Participants were 

randomly assigned to the usual home care or a 

“proactive” nursing health-promotion interven-

tion that included a health assessment com-

bined with regular home visits or telephone 

contacts, health education about management 

of illness, coordination of community services, 

and use of empowerment strategies to enhance 

independence. Of the 288 patients randomly 

assigned at baseline, 242 completed the study 

(120 with the proactive nursing intervention, 

122 in the control group). Results demonstrated 

Browne, Roberts, Gafni, and Henderson (2006). 

These researchers found that proactively provid-

ing health promotion to older adults with chronic 

health needs enhanced quality of life but did not 

increase the overall costs of health care. Better 

mental health functioning, reduction in depres-

sion, and enhanced perceptions of social support 

were reported in the experimental group. The 

researchers concluded that their finding under-

scored the need to provide health promotion for 

older clients receiving home care.

 Age differences were found when research-

ers randomly assigned 111 young adults aged 

18 to 36 and 104 older adults aged 62 to 86 to 

read health pamphlets with identical factual 

information for healthy eating but containing 

either emotional or nonemotional goals for the 

healthy behavior.  Basing their study on socio-

emotional selectivity theory and health promo-

tion, the theory contends that as individuals get 

older, they perceive time as being increasingly 

limited so emotionally meaningful goals with 

more immediate payoffs will be chosen over 

future-oriented goals. Older adults in this study 

evaluated health messages that contained emo-

tional goals rather than the nonemotional, 

future-oriented or neutral goals, more positively 

and the messages were better remembered and 

led to greater behavioral changes than in the 

younger adults. While cautioning generaliza-

tion, these findings may suggest that health pro-

fessionals should emphasize emotionally 

meaningful benefits when disseminating health 

messages to older adults (Zhang, Fung, & 

Ching, 2009). Similar results may be found in 

future studies of individuals with chronic ill-

ness, especially those perceiving time as being 

increasingly limited.
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Several organizations provide guidelines 

that include health promotion for chronic condi-

tions. Self-management education programs 

such as diabetes self-management education 

(DSME) are outlined in the diabetes national 

standards (Kulkarni, 2006). Nurses are encour-

aged to use evidence-based guidelines as they 

practice.

OUTCOMES  

The desired outcome for individuals with 

chronic illness and their families is to maintain 

and improve their overall health. Health-

promotion activities should target the major 

causes of death—tobacco use, poor diet, physi-

cal inactivity, alcohol consumption, microbial 

agents, toxic agents, motor vehicle crashes, 

incidents involving firearms, sexual behaviors, 

and illicit use of drugs. These causes are 

responsible for the majority of deaths in the 

United States. Measures are needed to research 

outcomes of health-promoting interventions 

across populations and disabilities. Further 

efforts to make activities accessible and studies 

to evaluate their effectiveness are encouraged. 

The challenge of the coming years will be to 

link existing and future research studies to 

practice.

that proactively providing the intervention 

group with nursing health promotion signifi-

cantly resulted in better mental health function-

ing (P = 0.009), a reduction in depression (P = 

0.009), and enhanced perceptions of social sup-

port (P = 0.009), while not increasing the over-

all costs of health care. Findings supported the 

need to provide nursing services for health pro-

motion for older patients receiving home care. 

Implications from this study support that health-

promotion efforts are productive in improving 

health outcomes and can be cost effective.

Many areas remain for further research to 

measure the effect of health-promoting frame-

works and interventions with individuals/fami-

lies with chronic illness. The earlier discussion 

provides a sampling of the current literature.

Guidelines

There are numerous easily accessible guidelines 

for health promotion, health screening, and pre-

ventive care at the National Guideline Clear-

inghouse website (www.guidelines.gov) and 

other sources. Examples of guidelines are dis-

cussed here.

Immunizations are one of the most impor-

tant discoveries in human history. Vaccines have 

helped save millions of lives worldwide and 

millions of dollars each year in unnecessary 

healthcare expenditures (Infectious Diseases 

Society of America, 2011). However, there are 

unacceptably low rates of coverage among 

adults and children in the United States. The 

influenza vaccine alone can save thousands of 

lives by providing protection for persons with 

chronic illness. Immunized healthcare providers 

can decrease transmission of influenza to chron-

ically ill persons. Recommended immunization 

schedules and information are easily obtained 

from the CDC.

Evidence-Based Practice BoxEvidence-Based Practice Box

Researchers in a recent study (Mayer et al., 

2010) examined the healthcare costs and 

participation in a community-based health 

program for older adults.  The program, 

called Enhance-Wellness, was designed to 

prevent disabilities and improve health and 

functioning.  Earlier studies (Leveille et al., 

1998; Phelan et al., 2002) demonstrated 



increased physical activity, improvements 

in health status, no decrease in functional 

status, and other positive health outcomes 

of the Enhance-Wellness program. Leveille 

and colleagues reported a multi-component 

disability prevention and disease self-man-

agement program led by a geriatric nurse 

practitioner improved function and reduced 

inpatient utilization in chronically ill older 

adults. Phelan and colleagues demonstrated 

the health enhancement program reduced 

disability risk factors, improved health sta-

tus, maintained functional status, and did 

not increase self-reported healthcare use. 

However, costs were not examined until a 

retrospective study (Mayer et al., 2010) in 

which program participants (N = 218) were 

matched for age and gender to nonprogram 

individuals (N = 654) and evaluated for 1 

year after they began the program. 

Healthcare costs were $582 lower among 

the program participants than nonpartici-

pants, but the differences were not signifi-

cant.  The preventive services score was 

significantly higher for participants, sug-

gesting a stronger tendency of program 

participants to receive preventive services.  

Results of this study indicate that those par-

ticipating in the health-promoting program 

did not cost more than nonparticipants. 

Future studies may show a significant 

decrease compared to nonparticipants and 

studies that reveal combined positive health 

outcomes with reduced costs will undoubt-

edly add support to companies and com-

munities to develop and maintain health 

promotion programs. 

Numerous free resources are avail-

able through the federal government and 

other organizations. Many have been 

described throughout this chapter. Nurses 

are instrumental in promoting health. 

Stemming from our earliest work, nurses 

recognize the importance of health promo-

tion. Like many other countries, health 

promotion and disease prevention is para-

mount in our costly, fragmented healthcare 

systems. There are substantial but missed 

opportunities for promoting health and 

extending the lifespan that present an 

international challenge. Countries in 

Europe are struggling with strategies to 

improve the health of their aging popula-

tions as well as control costs. Italy has one 

of the oldest populations in the world with 

more than 20% of its population older than 

age 65 (Besdine & Wetle, 2010).  Italy, like 

the United States, must be proactive in 

finding ways to minimize chronic illnesses 

and keep people healthy.  Nurses and other 

health professionals must meet the chal-

lenge in designing and evaluating effective 

interventions that promote health and are 

accessible for all people. 

Describe the importance of health promo-

tion in chronic illness for all people.

Name the three major actual causes of 

death in the United States.

What is the goal of health promotion?

Identify a theory/model/framework useful 

in working with chronically ill individ-

uals who need to change an unhealthy 

behavior.

STUDY QUESTIONS

(continues)
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and Service Administration, 2010). As the num-

bers of APRNs have increased, so too have their 

capabilities and specialties, making the need for 

a unified regulatory model paramount. In 2008, 

after 4 years of dialogue and collaboration 

among leaders from the APRN Consensus Work 

Group and the National Council of State Boards 

of Nursing (Stanley, Werner, & Apple, 2009), an 

important and visionary document was pub-

lished: Consensus Model for APRN Regulation: 

Licensure, Accreditation, Certification, and 

Education. In addition to establishing regulatory 

guidance for APRNs, the model also provides a 

legal definition of APRN that underscores the 

commonalities inherent in all APRN practice. 

Thus far, the model has been well received and 

has provided much needed clarif ication and 

direction for current and future APRN education 

and practice.

According to the Consensus Model (APRN 

Consensus Work Group & the National Council 

of State Boards of Nursing [APRN CWG & 

NCSBN], 2008, pp. 7–8), an APRN is defined 

as a registered nurse (RN) who:

1. has completed an accredited graduate-

level education program preparing 

him/her for one of the four recognized 

APRN roles: certified registered nurse 

anesthetist (CRNA), certified nurse-

midwife (CNM), clinical nurse 

INTRODUCTION  

Advanced practice registered nurses (APRNs) 

play an integral role in the care and well-being of 

individuals and families experiencing chronic ill-

nesses. The complex nature of chronic illness, 

with care focused primarily on maximizing func-

tion and well-being as opposed to cure and 

recovery, is particularly suited to nursing’s holis-

tic focus (Lupari, Coates, Adamson, & Crealey, 

2011; Saxe et al., 2007). APRNs are involved in 

every facet of chronic illness care from making 

an initial diagnosis, providing early anticipatory 

guidance, and coordinating care to monitoring 

for disease progression, managing medications, 

and problem-solving complications (e.g., adverse 

treatment effects, caregiver fatigue, reimburse-

ment issues). Truly, there is no aspect of chronic 

illness for which APRNs are not well suited to 

assist in and enhance the lives of those experi-

encing it.

APRN Defined

For almost 5 decades, APRNs have been involved 

in the health and care of patients, families, and 

communities. In 2008, more than 250,000 

APRNs were licensed to practice in the United 

States—just over 8% of the entire population of 

licensed registered nurses (U.S. Department of 

Health and Human Services Health Resources 

APRNs in Chronic Illness Care
Ann Marie Hart
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and the reader is encouraged to review the model 

for specific role-related information. Although 

one might envision chronic illness care falling 

only under the purview of the CNS and CNP, 

chronic illness has no boundaries and frequently 

enters the realm of care provided by CNMs and 

CRNAs. For example, CNMs encounter chronic 

illness when they are providing prenatal care to 

women with comorbidities such as diabetes, 

mental illness, and inflammatory bowel disease, 

as well as when they are providing care to non-

pregnant women with illnesses such as endome-

triosis, polycystic ovarian disease, and breast 

cancer. Similarly, CRNAs routinely provide 

anesthesia services to individuals experiencing 

chronic illness, as well as analgesia to individu-

als experiencing chronic pain conditions (see 

Figure 17-1 for the APRN Regulatory Model).

APRN Education

Similar to regulation, APRN education has also 

experienced a watershed event. In October 2004 

after recognizing the additional knowledge and 

skill set required for advanced practice nursing, 

the American Association of Colleges of Nursing 

(AACN) published a landmark document, AACN 

Position Statement on the Practice Doctorate 

Nursing that called for the Doctor of Nursing 

Practice (DNP) to be the entry-level degree for 

all advanced practice nursing roles. Unlike the 

PhD degree, the DNP does not prepare gradu-

ates to conduct original research. Rather the 

DNP is a practice-focused doctorate that pre-

pares nurse clinicians for the highest level of 

nursing practice. Since the AACN’s call for doc-

toral education for APRNs, more than 100 nurs-

ing programs in 37 states have developed DNP 

programs (AACN, 2011a) and many more DNP 

programs are under development. While most 

practicing APRNs were initially educated at the 

specialist (CNS), or certified nurse 

practitioner (CNP);

2. has passed a national certif ication 

examination that measures APRN, 

role, and population-focused compe-

tencies and who maintains continued 

competence as evidenced by recertifi-

cation in the role and population 

through the national certification pro-

gram;

3. has acquired advanced clinical knowl-

edge and skills preparing him/her to 

provide direct care to patients, as well 

as a component of indirect care; how-

ever, the defining factor for all APRNs 

is that a significant component of the 

education and practice focuses on 

direct care of individuals;

4. (whose) practice builds on the com-

petencies of RNs by demonstrating a 

greater depth and breadth of knowl-

edge, a greater synthesis of data, 

increased complexity of skills and 

interventions,  and greater role 

 autonomy;

5. is educationally prepared to assume 

responsibility and accountability for 

health promotion and/or maintenance 

as well as the assessment, diagnosis, 

and management of patient problems, 

which includes the use and prescrip-

tion of pharmacologic and non- 

pharmacologic interventions;

6. has clinical experience of sufficient 

depth and breadth to reflect the inten-

ded license; and

7. has obtained a license to practice as an 

APRN in one of the four APRN roles.

The Consensus Model provides detailed 

descriptions for each of the four APRN roles, 



Core Competencies of Advanced 
Practice Nursing

Although the consensus regulatory model 

(APRN CWG & NCSBN, 2008) and the AACN’s 

(2004) position statement were both watershed 

master’s level, since 2004 many have either 

obtained or are now pursuing DNP education. 

The hope is that future generations of APRNs 

will all be doctorally prepared and competent in 

the eight essentials of DNP education (AACN, 

2006). (See Table 17-1.)

FIGURE 17-1 APRN Regulatory Model.
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5. Collaboration

6. Ethical decision making

These six competencies have been espoused 

by and/or reflected in the work of multiple schol-

ars and organizations including but not limited to 

the AACN (2006), Hamric (2009), Mantzoukas 

& Watkinson (2006); the National Association of 

Clinical Nurse Specialists [NACNS] (2004, 

2009); and the National Organization of Nurse 

Practitioner Faculties [NONPF] (2006) and are 

described as “core competencies” by Hamric 

(2009) in her conceptual definition of advanced 

practice nursing (see Figure 17-2).

APRN CORE COMPETENCIES IN 
CHRONIC ILLNESS CARE  

Although the six aforementioned core compe-

tencies underlie all APRN practice, they are by 

no means unique to APRNs. Basic-prepared 

nurses may also demonstrate them. What distin-

guishes these competencies from basic- prepared 

nursing is that they are essential to (i.e., required 

for) APRN practice. In other words, if an APRN 

events for APRNs, no similar consensus has been 

reached regarding the conceptual underpinnings 

of advanced practice nursing. However, lack of 

conceptual consensus should not be construed as 

a dearth of work or quality scholarship in this 

area. Indeed, numerous nursing scholars have 

provided us with a rich body of literature as they 

have struggled to identify and articulate the 

essence of advanced practice nursing—that is 

how advanced practice nursing builds upon, yet 

is uniquely different from, basic nursing practice. 

Although it is beyond the scope of this chapter to 

summarize and critique the entire conceptual 

body of literature related to advanced practice 

nursing, six core competencies have been identi-

fied that are particularly useful for discussing the 

practice role of the APRN, particularly when car-

ing for patients and families experiencing chronic 

illness (Hamric, 2009):

1. Expert coaching and guidance

2. Consultation

3. Research

4. Clinical, professional, and systems leader-

ship

Table 17-1 Essentials of Doctor of Nursing (Practice) Education for Advanced Practice 
Nursing 

    I. Scientifi c Underpinnings for Practice1

   II. Organizational and Systems Leadership for Quality Improvement and Systems Thinking
  III. Clinical Scholarship and Analytical Methods for Evidence-Based Practice 
  IV. Information Systems/Technology and Patient Care Technology for the Improvement and Transformation 

  of Health Care
   V. Healthcare Policy for Advocacy in Health Care 
  VI. Interprofessional Collaboration for Improving Patient and Population Health Outcomes
 VII. Clinical Prevention and Population Health for Improving the Nation’s Health
VIII. Advanced Nursing Practice2

1. Includes natural and social sciences that make up the theoretical and scientifi c foundation for nursing practice
2. Education specifi c to the general and specifi c clinical role of the APRN (e.g., CNP role and family nurse
     practitioner [FNP] specialty)

Source: American Association of Colleges of Nursing (2006). The essentials of doctoral education for advanced nursing 
practice. Washington, DC: Author.



competency seems straightforward and the expe-

rienced nurse may assume he or she does this 

well and with “expertise.” It is easy to assume 

proficiency with this competency; most nurses 

interact with and teach patients frequently during 

their daily patient care activities. Upon closer 

examination, there is more to coaching and guid-

ance than meets the eye. Spross (2009) reminds 

us that the verb “coach” stems from the word’s 

origins as a carriage used to facilitate the safe 

transmission of individual(s) from one point to 

another. Transferring this to nursing practice, 

coaching is “interpersonal work that helps peo-

ple who are facing personal transitions or 

is not proficient in or does not consistently 

strive to demonstrate all of these competencies 

in his or her practice, he or she is technically not 

providing advanced practice nursing care. The 

expectation is that these six competencies are 

consistently demonstrated in the APRN’s rou-

tine practice. As such, these competencies serve 

as an excellent framework for discussing the 

role of the APRN in chronic illness care.

Expert Coaching and Guidance

Coaching and guidance are essential to the provi-

sion of chronic illness care. On the surface, this 

FIGURE 17-2 Hamric's Model of Advanced Practice Nursing.
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and requires that the APRN be intimately famil-

iar with the illness of interest, its progression, 

and its management.

Creative Problem Solving

Just as no one asks to have a chronic illness, no 

one asks to have the myriad problems that are 

often associated with chronic illness. Expert 

coaching in chronic illness care often involves 

assisting patients and families who may be 

angry, despondent, anxious, confused, or desper-

ate. Thus, it is critical that the APRN be willing 

to set aside his or her routine “script” or “proto-

col” and be able to create a revised plan that 

takes into consideration the unique needs, styles, 

and interests of the patient or family. Examples 

of creative educational and coaching strategies 

for chronic illness management that are gaining 

support in the research literature are group 

appointments for diabetes mellitus (Edelman et 

al., 2010); the use of lay-leaders for diabetes 

mellitus, hypertension, arthritis, and chronic 

pain (Foster, Taylor, Eldridge, Ramsay, & 

Griffiths, 2009); and the use of mobile phone 

technology for conditions such as diabetes and 

hypertension (Yoo et al., 2009).

Consultation

Although the APRN will often consult with other 

APRNs and members of the healthcare team, an 

essential feature of the role is that APRNs also 

serve as consultants to other professionals (e.g., 

nurses, physicians, mental health providers). There 

are a number of ways in which consultation may 

be categorized; however, in chronic illness care 

APRNs primarily provide consultations related to 

direct patient care. They either see a patient or 

make specific recommendations to the consultee 

(i.e., basic-prepared nurse, team of nurses, or 

journeys” (p. 161), such as those associated with 

chronic illnesses.

The phenomenon of expert coaching is 

complex. In addition to establishing rapport, 

actively listening, and expressing empathy, 

expert APRN coaching requires clinical compe-

tence, and creative problem solving, as well as 

knowledge and skill regarding how best to assist 

individuals who are experiencing crisis, desiring 

change, or even expressing apathy toward an ill-

ness or situation. For example, to assist a middle-

aged adult female with obesity and poorly 

controlled type II diabetes who desires to lose 

weight and bring her glycosolated hemoglobin 

level (HgbA1c) to goal range, the APRN must 

demonstrate expertise regarding the pathophysi-

ology of diabetes and the complications associ-

ated with poor control. He or she must also be 

thoroughly familiar with current evidence 

regarding diabetes care parameters and treat-

ments. In addition, the APRN should possess 

knowledge of and experience with efficacious 

diabetes education strategies, as well as the trans-

theoretical stages of change model (DiClemente 

& Prochaska, 1982; Norcross, Krebs, & 

Prochaska, 2011; Prochaska, 1979), motivational 

interviewing (Miller & Rollnick, 1992; Rollnick, 

Miller, & Butler, 2007), and other evidence-

based behavioral change techniques. 

Clinical Competence

To provide expert coaching and guidance in 

chronic illness care, APRNs must be knowl-

edgeable regarding the illness(es) of interest and 

experienced enough to anticipate the informa-

tional and emotional needs of the patient and his 

or her family members. Going beyond asking 

the patient and family what they “want to know” 

and anticipating what they “need to know” is a 

critical aspect of the APRN’s coaching skills 



ability to truly bridge the research–practice gap 

is no longer an impossible dream.

In most healthcare settings since 2000, the 

term research has been replaced by the term evi-

dence, and evidence-based practice (EBP) has 

become a priority goal of all allied health profes-

sionals, including APRNs. EBP is most com-

monly def ined as the integration of three 

components: 1) best research evidence, 2) clini-

cian expertise, and 3) patient preferences and val-

ues (Strauss, Richardson, Glasziou, & Haynes, 

2005; Melnyk & Fineout-Overholt, 2010). To 

date, the EBP literature has primarily focused on 

how to develop compelling clinical questions, as 

well as how to search for and critique original 

research studies and systematic reviews. Very lit-

tle has been published regarding how to best eval-

uate clinician expertise and patient values or how 

to “integrate” clinician expertise and values with 

research findings. Fortunately, APRNs have a 

long history of providing patient-centered care. 

Similarly, the development and recognition of 

nurse expertise has been well established and 

documented (e.g., Benner, 1984; De Jong et al., 

2010; Foley, Kee, Minick, Harvey, & Jennings, 

2002; Gorman & Morris, 1991).

By definition, EBP does not elevate or pro-

mote the status of research evidence above clini-

cian expertise or patient values. However, EBP 

does require a moderate degree of competency 

in basic statistics, research terminology, and 

research design, which unlike clinician exper-

tise and patient values, are areas that are not as 

easily gained or mastered from experiential 

practice. Thus it is critical that APRNs value 

research, master basic research skills, and uti-

lize these skills on a routine basis.

Depalma (2009) describes three sub-com-

ponents to the research competency for APRNs. 

These skills are also echoed in the AACN’s 

nonnursing provider) on how best to proceed with 

the patient’s care, or they assist the consultee with 

formulating an effective plan of care. Regardless 

of whether the APRN sees the actual patient or 

not, the aim of APRN-directed consultation is to 

assist the consultee in providing patient care.

Acting as a consultant requires that the 

APRN have expertise in a particular area and be 

respected for this expertise. Barron and White 

(2009, p. 196) pose seven principles of profes-

sional APRN consultation that espouse the col-

laborative, professional, and transparent nature 

of APRN consultation: 

1) The consultation is usually initiated by the 

consultee.

2) The relationship between the consultant 

and consultee is nonhierarchical and col-

laborative.

3) The consultant always considers contextual 

factors when responding to the request for 

consultation.

4) The consultant has no direct authority for 

managing patient care.

5) The consultant does not prescribe but 

rather makes recommendations.

6) The consultee is free to accept or reject the 

recommendations of the consultant.

7) The consultation should be documented. 

Research

Gone are the days when APRNs can avoid 

“research” by choosing to work in clinical prac-

tice settings. For more than half a century, nurses 

have worked to base their care in research-based 

evidence. Now with the accessibility of current 

and comprehensive electronic research databases 

(e.g., Cummulative Index to Nursing and Allied 

Health Literature [CINAHL] and the National 

Library of Medicine [through PubMed]), the 
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regarding the research literature and has the 

added benefit of being able to dialogue with 

others about research and how it applies to clini-

cal practice. Professional journal clubs may be 

sponsored by a workplace organization or orga-

nized “off site” by a group of like-minded col-

leagues. They may occur in a variety of formats 

including face-to-face monthly meetings, email 

discussions, wikis, or blogs. Several profes-

sional organizations and journals are now host-

ing electronic journal clubs to subscribers, for 

example the AANP Virtual Journal Club and the 

Cochrane Journal Club. There are a number of 

excellent publications regarding the value of 

and how to initiate a professional journal club, 

and the interested reader is encouraged to 

review these (e.g., Deenadayalan, Grimmer-

Somers, Prior, & Kumar, 2008; Dobrzanska & 

Cromack, 2005; Honey & Baker, 2011; Hughes, 

2010; Lizarondo, Kumar, & Grimmer-Somers, 

2010; Luby, Riley, & Towne, 2006).

In addition to having access to research find-

ings related to chronic illness, APRNs must also 

be able to critically evaluate these findings and 

determine whether and/or how the findings apply 

to practice. Simply put, critically appraising the 

research literature requires the ability to evaluate 

the validity of a single study’s methodology and 

the meaningfulness of its findings, while simulta-

neously synthesizing findings from multiple 

studies across the literature. Obviously, there is 

nothing “simple” about this process, and similar 

to many clinical skills, research appraisal is an 

acquired process that requires adequate education 

and experience. A variety of excellent courses, 

workshops, and websites exist to assist APRNs 

with developing the skills to be able to critically 

evaluate research evidence (see Table 17-2). 

Having an EBP mentor or EBP team to consult 

Essentials of Doctoral Education for Advanced 

Nursing Practice (2006) and Essentials of 

Master’s Education in Nursing (2011):

1) Interpretation and use of research findings 

and other evidence in clinical decision 

making

2) Evaluation of practice

3) Participation in collaborative research

Interpretation and Use of Research Findings 
and Other Evidence in Clinical Decision 
Making

We live in exciting times, where a wealth of high-

quality research exists to help inform and guide 

ARPN practice. Although not every clinical sce-

nario has been fully researched and a fresh set of 

unanswered questions arises from each new study, 

much of the work facing APRNs is supported by 

research. Indeed it is rare for the APRN, particu-

larly the APRN working with individuals experi-

encing chronic illnesses, not to have relevant 

research to draw upon. Thus it is critical for 

APRNs to be able to competently search for and 

critically evaluate the research literature, especially 

as it applies to their own area of clinical expertise.

Having a mechanism to remain aware of 

current research findings is an all important first 

step toward competency in research. At present, 

a growing number of services exist to facilitate 

this. Some examples include daily electronic 

“Smart Briefs” from the American Nurses 

Association, the American Academy of Nurse 

Practitioners (AANP), and Physician’s First 

Watch. In addition, many other professional 

nursing organizations offer weekly or monthly 

electronic research updates to members.

Participation in professional journal clubs 

is another avenue for APRNs to remain current 



with and a supportive work environment are also 

invaluable to the successful acquisition of EBP 

skills (Aitken et al., 2011; Fineout-Overholt & 

Melnyk, 2010).

Similarly, APRNs’ practices should reflect 

an awareness of current research findings, which 

requires that they have and maintain mechanisms 

to remain current on the latest research literature. 

At present a variety of mechanisms exist to facili-

tate this, including daily or electronic research 

alerts from organizations such as the American 

Academy of Nurse Practitioners and Journal 

Watch (see Table 17-3). Fortunately, a variety of 

possibilities are available including APRNs being 

able to dialogue with other professionals, as well 

as patients, regarding research evidence.

Evaluation of Practice

In addition to basing care on research-based 

 evidence, APRNs who work with individuals 

Table 17-2 Examples of Useful 
Resources for Evidence-Based Skill 
Development

• Academic Center for Evidence-Based Practice

 http://www.acestar.uthscsa.edu/

• Agency for Healthcare Research and Quality 
(AHRQ)

 http://www.ahrq.gov/

• Center for the Advancement of Evidence-Based 
Practice

 http://nursingandhealth.asu.edu/evidence-
based-practice/index.htm

• Cochrane Collaboration

 http://www.cochrane.org/

• Duke University Evidence-Based Practice – 
Center for Clinical Health Policy Research

 http://clinpol.duhs.duke.edu/modules/chpr_
rsch_prac/index.php?id=1

• Institute for Johns Hopkins Nursing

 http://www.ijhn.jhmi.edu/

• McMaster’s University Evidence-based Practice 
Center

 http://hiru.mcmaster.ca/epc/

• Oregon Evidence-Based Practice Center

 http://www.ohsu.edu/xd/research/ centers-
institutes/evidence-based-practice-center/

• Vanderbilt Evidence-Based Practice Center

 http://medicineandpublichealth.vanderbilt.edu/
center.php?userid=1043409&home=1 

Table 17-3 Evidence-Based Resources 
for APRNs

• AHRQ email updates
 http://www.ahrq.gov/clinic/epcix.htm

• American Academy of Nurse Practitioners’ 
Smart Brief 
http://www.smartbrief.com/aanp/

• American Nurses Association’s Smart Brief 
http://www.smartbrief.com/ana/

• Cochrane Collaboration 
http://www.cochrane.org/

• Journal Watch 
http://www.jwatch.org/

• National Guidelines Clearinghouse 
http://www.guideline.gov/

• Prescriber’s Letter 
http://www.prescribersletter.com

• UpToDate 
http://www.uptodate.com
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technicians, and care providers). Similarly, it is 

important that data are reported in a clear, stan-

dardized fashion and that an established process 

for quality improvement/harm reduction be fol-

lowed (e.g., using the principles of Continuous 

Quality Improvement [McLaughlin & Kaluzny, 

2005] or Total Quality Management [Kelly, 

2006]; see also Carman et al., 2010).

Participation in Collaborative Research

In addition to being able to interpret and apply 

research findings and evaluate and improve care 

based on research-based evidence, APRNs 

should also be able to participate and collaborate 

in research activities related to their area of clini-

cal expertise. Although APRNs do not need to 

design and oversee research studies, they should 

possess general knowledge about research para-

digms and phases of the research process (Burns 

& Grove, 2010; Polit & Beck, 2006). Perhaps 

most importantly, APRNs need to be interested in 

research and earnestly desire to contribute to 

research knowledge by developing collaborative 

relationships with nurse scientists and others who 

are studying aspects of interest to APRN practice.

experiencing chronic illnesses should be routinely 

evaluating their clinical practice and practice-

related outcomes. These types of evaluations not 

only ensure quality but also provide data that can 

be used by researchers and stakeholders (i.e., con-

sumers, insurers, healthcare agencies) who are 

studying or evaluating care provided by APRNs. 

Evaluation of APRN practice may revolve around 

any number of professional aspects including but 

not limited to scope and standards of practice, role 

and job descriptions, and evidence-based guide-

lines and national quality indicators (Depalma, 

2009). For example, APRNs who work with 

adults and children experiencing diabetes could 

evaluate their own practices to ensure that they are 

supported by (i.e., contained within) national and 

state scopes and standards for practice. Similarly, 

these APRNs could also evaluate specific aspects 

of diabetes management for adherence rates (e.g., 

influenza vaccination, microalbuminuria, and 

 retinopathy screening) and attainment of goal 

 disease indicators (e.g., HgbA1c, blood pressure, 

and  lipids).

Practice evaluations may occur using a vari-

ety of mechanisms. For example, checklists can 

be developed to compare national and state stan-

dards to a particular agency’s APRN job descrip-

tions and evaluation criteria. Another example is 

conducting chart or electronic reviews of specific 

care practices (e.g., foot or retina evaluations in 

patients with diabetes) or patient outcomes (e.g., 

HgbA1c or lipid levels), which would need to be 

conducted in accordance with the Health 

Insurance Portability and Accountability Act 

(HIPAA, 1996).

Regardless of how or what practice param-

eters are evaluated, it is essential that APRNs 

utilize evaluative data to improve their practices. 

Thus it is critical that the evaluative process be 

understood and supported by all participating 

providers (e.g., APRNs, basic-prepared nurses, 

Evidence-Based Practice BoxEvidence-Based Practice Box

How Low Should We Go? HgbA1c  Goals 
in Adults with Type 2 Diabetes Mellitus 
Early results from the U.K. Prospective 

Diabetes Study (UKPDS, 1998) demon-

strated a significant association between 

lower HgbA1c values and reduction in the 

development of microvascular disease 

(i.e., nephropathy, neuropathy, retinopathy) 

but not macrovascular disease (i.e., coro-

nary artery disease and cerebrovascular 

disease) in adults with type 2 diabetes. 

Because myocardial infarction (MI) is a 



Clinical, Professional, and Systems 
Leadership

Although the APRN Consensus document 

(APRN Consensus Work Group and the 

National Council of State Boards of Nursing, 

2008) does not specifically refer to the APRN as 

leading cause of death amongst individu-

als with type 2 diabetes, there has been 

much controversy and continued research 

regarding intensive glucose control and 

coronary artery disease. A 10-year follow-

up study of the original UKPDS subjects 

found that individuals who had originally 

been assigned to tight glycemic control 

group (HgbA1c 7.0 vs. 7.9) had signifi-

cantly reduced rates of both MI (15–33% 

depending on treatment, p < 0.01) and all 

cause mortality (13–27% depending on 

treatment, p ≤ 0.007) (Holman, Paul, 

Bethel, Matthews, & Neil, 2008). In addi-

tion, the PROactive trial found a 28% 

reduced rate of fatal and nonfatal MI (p = 

0.045) in the group randomized to inten-

sive treatment (HgbA1c 7.0 vs. 7.6) 

(Erdmann et al., 2007). However, the 

ACCORD (2008, HgbA1c 6.4 vs. 7.5), 

ADVANCE (2008, HgbA1c 6.3 vs. 7.0), 

and VADT (2009, HgbA1c 6.9 vs. 8.4) tri-

als found no relationship between inten-

sive HgbA1c lowering and reduction in 

coronary artery disease. Furthermore, the 

ACCORD trial, which studied patients 

with type II diabetes, who had either pre-

existing coronary artery disease or other 

cardiovascular risk factors, found an 

increased risk for all cause mortality in 

patients who were in the intensive treat-

ment arm (HR 1.22, 95% CI, 1.01–1.46, 

p = 0.04) with more cases of fatal MI and 

congestive heart failure.

Despite these conflicting findings, 

results of two meta-analyses suggest that 

intensive HgbA1c lowering is associated 

with a modest reduction in nonfatal MI 

(Turnbull et al., 2009; Tkac, 2009). 

Additionally, researchers are exploring 

other potential causes between intensive 

glycemic lowering and increased coro-

nary artery disease, including the rela-

tionship between severe hypoglycemia 

and vascular events (Riddle et al., 2010; 

Zoungas et al., 2010).

Debate and research regarding target 

HgbA1c levels in patients with type 2 dia-

betes are ongoing. For now, the American 

Diabetes Association (2011) recommends 

a general glycemic goal of HgbA1 ≤ 7% 

in nonpregnant adults with type 2 diabe-

tes but urges providers to consider less 

stringent HgbA1c goals in patients with a 

history of severe hypoglycemia, history of 

coronary artery disease, progressive mac-

rovascular or microvascular complica-

tions, limited life expectancy, or other 

complications. Thus APRNs who care for 

adult patients with type 2 diabetes should 

develop individual patient HgbA1c goals 

only after obtaining a thorough assess-

ment. The APRN should also reassess the 

patient on a regular basis for tolerance 

issues and historical changes related to 

the set HgbA1c goal. In addition, the 

APRN should periodically scan the 

research literature for updates related to 

glycemic goals in patients with type 2 

diabetes. 
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resources and time are scarce. Clinical leadership 

requires a high degree of intellect, creativity, and 

autonomy. It also requires experience, knowledge 

of the best available research evidence and health-

care systems, and a strong set of interpersonal 

and collaborative skills. 

Professional Leadership

Professional leadership differs from clinical 

leadership in that it does not directly relate to the 

care of a particular individual or family (or in the 

case of a public/community health CNS, a par-

ticular community). However, its indirect effects 

significantly impact patient care, thus its impor-

tance cannot be understated. Professional leader-

ship involves mentorship of junior nurses and 

APRNs, collaboration with colleagues (both 

like-minded colleagues and others!), and active 

participation in professional organizations. The 

goal of professional leadership is to ensure that 

all patients receive excellence in clinical care, 

and, thus similar to clinical leadership, all 

APRNs should be engaging in some degree of 

professional leadership.

Systems Leadership

Systems leadership involves leading at an organi-

zational or delivery system level. Opportunities 

for quality systems leadership are available 

regardless of whether the APRN is responsible 

for an entire organization, a department, or a 

seemingly small component of an organization 

(e.g., patient care team, journal club, quality 

improvement initiative). However, true systems 

leadership does not occur in a vacuum and 

requires that the APRN have a mature under-

standing and appreciation of the complexity of a 

particular system and a desire to improve it. For 

example, an APRN leading a patient care team 

would be demonstrating systems leadership 

a leader, leadership qualities are evident in the 

common APRN definition. The Consensus doc-

ument clearly distinguishes APRNs from basic-

prepared nurses not only by their advanced 

education, but also by their high degree of 

autonomy, accountability for diagnosis and 

management of patient problems, and ability to 

synthesize complex data. Additionally, the 

AACN’s “Essentials” documents master’s 

(2011) and doctoral (2006) nursing education 

include leadership. As Spross and Hanson 

(2009) aptly note, “Not all APRNs are comfort-

able with the idea of being leaders, but leader-

ship is not an optional activity” (p. 250).

APRNs have the opportunity to demonstrate 

leadership in four key domains: 1) clinical prac-

tice environments, 2) professional organizations, 

3) healthcare systems, and 4) healthcare policy 

(Spross & Hanson, 2009), all of which are appli-

cable to nurses who work in chronic illness care. 

The four domains are described individually; 

however, chronic illness care is complex and 

there is frequent overlap among the domains. 

Clinical Leadership

Clinical leadership is the hallmark of APRN 

practice, and most APRNs demonstrate clinical 

leadership on a daily basis. Clinical leadership 

involves ensuring that all of the APRN’s clients 

(i.e., patients, families, and communities) receive 

high-quality care. These patients may be the 

APRN’s own clients or may represent clientele 

associated with the APRN’s place of work (e.g., 

clinic, department, unit). APRNs provide clinical 

leadership as role models and leaders on patient 

care teams. They also lead on an individual basis, 

when patients, families, and communities meet 

with them for private consultation. In chronic ill-

ness management, clinical leadership means 

striving for the best care possible, even when 



for leadership roles in nonclinical domains, 

using the same concepts that defined his or her 

clinical leadership. By engaging in professional, 

systems, and health policy leadership, the 

mature APRN is essentially recognizing that he 

or she is not the “end-all” of good patient care 

and has a responsibility to the future of good 

nursing care. 

Collaboration

Frequently confused with consultation or referral, 

collaboration goes way beyond the notion of giv-

ing and receiving advice and is a fairly complex 

and sophisticated competency to master. Hanson 

and Spross (1996) define collaboration as:

A dynamic, interpersonal process in which 
two or more individuals made a commitment 
to each other to interact authentically and 
constructively to solve problems and learn 
from each other to accomplish identified 
goals, purposes, or outcomes. The individu-
als recognize and articulate the shared values 
that make this commitment possible. (p. 232) 

Due to its interpersonal nature, true collab-

oration cannot occur in the absence of willing 

partners, thus one could argue that collaboration 

should not be evaluated at the individual APRN 

level. However, components of effective collab-

oration—including clinical competence, inter-

personal skills,  respect for others,  and 

recognition of and respect for differing values—

are amenable to the individual APRN’s preroga-

tive and may be improved upon and evaluated 

(Hanson & Spross, 2009).

In chronic illness care facilitated by an 

APRN, collaboration primarily refers to the 

interpersonal processes that occur between the 

APRN and the patient and/or family, as well as 

among the APRN and other members of the 

when he or she recognizes that the seemingly 

unique care aspects required by a particular 

patient might also be needed by other patients 

and works with the system to ensure accessibility 

and equity of information, resources, and ser-

vices. Entrepreneurial leadership also falls under 

the domain of systems leadership and occurs 

when the APRN leader critically evaluates his or 

her opportunities and takes the initiative to prac-

tice outside of the traditional employment setting 

(i.e., hospital, physician-run clinic).

Health Policy Leadership

Health policy leadership refers to policies and 

laws related to patient care, public health, and 

nursing practice (i.e., both basic and advanced 

practice nursing). To be a leader in health pol-

icy, the APRN must analyze health systems 

data, possess advanced negotiation and commu-

nication skills, and maintain knowledge of the 

associated politics and stakeholders. Although 

not all APRNs are expected to engage in health 

policy leadership, all APRNs should maintain a 

keen interest in policies that affect patient care 

and APRN practice. In addition, all APRNs 

should develop mechanisms for staying abreast 

of current health policy and practice issues (e.g., 

via electronic mailing lists) and work to support 

those APRNs who are leaders in the health pol-

icy domain (e.g., write legislators, vote). 

Despite differences in clinical, professional, 

systems, and health policy leadership domains, 

all four domains build upon the common con-

cepts of mentorship and empowerment, innova-

tion and change agency, and activism (Spross & 

Hanson, 2009). Thus even though an APRN may 

initially pursue an advanced practice role to 

become a clinical leader, with experience, con-

tinued education, and mentoring, the APRN may 

find that he or she is interested and well suited 
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alternative ethical approaches such as casuistry 

and narrative ethics, which focus on critically 

examining existing dilemmas by comparing them 

to similar previous situations (Jecker, 2012). Other 

alternative ethical approaches that may assist 

APRNs who are providing chronic illness care 

include virtue and care-based ethics, which place 

emphasis on the virtue (i.e., care) employed by the 

moral agent (i.e., APRN) as well as the relation-

ships that may be impacted by the dilemma (i.e., 

family members, caregivers, employers, etc.) 

(Armstrong, 2006; Arries, 2006; Cooper, 1991).

APRNs working with patients and families 

experiencing chronic illness are encouraged to 

familiarize themselves with the ethical references 

cited. It may also help to be aware of the four 

phases that Hamric and Delgado (2009) have 

identified for mastery of the ethical decision-

making competency: 1) knowledge development, 

2) knowledge application, 3) creating an ethical 

environment, and 4) promoting social justice 

within the healthcare system (see Table 17-5). 

Finally, the wise APRN will also recognize that 

important ethical dilemmas should not be solved 

in isolation and will develop and utilize a formal 

patient’s healthcare team (e.g., home health 

nurse, physical therapist, social worker, specialty 

physician). Unlike care provided for by “multi-

disciplinary” or “interdisciplinary” teams, which 

represent disciplines working side by side but in 

different ways, truly collaborative team mem-

bers are committed to one another, the patient, 

and his or her family.

Ethical Decision Making

The complex nature of working with patients and 

families experiencing chronic illness often gives 

rise to ethical dilemmas (i.e., situations where two 

or more moral principles are in conflict and the 

best course of action is not immediately appar-

ent). Examples of ethical dilemmas related to 

chronic illness care include issues related to inad-

equate pain management, abuse and neglect in the 

elderly or those with severe disabilities, decision 

making in patients experiencing early dementia, 

end-of-life decisions in patients who do not have 

adequate advance directives, and working with 

colleagues who are not competent. Although 

basic-prepared nurses frequently encounter and 

need to be prepared to handle ethical dilemmas, 

APRNs are often looked upon as leaders and con-

sultants to help resolve particularly complicated 

or disturbing issues. 

In order for the APRN to develop compe-

tency in dealing with complicated ethical dilem-

mas, he or she must possess maturity, excellent 

communication and collaboration skills, and have 

experience working through ethical dilemmas. 

The APRN should also be knowledgeable of the 

traditional moral principles underlying nursing 

and bioethics (Beauchamp & Childress, 2008; see 

Table 17-4). However, in recent decades, ethicists 

have become increasingly cognizant of the limita-

tions of principlism (i.e., principle-based ethics) 

and have recognized the contributions offered by 

Table 17-4 Traditional Moral Principles 
Underlying Ethics in Health Care 

Moral principle Description 

Respect for 
autonomy

Duty to respect individual 
values and choices

Benefi cence Duty to do good

Nonmalefi cence Duty to prevent or remove 
harm

Justice Duty to treat others equally

Source: Beauchamp, T. L., & Childress, J. F. (2008). 
Principles of biomedical ethics. (6th ed.) New York: Oxford 
University Press.



research, leadership, collaboration, and ethical 

decision making) are critical to the quality of 

chronic illness care regardless of whether the care 

is delivered directly by the APRN or delivered by 

RNs and other caregivers who work with APRNs. 

It is also important to note that meeting a compe-

tency or group of competencies is not a one-time 

and/or informal network of mentors with which to 

explore thoughts and options.

Summary

The aforementioned six competencies (i.e., 

expert coaching and guidance, consultation, 

 Table 17-5 Phases of Development of Core Competency for Ethical Decision Making 

Phase Knowledge Skill/Behavior 

Phase 1: 
Knowledge 
development—
Moral sensitivity

• Ethical theories 
• Ethical issues in specialty 
• Professional code
• Professional standards 
• Legal precedent 
• Moral distress

• Sensitivity to ethical dimensions of clinical 
practice 

• Values clarifi cation 
• Sensitivity to fi delity confl icts 
• Gather relevant literature related to 

problems identifi ed 
• Evaluate practice setting for congruence 

with literature 
• Identify ethical issues in the practice 

setting and bring to the attention of other 
team members

Phase 2: 
Knowledge 
application—
Moral action

• Ethical decision-making frameworks 
• Mediation/facilitation strategies

• Apply ethical decision-making models to 
clinical problems 

• Use skilled communication regarding 
ethical issues 

• Facilitate decision making by using select 
strategies 

• Recognize and manage moral distress in 
self and others

Phase 3: 
Creating 
an ethical 
environment

• Preventive ethics 
• Awareness of environmental barriers 

to ethical practice

• Role model collaborative problem solving 
• Mentor others to develop ethical practice 
• Address barriers to ethical practice 

through system changes 
• Use preventive ethics to decrease unit-

level moral distress

Phase 4: 
Promoting social 
justice within 
the healthcare 
system

• Concepts of justice 
• Health policies affecting specialty 

population

• Ability to analyze the policy process 
• Advocacy, communication, and leadership 

skills 
• Involvement in health policy initiatives 

supporting social justice 

Source: Hamric, A. B., & Delgado, S. A. (2009), Ethical decision making. In A. B. Hamric, J. A. Spross, & C. M. Hanson (Eds.), 
Advanced practice nursing: An Integration Approach (4th ed., pp. viii–xi). St. Louis, MO: Saunders Elsevier.
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Jaarsma, 2005; Shearer, Cisar, & Greenberg, 

2007; Turner et al., 2008); however, it is unclear 

from reading these studies whether the nurses 

were CNSs, other types of APRNs, or basic-pre-

pared nurses who received additional training. 

Unfortunately, the confusion in nursing terminol-

ogy also exists in the literature related to asthma 

(Griffiths et al., 2004; Xu et al., 2010), oncology 

(Cruickshank, Kennedy, Lockhart, Dosser, & 

Dallas, 2008; Eicher, 2005; Ritz et al., 2000), and 

stroke (Burton & Gibbon, 2005; Ellis, Rodger, 

McAlpine, & Langhorne, 2005).

Clinical Outcomes and Patient 
Satisfaction

The most common chronic illnesses for which 

APRN care (primarily provided by CNPs) has 

been studied include diabetes, hypertension, and 

dyslipidemia. With rare exception, these data 

have shown that patients who receive primary 

care from CNP-prepared APRNs have clinical 

outcomes (e.g., laboratory and blood pressure 

values) similar to patients who receive primary 

care services from physicians. Satisfaction with 

care has generally been found to be higher 

among patients seen by CNPs; however, not all 

studies reflect this finding and some indicate 

that satisfaction is higher with physician-deliv-

ered care (see Table 17-6)

IMPROVING APRN-DELIVERED 
CHRONIC ILLNESS CARE  

Despite the growth in the number of APRNs, the 

APRN Consensus Model, the DNP degree, and a 

small but impressive body of literature indicating 

that APRNs deliver high quality primary care, 

there is still much work to do, mainly around the 

aforementioned research and collaboration com-

petencies. Additionally, strong leadership at the 

goal. APRNs must continually strive to demon-

strate these competencies, particularly when a 

change is made that significantly impacts patient 

care delivery, the nursing profession, and the 

healthcare system.

CONTRIBUTIONS OF APRNs IN 
CHRONIC ILLNESS CARE  

Within the nursing profession, it is common 

knowledge that APRNs have made significant 

contributions to individuals and families experi-

encing chronic illness. Over the last few 

decades, the general public has also become 

aware of the APRN role, and there is an overall 

sense that patients and families experiencing 

chronic illness value the care they receive from 

APRNs. Despite these positive perceptions, lit-

tle research has been conducted to quantify or 

validate the contributions made by APRNs in 

chronic illness care, and most of the existing 

data reflect care provided by CNPs who work in 

primary care settings (Grumbach, Hart, Mertz, 

Coffman, & Palazzo, 2003; Larsen, Palazzo, 

Berkowitz, Pirani, & Hart, 2003; Swartz et al., 

2003). While data exist to support that CNPs are 

in fact practicing in long-term care settings 

(Rosenfeld, Kobayashi, Barber, & Mezey, 2004), 

there are no data regarding their outcomes or 

contributions to patients in long-term care.

Little data also exist regarding chronic ill-

ness care provided by CNSs, CNMs, and 

CRNAs. Upon a closer examination of CNS-

delivered care, the literature is difficult to assess 

due to confusion in nursing role terminology. For 

example, a sizable amount of the literature 

reflects that “specialty” or specially trained 

nurses are effective in the management of heart 

failure (e.g., Case, Haynes, Holaday, & Parker, 

2010; Duffy, Hoskins, & Dudley-Brown, 2005; 

Jolly et al., 2007; Phillips, Singa, Rubin, & 



Table 17-6 Seminal APRN Outcome 

Study Design Subjects 
Length of 
follow up Primary results

Houweling et 
al. (2011)

RCT: Adults 
with type 
2 diabetes 
randomized to 
NP or GP

N = 206 14 months • No differences with regard to hemoglobin A1c , 
blood pressure, and lipid values 

• Subjects in NP group experienced some 
deterioration in QOL scores. No QOL decrease seen 
in GP subjects

• Subjects in NP group more satisfi ed with care than 
those in GP group

Dierick-van 
Daele et al. 
(2009)

RCT: Adults 
randomized to 
NP or GP

N = 1501 6 months • No differences in health status, medical resources 
utilized, or use of practice guidelines 

• Subjects in NP group had more follow-up 
consultations 

• NP consultations longer than GP consultations 
• No differences in patient satisfaction

Laurant et al. 
(2004)

Systematic 
review

NA—
reviewed 
16 studies

Average 
follow up
 ≤ 12 
months

• No appreciable differences between patients cared 
for by physicians or nurses with regard to health 
outcomes, process of care, resource utilization, or 
cost 

• Patient satisfaction higher with NP care 
• NP consultations longer than physician consultations
• Patient satisfaction higher with NP-led care

Lenz et al. 
(2004)

RCT: 2-year 
follow-up 
patients 
originally 
enrolled in 
two groups, 
Physician 
or Nurse 
Practitioner

N = 406 2 years • No differences were found between the groups in 
health status, disease-specifi c physiologic measures, 
use of specialist, emergency room visits, or inpatient 
services 

• No differences in patient satisfaction

Mundinger et 
al. (2000)

RCT with 
subjects 
randomized 
to NP or 
physician

N = 1316 6 months; 
1 year

• No differences between patients cared for by NPs 
and MDs with regard to: 1) patients’ health status, 
2) physiologic test results for patients with chronic 
conditions such as diabetes or asthma, 3) health 
services utilization, 4) satisfaction after initial 
appointment 

• For patients with hypertension, the diastolic value 
was lower for NP patients (82 vs 85 mm Hg; p = 
0.04). 

• Satisfaction ratings at 6 months differed for 1 of 4 
dimensions measured (provider attributes), with 
physicians rated higher (4.2 vs. 4.1 on a scale where 
5 = excellent; p = 0.05); no differences in patient 
satisfaction at 1 year

GP—general practitioner; NA—not applicable; NP—nurse practitioner; QOL—quality of life; RCT—randomized controlled trial 
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appreciation for and a desire to seek out 

research-based evidence. Because many nurses 

were educated prior to the EBP era, this appre-

ciation will likely need to be role-modeled by 

early adopters of and leaders in EBP, a process 

Melnyk and Fineout-Overholt (2010) refer to as 

“Step 0: Cultivate a spirit of inquiry” in their 

seven-step EBP process. However, if the APRN 

is practicing in an environment or setting that is 

void of EBP role models, then he or she will 

need to initiate the leadership to become knowl-

edgeable in this realm through courses, immer-

sion workshops, formal mentoring programs, 

and more (see Table 17-7). 

Research Agenda

In addition to possessing solid EBP skills, 

APRNs need to lead the initiative to influence 

APRN-related research agendas, with the first 

professional and the systems level is warranted in 

order to ensure that these competencies are con-

tinuing to be met.

Improving Research

Evidence-Based Practice

Broad electronic access to original research is a 

fairly recent development, thus many APRNs 

may find that they lack the necessary skills for 

searching and critiquing the research evidence. 

In a large national study of practicing RNs’ pre-

paredness for EBP (n = 1097), Pravikoff, Tanner, 

and Pierce (2005) found that more than 58% had 

never searched CINAHL or MEDLINE (a com-

ponent of PubMed). In addition, 59% indicated 

that they had not identified a researchable prob-

lem within the last year and 72% had not read a 

research report within the last year. RNs in this 

study identified that their most frequent sources 

of information were colleagues and peers 

(51.3%), journals or books (42.4%), the Internet 

(33.3%), and conferences or workshops (31.9%). 

Although 9% of the RNs in this study indicated 

having a master’s degree, it is unknown how 

many of the respondents were APRNs. As well, 

the data were not analyzed by educational level. 

Similarly, Koehn, and Lehman (2008) conducted 

a national study of registered nurses in the 

United Kingdom and found widespread misun-

derstandings of EBP and that 52% of the nurses 

did not subscribe to or read nursing journals. 

Although these studies are somewhat dated, their 

results are still noteworthy. Many of today’s RNs 

and APRNs are not adequately prepared and/or 

do not value research-based evidence.

The first decade of the 21st century has wit-

nessed an explosion of EBP resources, including 

books, journal articles, workshops, and websites, 

many of which are high quality (see Table 17-3). 

However in order to learn about and ultimately 

practice EBP, the APRN must first possess an 

Table 17-7 Steps of the EBP process 

0. Cultivate a spirit of inquiry.

1. Ask a burning clinical question in PICOT format 
(PICOT—Patient population, Intervention or 
Issue of interest, Comparison intervention or 
group, Outcome, and Timeframe).

2. Search for and collect the most relevant best 
evidence.

3. Critically appraise the evidence.

4. Integrate the best evidence with one’s clinical 
expertise and patient preferences and values in 
making a practice decision or change.

5. Evaluate outcomes of the practice decision or 
change based on evidence.

6. Disseminate the outcomes of the BP decision 
or change.

Source: Melnyk, B. M., & Fineout-Overholt, E. (2010). 
 Making the case for evidence-based practice and cultivat-
ing a spirit of inquiry. In B. M. Melnyk & E. Fineout-Overholt 
(Eds.), Evidence-based practice in nursing & healthcare: 
A guide to best practice (2nd ed., pp. 3–24). Philadelphia: 
Lippincott.



studies related to APRN care have measured tra-

ditional medical outcomes (i.e., lab values, vital 

signs, and other measures of disease). While 

medical outcomes are important, they do not 

reflect the unique care contributions offered by 

APRNs, including indicators such as symptom 

resolution and reduction, adherence to treatment 

plan, knowledge of patients and families, trust of 

care provider, collaboration among care provid-

ers, frequency and type of procedures ordered, 

and quality of life (Ingersoll, McIntosh, & 

Williams, 2000). Similarly, research related to 

APRN-directed chronic illness care should 

reflect theories and models that guide chronic ill-

ness care such as the Chronic Care Model 

(Dancer & Courtney, 2010; Wagner et al., 2001). 

Improving Collaboration

Clinical Competence

Clinical competence is the foundation of respect-

ful working relationships in health care and is 

arguably the most critical component of effective 

collaboration. Although the existing data suggest 

that APRNs are clinically competent, there are 

essentially no data regarding their knowledge of 

or adherence to evidence-based clinical recom-

mendations for chronic illnesses. However, con-

sidering what we know about physicians’ 

knowledge regarding and adherence to evidence-

based recommendations for illnesses such as 

chronic obstructive pulmonary disease (Yawn & 

Wollan, 2008), cardiovascular disease (Doroodchi 

et al., 2008), and diabetes (Hayes, Fitzgerald, & 

Jacober, 2008), there is likely room for clinical 

competency improvement in APRNs as well. 

In terms of education, a national study of 

CNPs’ perceptions of their initial preparedness for 

practice indicated that only 10% felt they were 

well prepared for practice after completing their 

basic CNP education and that 51% felt they were 

somewhat or minimally prepared (Hart & Macnee, 

step being to put APRNs on the research “radar.” 

The body of research literature regarding the 

contributions of APRNs to patient care, let alone 

chronic illness care, is currently small, confus-

ing, and in some cases, nonexistent, causing 

APRNs to be referred to as “invisible champi-

ons” (Kleinpell, 2007) and “missing in action” 

(Morgan, Strand, Ostbye, & Albanese, 2007). 

Currently, APRN data are not included in the 

National Ambulatory Medical Care Survey 

(Hsiao, Cherry, Beatty, & Rechtsteiner, 2007), 

and although CNPs were included in the most 

recent National Hospital Ambulatory Medical 

Care Survey (Hing, Hall, Ashman, & Xu, 2010; 

Niska, Bhuiya, & Xu, 2010), their care-related 

data were not separated from physician data.

In this era of performance-based care, 

APRNs must document that their care leads to 

better patient outcomes. To accomplish this, prac-

ticing APRNs need to partner with nurse 

researchers, universities, and grant-funding agen-

cies to ensure that the importance of this type of 

research is realized and that it is designed and 

carried out in a manner that best reflects the 

uniqueness of APRN-delivered care. 

Similarly, APRNs need to influence re-

search agendas related to patient care. By defini-

tion, experienced APRNs are practice experts, 

who should possess researchable ideas related to 

the nature and delivery of chronic illness care. It 

is also critical for APRNs to share their clinical 

observations with researchers and work collabor-

atively with them on study designs so that these 

observations can be objectively evaluated and 

disseminated to improve chronic illness care.

APRN-Sensitive Outcomes

Establishing research outcomes that are reflective 

and sensitive to the unique care provided by 

APRNs should also be a priority for APRNs. 

With rare exceptions, most of the current research 
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disciplines share care responsibilities for a 

patient; and more recently to transdisciplinary 

collaboration, where members from different 

disciplines are committed to engaging with and 

learning from each other, as well as working 

together across boundaries to plan and provide 

integrated patient services (Glittenberg, 2004; 

Maitland, 2010; Verdejo, 2001). When APRNs 

and members from other disciplines view and 

approach patient care from a transdisciplinary 

perspective, the outcomes are typically positive 

for patients and family members and the experi-

ence is often transformative for the involved cli-

nicians as well (Hanson & Spross, 2009).

Integrated Care Models

Integrated care models utilize the principle of 

transdisciplinary collaboration to provide patient 

care services. These models are still in their 

infancy and have primarily been designed for 

patients who are experiencing both a chronic 

physical and mental illness, combining primary 

care and behavioral health services. Preliminary 

studies of integrated models for patients with 

chronic illnesses such as diabetes, HIV, depres-

sion, and substance abuse have shown that inte-

grated care models are both efficacious and cost 

effective (Bogner & de Vries, 2010; Katon et al., 

2010; Schouten, Niessen, van de Pas, Grol, & 

Hulscher, 2010), and APRNs are encouraged to 

pursue integrated care opportunities.

2007). Although similar research regarding educa-

tional preparation is not available for CNSs, 

CNMs, and CRNAs, it is likely that these APRN 

graduates also feel inadequately prepared for prac-

tice, most likely due to the lack of opportunities 

for formal post-graduate residencies. In fact, 87% 

of the respondents in Hart and Macnee’s study 

indicated that they would have taken advantage of 

a 1-year post-graduate residency, even if this 

meant being paid less and having to relocate. 

Fortunately, the need for post-graduate nurse resi-

dency programs (including APRNs) is starting 

receiving attention in the literature (e.g., Burman 

et al., 2009; Flinter, 2005) and was one of eight 

recommendations made by the Institute of 

Medicine (2010) in their report, The Future of 

Nursing: Leading Change, Advancing Health. In 

addition to formal residency programs, it is hoped 

that APRN programs will utilize the move to the 

DNP to reconceptualize and improve clinical edu-

cation (Burman et al., 2009). 

Transdisciplinary Collaboration

To improve competency in collaborative skills, 

APRNs are also encouraged to review recent 

advances in the concepts of collaboration and the 

benef it of integrated care. Over the last 2 

decades, the concept has grown from multidisci-

plinary collaboration, which recognizes the con-

tributions of other disciplines; to interdisciplinary 

collaboration, in which members from different 

CASE STUDY

You are an APRN working with a new patient, Kate Jackson, a 62-year-old Caucasian woman, 

who presents to you because she hears that you are “good with train wrecks like me.” Kate 

brings in a copy of her medical records, which show that she has a history of multiple comorbid 

chronic illnesses, including obesity, type 2 diabetes mellitus, essential hypertension, Parkinson’s 

disease, stage 2 chronic kidney disease, obstructive sleep apnea, major depressive disorder, and 



chronic pain in her lower back and knees stemming from degenerative disc disease and osteoar-

thritis. She has been treated for most of these illnesses for the past decade; with the exception of 

the Parkinson’s disease, which was diagnosed 1 year ago and has caused her to have a resting 

tremor and shuffling gait. In addition, 2 years ago, she was diagnosed with stage 1 chronic kid-

ney disease, which has since progressed to stage 2, despite her having fairly well controlled 

diabetes (HgbA1cs between 6.5 and 7) and hypertension (average readings 120/75). Current 

medications include metformin 1000 mg twice daily, insulin glargine 23 units subcutaneously 

at bedtime, Lisinopril 10 mg every day, Hydrochlorothiazide 12.5 mg every day, pravastatin 40 

mg at bedtime, Sinemet (combination carbidopa and levodopa ) 25/100 four times per day, 

fluoxetine 20 mg twice daily, MS Contin 30 mg twice daily, hydrocodone/acetaminophen 

10/325 mg i–ii by mouth every 6 hours as needed, and Senokot-S (standardized Senna concen-

trate with docusate sodium 50 mg) 2 tablets twice daily. She also receives CPAP therapy at 

night. She has been on all of these medications for the last 2 years, with the exception of the 

Sinemet, which was started after being diagnosed with Parkinson’s disease.

Kate says that she has been seeing a family practice physician in town for the last 5 years and 

was fairly satisfied with his care until she was diagnosed with Parkinson’s disease. Since that time, 

her back and knee pain have worsened, but apparently her physician told her, “there is nothing 

more I can do to help you with your pain,” and, “with all of your mobility issues, we need to start 

transitioning you to the nursing home.” Kate gets teary when she shares this with you and says, “I 

know I’m a mess, but I really love living at home and don’t want to go to the nursing home.” 

Past Medical History (PMH)Past Medical History (PMH)

Kate has no known history of cardiac or vascular disease. Her only surgery was a cholecystec-

tomy 10 years ago. She had a screening colonoscopy at age 50 that was normal; however, she 

has not had one since then due to mobility issues. No history of abnormal Pap smears or mam-

mograms; however, her last Pap and mammogram were more than 3 years ago.

Family HistoryFamily History

Parents were both obese but had no health problems when they died. Maternal grandparents 

lived to be in their 90s and died of “old age.” Paternal grandfather died of metastatic prostate 

cancer at age 75. Maternal grandmother died of a “massive stroke” at age 81. 

Social HistorySocial History

Kate earned a bachelor’s degree in journalism when she was 22 and worked for 30 years as a 

grant writer and business consultant. She reports that she has “always” been overweight but 

CASE STUDY (Continued)

(continues)
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was able to wear normal size clothes and get around without difficulty until about 15 years 

ago, when she started traveling 5 days a week for her work and eating out most of the time. 

Over the course of 5 years, she gained 150 pounds and started having significant pain and 

mobility problems, which eventually led to her disability status. She has tried multiple weight-

loss regimens throughout her life but has not been successful with any of them. She no longer 

eats out and primarily eats the food she receives from Meals on Wheels as well as some other 

grocery items that friends bring to her. However, she has significant mobility issues related to 

her pain and Parkinson's disease  and continues to have a BMI of 56. She receives Medicare 

and Social Security Supplemental income. She lives alone in a low-income housing apartment 

and receives Home Health Services several times a week to help her with bathing and house-

work. She uses a walker with ambulation. She wears a “lifeline” at all times and says that she 

had to use it 6 months ago when she fell in the shower and couldn’t get up. Since then, she has 

not attempted to bathe alone and waits for the home health aide to assist her with this.

Kate was an only child and both of her parents died in an auto accident when she was 45. 

She has a few distant cousins that she exchanges Christmas cards with and talks to on the phone 

several times a year; however, they all live several hundred miles away and the last time that she 

saw any of them was at a family reunion 5 years ago. She identifies with being heterosexual, 

but never married and does not have an intimate partner. She has no children. She indicates that 

she is a Christian and used to attend services at a local Methodist church until a couple of years 

ago when it became too difficult for her to drive, and she sold her car. She continues to have 

some friends from church who visit her and offer to take her to church. However, she goes to 

church and leaves her home very infrequently due to her extreme mobility problems and con-

cern regarding falling. Kate denies current or past use of alcohol, tobacco, or other illicit drugs.

ObjectiveObjective

As you talk with Kate, she answers all questions appropriately. She is neatly groomed, orga-

nized, and seems to easily recall relevant facts related to her health care. Her affect is generally 

happy; however, she is clearly concerned about her future living arrangements and gets teary 

when she talks about living away from home. 

DiscussionDiscussion

1) How would you go about assessing and prioritizing Kate’s care needs (both today and in 

the future)? How does current research-based evidence fit into this? 

2) Consider each of the 6 APRN competencies discussed in this chapter and presented in 

Figure 17-2. Which of these competencies are most challenged by this case, and how 

would you go about trying to meet them as you work with Kate?

3) How would a transdisciplinary team look at Kate? Think about the available resources 

and providers in your own community or those that you could consult with by telehealth. 

CASE STUDY (Continued)



interpreting and applying EBP, the new gold 

standard in health care.

With regard to collaboration, recent research 

evidence indicates that transdisciplinary collabo-

ration and integrated care services for patients 

experiencing chronic illness may be more effica-

cious and cost effective than traditional care led 

by a single provider. Thus it is critical that APRNs 

commit themselves to working with and learning 

from members of other disciplines as they 

develop and provide patient care services. 

In closing, the reader is reminded that 

APRN certification and licensure do not ensure 

that the APRN is engaging in advanced practice 

nursing. What distinguishes advanced practice 

nursing from basic nursing is that the six afore-

mentioned competencies are always reflected in 

the APRN’s practice. In this spirit, this chapter 

is closed with the challenge offered to APRNs 

and APRN educators: 

There is still much work to be done: not all 
APN students are educated to practice with 
the competencies described here; too many 
nurses are in APN roles without the necessary 
credentials or competencies, and thus true ad-
vanced practice nursing is not demonstrated. 
(Hamric, Spross, & Hanson, 2009, p. x) 

SUMMARY AND CONCLUSIONS  

APRNs have a long history of providing quality 

care to individuals and families experiencing 

chronic illness. Each of the four APRN roles 

(CNM, CNP, CNS, and CRNA) is involved in 

chronic illness care to some extent. Although 

there is no agreed-upon conceptual consensus for 

APRN-delivered care, APRN practice requires 

competence in the six areas of 1) expert coaching 

and guidance; 2) consultation; 3) research; 

4) clinical, professional, and systems leadership; 

5) collaboration; and 6) ethical decision making 

(Hamric, 2009). 

Since 2000, significant strides have been 

made to APRN regulation and education. 

Together these changes help unify and strengthen 

APRN practice. Despite these strides, there is 

still much work for APRNs to do, particularly 

with regard to the research and collaboration 

 competencies.

Regarding research, APRNs need to work to 

ensure that the chronic illness care provided by 

APRNs is studied and documented. This care 

should be studied using traditional medical out-

comes and outcomes that are sensitive to 

advanced nursing care. Additionally, all APRNs 

need to be proficient in research as it relates to 

How could you provide transdisciplinary care with these individuals versus multi- or 

interdisciplinary care?

4) What outcomes are most important as you assess Kate’s care? Identify both traditional 

medical outcomes and APRN-sensitive outcomes. What outcomes are your highest prior-

ity and why? 

5) The family physician that Kate has been seeing prior to her consultation with you today 

apparently told her that nothing more could be done regarding her pain management. 

What are your thoughts regarding her pain management? What does the research-based 

evidence say about using opioids to manage non-malignant chronic pain, especially in 

individuals with multiple comorbidities?

CASE STUDY (Continued)
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some CAM practices may be labeled as conven-

tional medicine. Alternative medicine refers to 

therapies used in place of conventional medicine. 

Complementary medicine, sometimes called 

integrative medicine, refers to using alternative 

medicine with conventional treatment (NCCAM, 

2008a). Self-healing is the primary concept in 

CAM practices. External sources merely mobi-

lize the body’s inner resources for healing 

(Micozzi, 2011). 

Users

The National Health Interview Survey (NHIS) 

provides rich data on the use of CAM.  The 2007 

survey of 23,393 adults was conducted to deter-

mine usage. Nearly 4 of 10 adults (38.3%) and 

11.8% of children under age 18 had used CAM 

therapies in the last 12 months (Barnes, Bloom, & 

Nahin, 2008). The 2007 survey expanded the 

2002 survey by increasing the number of CAM 

therapies in the survey from 27 to 36 as well as 

the number of diseases treated with CAM from 

73 to 81. The structure of this survey was quite 

different from the 2002 survey. The 36 CAM ther-

apies were grouped into five broad categories: 

alternative medical systems, biologically based 

therapies, manipulative and body-based therapies, 

mind–body therapies, and energy healing thera-

pies. This survey followed the taxonomy of 

INTRODUCTION  

The use of complementary and alternative treat-

ments has continued to increase in the United 

States (National Center for Complementary and 

Alternative Medicine [NCCAM], 2008a). What 

motivates an individual with chronic illness to try 

nontraditional therapies? If the traditional allo-

pathic approach is not able to provide a treatment 

that relieves human suffering and improves qual-

ity of life, should healthcare providers help indi-

viduals with chronic illnesses find nonallopathic 

treatments that may help? What is the role of 

government in balancing the safety of healthcare 

treatments with an individual’s right to access 

alternative or complementary treatments? 

Addressing these questions in a scholarly, evi-

dence-based manner assists the healthcare pro-

fessional in providing improved health care for 

clients with chronic illnesses.

Definitions

Complementary and alternative medicine (CAM) 

are labels used to describe diverse medical and 

healthcare systems, practices, and products that 

are not generally considered part of conventional 

(Western or allopathic) medicine (NCCAM, 

2008a). The boundaries of CAM and conven-

tional medicine are dynamic, and over time, 

Complementary and Alternative Therapies
Pamala D. Larsen 
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(Bezold, 2005; Oguamanam, 2006; Saydah & 

Eberhardt, 2006).

The most commonly reported health prob-

lems treated by CAM in the 2007 NHIS survey 

included: musculoskeletal problems, including 

back pain or problems (17.1%); neck pain or 

problems (5.9%); joint pain or stiffness or other 

joint condition (5.2%); arthritis (3.5%); and 

other musculoskeletal conditions (1.8%) (Barnes 

et al., 2008, p. 4). These data are relatively 

unchanged from 2002. The use of CAM to treat 

head or chest colds showed a marked decrease 

from 2002 to 2007 (9.5% to 2.0%). A small 

increase in CAM use was seen in treating choles-

terol problems. Lastly, data from the 2007 survey 

were consistent with the 2002 data demonstrat-

ing that CAM use was more prevalent among 

women, adults aged 30 to 69; higher levels of 

education; individuals who were not poor; adults 

living in the West; former smokers; and adults 

who were hospitalized within the last year 

(Barnes et al., 2008, p. 4).

More than two-thirds of CAM users do not 

tell their physicians or healthcare providers 

about using these therapies (Briggs, 2007). 

Perhaps this is because when clients do tell their 

clinicians about their choices, they might scold 

them, become angry and defensive, or dismiss 

clients’ reasons for seeking additional care 

instead of exhibiting understanding behaviors. 

This lack of empathy may result in future reluc-

tance to tell conventional practitioners about 

nonstandard treatments as well as loss of trust in 

allopathic providers (Oguamanam, 2006; Sleath, 

Callahan, DeVellis, & Sloane, 2005).

Costs

In 2007 adults in the United States spent $33.9 

billion dollars out of pocket on visits to CAM 

practitioners and purchases of CAM products, 

unconventional health care proposed by Kaptchuk 

and Eisenberg (2001), meaning that folk medicine 

practices, stress management courses, support 

groups, and religious (faith) healing—for exam-

ple, praying for one’s own health or having others 

pray for one’s health—were not included in the 

definition of CAM in this report (Barnes et al., 

2008; Nahin, Barnes, Stussman, & Bloom, 2009).  

This differs significantly from the 2002 NHIS 

survey where prayer for self and prayer for others 

were included. The most frequently cited thera-

pies in the 2007 survey included: nonvitamin, 

nonmineral natural products (17.7%); deep-

breathing exercises (12.7%); meditation (9.4%); 

chiropractic or osteopathic manipulation (8.6%); 

massage (8.3%); and yoga (6.1%) (Barnes et al., 

2008, p. 2). From 2002 to 2007, there was 

increased use of mind–body therapies, acupunc-

ture, massage therapy, and naturopathy.  There 

was a significant decrease in the use of the Atkins 

diet. 

Reasons for Use

Individuals with chronic illnesses often feel frus-

trated with disease-focused, fragmented, time-

limited traditional allopathic care. As a result, 

they may turn to alternative or complementary 

practitioners, who may take more time to listen 

and evaluate not only their health problems but 

their entire lives. Specifically, these nontradi-

tional healthcare services are noted for extensive 

clinical evaluations that focus on understanding 

individuals and their experiences in dealing with 

a chronic illness; continuity with care providers 

over time; active participation in care by clini-

cians, patients, and their family members; choice 

of individualized services; provision of hope; 

open communication and information sharing; 

and an emphasis on the meaning and spiritual 

components of dealing with chronic illnesses 



rose steadily from 1999 (when it became an insti-

tute) to 2005; the financial year (FY) budget in 

2005 was $123.1 million dollars and for FY2010 

it was $128.8 million dollars. The NCCAM 

(2011d) recently released its third strategic plan, 

Exploring the Science of Complementary and 

Alternative Medicine: Third Strategic Plan 2011–

2015.  The five strategic objectives include:

• Advance research on mind and body inter-

ventions, practices, and disciplines

• Advance research on CAM natural prod-

ucts

• Increase understanding of “real world” 

patterns and outcomes of CAM use and its 

integration into health care and health pro-

motion

• Improve the capacity of the field to carry 

out rigorous research

• Develop and disseminate objective, evi-

dence-based information on CAM inter-

ventions (NCCAM, 2011d) 

As one can see, many of the strategic objec-

tives are focused on research. In exploring the 

literature for this chapter, the lack of rigorous 

research was evident. Textbooks on CAM seem 

somewhat incomplete, with old references or a 

lack of references. Because of these concerns, 

the research cited in this chapter has been care-

fully screened. 

Common Treatment Modalities

The NCCAM groups CAM practices into broad 

categories.  These include: 1) natural products, 

2) mind–body medicine, 3) manipulative and 

body-based practices, and 4) other CAM prac-

tices (NCCAM, 2008a). Each of these categories 

encompasses a wide range of subcategories. 

Many CAM practices may fit into more than one 

category. 

classes, and materials. Practitioner costs totaled 

$11.9 billion dollars (35.2%). The remaining 

$22.0 billion dollars (64.8%) included costs asso-

ciated with relaxation techniques; homeopathic 

medicine; yoga, tai chi, and qigong classes; and 

self-care costs to include nonvitamin, nonmineral 

natural products (Nahin et al., 2009, p. 3). Appro-

ximately 75% of visits to CAM practitioners and 

total costs related to visits to CAM providers were 

associated with manipulative and body-based 

therapies (chiropractic or osteopathic manipula-

tion, massage, and movement therapies) (p. 6). 

Overview of NCCAM

A national initiative established in 1991 to evalu-

ate alternative treatments led to the establishment 

of the Office of Alternative Medicine (OAM) at 

the National Institutes of Health (NIH). In 1998 

the OAM became the National Center for Com-

plementary and Alternative Medicine (NCCAM). 

The role of the NCCAM is to explore CAM 

practices using rigorous scientific methods and 

build an evidence base regarding the safety and 

effectiveness of such practices. This mission is 

achieved through basic, translational, and clinical 

research; research capacity building and training; 

and education and outreach programs. There are 

four foci of the NCCAM: 1) advancing scientific 

research, 2) training CAM researchers, 3) sharing 

new information, 4) supporting integration of 

proven CAM therapies (NCCAM, 2010a). The 

NCCAM has authored a number of pamphlets/

publications, which can also be found online, for 

the public to further describe CAM, including 

Evaluating Web-based Health Resources (2011a); 

Selecting a CAM Practitioner (2011b); and Using 

Dietary Supple-ments Wisely (2011c). Many 

other patient and family materials are available.

The NCCAM receives its budget through the 

National Institutes of Health (NIH). The budget 
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Their f indings on herbs and supplements is 

compiled in a book, Davis’s Pocket Guide to 

Herbs and Supplements (Ulbricht, 2011). This 

source includes information on more than 600 

products. It is organized like a traditional phar-

macology pocket guide.

Another source of information about natu-

ral products is the Natural Medicines Com-

prehensive Database (http://naturaldatabase.

therapeuticresearch.com/). This website states it 

is unbiased, scientific clinical information on 

complementary, alternative, and integrative ther-

apies.

Dietary supplements are defined under the 

Dietary Supplement Health and Education Act of 

1994 (Zarowitz, 2010a). Manufacturers need to 

register themselves pursuant to the Bioterrorism 

Act with the FDA before producing or selling 

supplements. The United States Pharmacopeia 

(USP) is also involved in CAM because it has 

established criteria for levels of evidence that can 

be used to evaluate the literature on efficacy and 

safety of dietary supplements. Only products 

with moderate to high quality evidence are 

approved by the USP (p. 125).

Older adults are the largest per capita con-

sumers of prescription medications and over-the-

counter (OTC) complementary and alternative 

medicines in the United States (Qato et al., 2008). 

Part of this could be due to the increase in chronic 

disease as we age, as well as efforts to counter 

undesirable effects of the aging process. The com-

bination of an OTC dietary supplement and a pre-

scribed medication could have serious side 

effects, particularly in the older adult. In a Mayo 

Clinic study of 1795 adults averaging 55 years of 

age, there were 107 dietary supplement–drug 

interactions of significance (cited in Zarowitz, 

2010b), The five supplements accounting for 

68% of the interactions were kava, garlic, ginkgo 

Natural Products

Natural products include a variety of herbal 

medicines (also known as botanicals), vitamins, 

minerals, and other “natural products.” Many of 

these products are sold as dietary supplements. 

Natural products also include probiotics—live 

microorganisms (usually bacteria) that are simi-

lar to microorganisms normally found in the 

human digestive tract. Probiotics are available in 

foods such as yogurts or in dietary supplements. 

In the 2007 NHIS survey, this category of CAM 

was the most frequently used with 17.7% of 

those surveyed using natural products (Barnes 

et al., 2008).

The federal government regulates dietary 

supplements primarily through the U.S. Food 

and Drug Administration (FDA). The regulations 

for dietary supplements are not the same as those 

for prescription or over-the-counter drugs. In 

general, the guidelines are less strict. For exam-

ple, a manufacturer does not have to prove the 

safety and effectiveness of a dietary supplement 

before it is marketed. Once a dietary supplement 

is on the market, the FDA monitors safety and 

product information, and the Federal Trade 

Commission (FTC) monitors advertising 

(NCCAM, 2008a).

The NCCAM website provides a series of 

fact sheets on herbs and botanicals and includes 

common names, uses, potential side effects, and 

other resources for more information. The fact 

sheets are included in a free booklet published by 

NIH and NCCAM (2011e). 

The National Standard (http://www.natural-

standard.com) was founded by healthcare pro-

viders and researchers to provide quality 

evidence-based information about CAM. Each 

Natural Standard monograph on CAM is pre-

pared using a variety of electronic databases 

including the Cochrane Library and MEDLINE. 



intent is to use the mind to affect physical func-

tioning and thus promote health. There are a wide 

variety of practices within this category. The 

main practices include: meditation, yoga, acu-

puncture, deep-breathing exercises, guided imag-

ery, hypnotherapy, progressive relaxation, 

Qigong, and tai chi (see Table 18.1). Acupuncture 

is also a component of energy medicine, manipu-

lative and body-based practices, and traditional 

Chinese medicine (NCCAM, 2008a). Use of 

three of these practices—deep-breathing exer-

cises, meditation, and yoga—increased signifi-

cantly in the 2007 NHIS survey compared with 

the 2002 NHIS survey.

Acupuncture has been practiced in China 

and other Asian countries for thousands of years. 

It has been practiced in the United States for 200 

years. The FDA approved the acupuncture needle 

as a medical device in 1996 (National Cancer 

Institute, 2011). Acupuncture has been used in a 

biloba, St. John’s wort, and valerian. The prescrip-

tion medications most frequently implicated 

included: warfarin, sedatives/hypnotics, antide-

pressants, insulin, oral antidiabetic agents, hepa-

totoxic medications, oral contraceptives, and 

tramadol.  Additionally, more than 78 dietary sup-

plements have some effect on the CYP enzymes 

most commonly involved with drug metabolism 

(Zarowitz, 2010b).

Mind–Body Medicine

For practitioner-based therapies, there is no stan-

dardized, national system for credentialing CAM 

practitioners. The extent and type of credentialing 

vary greatly from state to state. Some CAM prac-

titioners (e.g., chiropractic) are licensed in all or 

most states. Other CAM practitioners are licensed 

in few states or not at all (NCCAM, 2008a).

Mind–body practices focus on interactions 

among the brain, mind, body, and behavior. The 

Table 18-1 Mind–Body Medicine 

Approach Therapeutic Method Rationale

Meditation Refers to a group of techniques such as 
mantra meditation, relaxation response, 
mindfulness meditation, and Zen Buddhist 
meditation; elements include a quiet 
location, specifi c comfortable position, 
focus of attention, and an open attitude

Practice is believed to result in a state of 
greater calmness and physical relaxation 
and psychological balance due to person 
learning to focus attention

Yoga Combines physical postures, breathing 
exercises, meditation, and the spirit

Enhances stress-coping mechanism and 
mind–body awareness

Acupuncture Thin needles are inserted superfi cially on 
the skin in various patterns and left in place 
for 8 to 20 minutes

Points along channels of energy 
are manipulated to restore balance; 
acupuncture is part of Traditional Chinese 
Medicine

Sources: National Center for Complementary and Alternative Medicine. (2007a). Acupuncture: An introduction. Retrieved 
August 30, 2011, from: http://nccam.nih.gov/health/acupuncture/introduction.htm; National Center for Complementary and 
Alternative Medicine. (2008c). Yoga for health: An introduction. Retrieved August 30, 2011, from: http://nccam.nih.gov/
health/yoga/introduction.htm#keypoints; National Center for Complementary and Alternative Medicine. (2006a). Meditation: 
An introduction. Retrieved August 30, 2011, from: http://nccam.nih.gov/health/meditation/overview.htm#keypoints.
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joints, soft tissues, and circulatory and lymphatic 

systems. Spinal manipulation (chiropractic) and 

massage therapy are the primary practices within 

this area. (NCCAM, 2008b). See Table 8-2.

Massage therapy is based on the principle 

that body tissues will function at optimal levels 

when arterial supply and venous and lymphatic 

drainage are unimpeded. Massage is designed to 

reestablish proper fluid dynamics through the 

skin, muscles, and fascia, although nerve path-

ways may sometimes be included (Coughlin & 

Delany, 2011). Massage is generally applied in 

the direction of the heart to stimulate increased 

venous and lymphatic drainage from the 

involved tissues with muscles being addressed 

in groups. Different combinations of techniques 

are used depending on the objectives of the 

treatment; however, all five basic techniques are 

of the passive variety, meaning that the practitio-

ner does all of the work (Coughlin & Delany, 

2011).

A 2011 review of Cochrane Systematic 

Reviews revealed several reviews of massage 

therapy, all associated with a specific disorder. 

One condition that is typically associated with the 

use of massage therapy is low back pain. Massage 

in the Cochrane review was defined as soft tissue 

manipulation using hands or a mechanical device 

on any body part. Thirteen randomized trials with 

1596 participants were included in the review 

(Furlan, Imamura, Dryden, & Irvin, 2008). The 

authors concluded that massage might be benefi-

cial for patients with subacute and chronic non-

specific low back pain, especially when combined 

with exercises and education. 

The main emphasis of chiropractic care is on 

the spine and its effects to the central nervous 

system, the autonomic nervous system, and the 

peripheral nervous system. Chiropractors 

wide variety of chronic conditions. A review of 

the Cochrane Database reveals three systematic 

reviews on acupuncture. Reviews include depres-

sion, chronic asthma, and stroke rehabilitation. 

The 2010 update of the original 2005 systematic 

review of acupuncture for depression now 

includes data from 30 studies. These 30 studies 

included 2812 participants in the meta-analysis. 

Two clinical trials found acupuncture may have 

an additive benefit when combined with medica-

tion compared to medication alone. However, the 

authors’ conclusion was that there was insuffi-

cient evidence to recommend the use of acupunc-

ture for people with depression. Further, the 

results are limited by the high risk of bias in the 

majority of trials meeting inclusion criteria 

(Smith, Hay, & Macpherson, 2010).

An updated review of a 2003 review of ran-

domized clinical trials of acupuncture for chronic 

asthma included 12 studies with 350 participants 

meeting the inclusion criteria. Trial reporting was 

poor and trial quality inadequate. The conclusion 

of the authors was there was no change in the 

2003 conclusion of insufficient evidence to make 

any recommendations of acupuncture in asthma 

treatment. (McCarney, Brinkhaus, Lasserson, & 

Linde, 2009)

Five clinical trials of 368 participants met 

the inclusion criteria in a systematic review of 

acupuncture and stroke rehabilitation. These tri-

als included both ischemic and hemorrhagic 

stroke in the subacute or chronic stage. There 

was no evidence of any effects of acupuncture on 

subacute or chronic stroke. This was an update to 

a 2006 Cochrane review (Wu et al., 2009). 

Manipulative and Body-Based Practices

These practices focus on the structures and sys-

tems of the body and include the bones and 



provide a clinically meaningful difference for 

pain or disability when compared with other 

interventions (Walker, French, Grant, & Green, 

2010).

Other CAM Practices

This broad category includes:

• Western and Eastern movement therapies 

such as Pilates, Rolfing, and the Feldenkrais 

method

• Traditional healers

emphasize that adjusting the spinal joints and 

resolving subluxations restore normal nerve func-

tion and optimal health (Freeman, 2009). A 

Cochrane systematic review examined 12 studies 

involving 2887 participants with low back pain 

who were using combined chiropractic interven-

tions. The authors concluded that combined chi-

ropractic interventions slightly improved pain 

and disability in the short-term and pain in the 

medium-term for acute and subacute lower back 

pain. However, there is no current evidence that 

supports or refutes that these interventions 

Table 18-2 Manipulative and Body-Based Practices

Approach Therapeutic Method Rationale

Massage Encompasses many techniques. 
Therapists press, rub, and manipulate 
the muscles and other soft tissues of the 
body.

Numerous theories about how 
massage therapy may affect the 
body. One is the gate control theory 
that suggests that massage helps 
to block pain signals to the brain. 
Other theories suggest that massage 
stimulates the release of certain 
chemicals in the body

Refl exology A practice in which pressure is applied 
to points on the foot and sometimes 
the hand with the intent to promote 
relaxation or healing in other parts of the 
body

There are “refl ex” areas on the feet 
and hands that correspond to specifi c 
organs (e.g., tips of the toes and the 
head)

Chiropractic medicine Adjustments, high-velocity, and low-
amplitude thrusts are made on the spinal 
column. Focuses on the relationship 
between body’s structure, mainly the 
spine, and its functioning

Rearranging displaced structures 
promotes healing, improves 
functioning, and decreases pain.

Source: National Center for Complementary and Alternative Medicine. (2006c). Massage therapy: An introduction. Retrieved 
August 30, 2011, from: http://nccam.nih.gov/health/massage/massageintroduction.htm; National Center for Complementary 
and Alternative Medicine. (2010b). Irritable bowel syndrome and CAM: At a glance. Retrieved August 30, 2011, from: http://
nccam.nih.gov/health/digestive/IrritableBowelSyndrome.htm; National Center for Complementary and Alternative Medicine. 
(2007b). Chiropractic. Retrieved August 30, 2011, from: http://nccam.nih.gov/health/chiropractic/; National Center for 
Complementary and Alternative Medicine. (2006b). What is refl exology? Retrieved August 30, 2011, from: http://altmedi-
cine.about.com/od/therapiesfromrtoz/a/Refl exology.htm
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Chronic Disease and CAM
Increasing numbers of individuals with chronic 

disease are using complementary and/or alterna-

tive medicine. When traditional (i.e, Western) 

approaches to treating and managing chronic 

• Manipulation of energy fields, such as mag-

net therapy, qigong, Reiki, and healing touch

• Whole medical systems such as Ayurvedic 

medicine, traditional Chinese medicine, 

homeopathy, and naturopathy (see Table 18-3)

Table 18-3 Other CAM Practices

Approach Therapeutic Method Rationale

Qigong Self-initiated moving meditation 
consisting of movement, self-massage, 
meditation, and breathing.  It is a 
combination of Qi (life-force, energy, 
creativity, consciousness, breath, 
function) and gong (cultivation or 
practice over time).

Qigong puts the body into the relaxation/
regeneration state where the autonomic nervous 
system is predominately in the parasympathetic 
mode. 

Traditional 
Chinese 
medicine

All aspects of the person are 
interconnected and interact with the 
environment. Acupuncture, herbs, and 
nutrition are used to promote health 
and internal and external balance. 

Health and healing result from determining 
and resolving imbalances of energy fl ow in 
the body. Central to TCM is yin-yang theory; qi 
which circulates in the body through a system 
of pathways called meridians; the use of 8 
principles to analyze symptoms and categorize 
conditions and 5 elements to explain how the 
body works (these elements correspond to 
organs and tissues in the body)

Homeopathic 
Medicine

A whole medical system based on 
the principle of similars (or “like cures 
like”). Remedies are made from 
naturally occurring substances from 
plants, minerals, or animals. Common 
remedies include red onion, arnica, 
and stinging nettle plant.

This whole medical system seeks to stimulate the 
body’s ability to heal itself by giving very small 
doses of highly diluted substances based on the 
principle of similars. 

Reiki Japanese technique for stress 
reduction and relaxation that promotes 
spiritual healing and self-improvement; 
administered through laying on of 
hands

An unseen “life force energy” fl ows through us 
and is what causes us to be alive. If that energy is 
low, the likelihood of getting sick or feeling stress 
is high. Reiki is not taught in the traditional sense 
of the word, but is transferred to a student during 
an “attunement” in a Reiki class given by a Reiki 
master.

Sources: Qigong Institute. (2004–2011). What is Qigong? Retrieved August 30, 2011, from: http://www.qigonginstitute.org/
html/qigonghealth.php#AboutQigong;  International Center for Reiki Training. (1990–2011). What is Reiki? http://www.reiki.
org/FAQ/WhatIsReiki.html; NCCAM. (2009b). Traditional Chinese medicine: An introduction. Retrieved September 11, 2011, 
from http://nccam.nih.gov/health/whatiscam/chinesemed.htm; NCCAM. (2009a). Homeopathy: An introduction. Retrieved 
September 11, 2011, from http://nccam.nih.gov/health/homeopathy/; NCCAM. (2006d). Reiki: An introduction. Retrieved 
September 11, 2011, from http://nccam.nih.gov/health/reiki/introduction.htm



acupuncture in adults with primary hypertension. 

Unique to this review is that studies that are 

included must have a control group of either pla-

cebo or sham acupuncture or no treatment. 

CANCER  

Jain and Mills (2010) conducted a systematic 

review of 66 clinical studies examining the use 

and effectiveness of biofield therapies (Reiki, 

therapeutic touch, and healing touch) in a vari-

ety of individuals with different chronic condi-

tions. In their review they noted that there was 

moderate evidence (Level 2) for positive effects 

on acute cancer pain. There was conflicting evi-

dence for longer term pain, cancer-related 

fatigue, quality of life, and physiologic indica-

tors of the relaxation response (p. 10).

Complementary and alternative therapies are 

often used in symptom management in individu-

als with cancer. Boon, Olatunde, and Zick (2007) 

reported that 80% of their sample of 1434 women 

with breast cancer used CAM for symptom man-

agement (p. 58). To better understand this statistic, 

Wyatt, Sikorskii, Wills, and An (2010) used sec-

ondary data analysis in a sample of 222 Stage I 

and Stage II stage breast cancer patients to explore 

the association of CAM use, spending on CAM 

therapies, demographic variables, surgical treat-

ment, and quality of life. Overall 58.2% of the 

women used CAM—specifically the biologically 

based therapies—77 women used vitamins, 25 

used audiotapes, 18 used massage, and 17 used 

spiritual healing. Alternative medical systems 

were used in 13 women. Counts from individual 

therapies do not add up to the total category type 

because some women used more than one CAM 

therapy. Individuals reporting lower quality of life 

are highly likely to use CAM therapies (Wyatt 

et al., 2010). 

disease, whether benign or terminal, are ineffec-

tive, individuals and their families begin looking 

for alternatives. This section of the chapter 

focuses on two conditions of morbidity and 

mortality in the United States: hypertension and 

cancer. 

Hypertension

Researchers examined the adverse effects of com-

plementary and alternative medicine use on anti-

hypertensive medication adherence in 2180 adults 

age 65 and older. CAM use was described as 

health food, herbal supplements, and relaxation 

therapy. In this cohort of managed care patients, 

CAM use was associated with low adherence to 

antihypertensive medication among blacks, but 

not whites (Krousel-Wood et al., 2010).

Jain and Mills (2010) conducted a systematic 

review of biofield therapies (Reiki, therapeutic 

touch, and healing touch) on hypertension. There 

was little evidence that biofield therapies reduced 

systolic blood pressure, and conflicting evidence 

that biofield therapies reduced diastolic blood 

pressure when compared with no treatment (p. 12). 

In a study to assess the efficacy of acu-

puncture for treatment of essential hyperten-

sion, Kim and Zhu (2010) found no evidence to 

support the role of acupuncture in individuals 

with hypertension. Further, they noted that there 

was a lack of rigorous trials and needed better 

designed and powered studies to reach any con-

clusions. 

Acupuncture, as a part of Traditional Chi-

nese Medicine, has been used to treat hyperten-

sion in China for a long time. However, how this 

mechanism works is unclear. A group of Chinese 

researchers have created an intervention protocol 

through the Cochrane Hypertension Group. This 

review, created by Yang and colleagues (2010), 

will quantify blood pressure–lowering effects of 
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have been studied but have not been shown 

to lower the risk of cancer: vitamins B6, 

B12, E, and C; beta-carotene; folic acid; and 

selenium.

• A 2008 review of 20 clinical trials found no 

convincing evidence that antioxidant sup-

plements prevent gastrointestinal cancer, but 

did find indications that some might actu-

ally increase overall mortality. The review 

looked at beta-carotene, selenium, and vita-

mins A, C, and E. Selenium alone demon-

strated some preventive benefits.

• Research from the National Cancer Institute 

notes that higher intake of calcium may be 

associated with reduced risk of colorectal 

cancer, but concludes that the available evi-

dence does not support taking calcium sup-

plements to prevent colorectal cancer.

• A 2008 review of the research concluded 

that some botanicals used in Ayurvedic med-

icine and Traditional Chinese Medicine may 

have a role in cancer treatment. However, 

scientific evidence is limited as much of the 

research on botanicals and cancer treatment 

is in the early stages.

• It is unclear whether the use of vitamin and 

mineral supplements by patients with can-

cer is beneficial or harmful. There is a con-

cern that some supplements might interfere 

with the cancer treatment.

• A 2008 evidence-based review of clinical 

options for managing nausea and vomiting 

in cancer patients noted that electroacu-

puncture was an option to be considered. A 

study of 380 patients with advanced cancer 

concluded that massage therapy may offer 

some limited relief for these patients. A 

2008 review of botanical research con-

cluded that some botanicals have shown 

promise in managing the side effects of can-

cer treatment. However, the reviewers did 

Telephone interviews were conducted to 

ascertain CAM use among breast cancer (BRCA) 

mutation carriers enrolled in a high-risk breast and 

ovarian cancer screening study.  Of the 164 BRCA 

1 or BRCA 2 women in the analysis, 78% reported 

CAM use of prayer and lifestyle diet as the most 

commonly reported modalities. Using three or 

more CAM therapies was reported in 34% of the 

women. CAM use was associated with older age, 

higher education level, and higher levels of ovar-

ian cancer worry (Mueller et al., 2008).

In a study funded by the National Cancer 

Institute, NCCAM, and the National Institute on 

Aging, researchers examined the interface 

between allopathic medical providers and CAM 

providers in a sample of older women with breast 

cancer. The qualitative study interviewed 44 

women who were approximately 5 years post-

diagnosis. For all but four women, a diagnosis of 

breast cancer was not the catalyst for CAM use. 

The women highly valued their simultaneous 

relationships with both their CAM provider and 

their biomedical provider. Although the study 

focused on the interface of different practitioners, 

core results of the study reflected on broader 

beliefs of health, illness, and aging (Adler, 

Wrubel, Hughes, & Beinfield, 2009).  

There are frequently studies in the literature 

on the use of CAM to prevent cancer, treat can-

cer, and control symptoms. In the October 2010 

NCCAM Clinical Digest, the focus of the issue 

was “Cancer and CAM: What the Science Says.” 

The following is a summary of the findings:

• A 2007 review of clinical trials looking at 

the effectiveness of multivitamin/mineral 

supplements for cancer prevention found 

that few such trials have been conducted 

and that the results of most large-scale trials 

have been mixed.  According to the 

National Cancer Institute, the following 



was based on three validity criteria: the existence 

of a placebo control, moderate attrition rates, and 

50 or more participants in each group of the sam-

ple. Of the 26 trials meeting all three criteria, 

only two were judged to be supportive of the 

CAM therapy, while more than half (55.5%) of 

the 19 trials failed to meet one or more of the cri-

teria reported positive results (p < 0.001). Of the 

two positive high validity trials, one was funded 

and authored by the herbal company marketing 

the product tested, and one used a placebo con-

trol group of questionable credibility (p. 349). 

In several systematic reviews generated by 

the Cochrane Collaboration, it was noted that 

bias was present. Although there may have been 

many studies examined in a systematic review, 

Cochrane authors often note that there are few 

randomized clinical trials that meet study crite-

ria. Walker and colleagues (2010), in their review 

of chiropractic and low back pain, note that of 

the studies they reviewed, there were none that 

looked at chiropractic interventions versus no 

treatment. Kim and Zhu (2010), in their review 

of acupuncture and hypertension, note that there 

was a lack of rigorous trials. Further, Jain and 

Mills (2010), in their systematic review, stated 

that the studies were of average quality and met 

minimum standards required for validity. Only 6 

out of 67 studies reviewed reported an effect 

size. It is noted that their review reports a lower 

overall study quality than previous authors have. 

Examples of NCCAM–funded research 

include: randomized study of tai chi in the man-

agement of chronic heart failure; randomized 

study of the effects of massage on the immune 

system of preterm infants; analysis of U.S. health 

surveys to examine CAM use among racial and 

ethnic minorities; research center grants to estab-

lish research centers to support basic and clinical 

research on botanicals and acupuncture 

(NCCAM, 2011c). 

not find sufficient evidence to recommend 

any specific treatment (NCCAM, 2010a).

ISSUES  

Issues concerning alternative and complemen-

tary therapies include research, dissemination of 

information, legislative matters, and quackery.

Research

The mission of the NCCAM is to define, through 

rigorous scientific investigation, the usefulness 

and safety of complementary and alternative 

medicine interventions and their roles in improv-

ing health and health care (2011b). The NCCAM 

funds scientific research on CAM and the train-

ing of CAM researchers. In fiscal year 2010, the 

budget of the NCCAM was $128.8 million. 

Despite what may seem like a large budget, 

NCCAM was able to fund only 12% of the pro-

posals that it received (2008 data).

There are challenges in designing rigorous 

research studies to evaluate alternative and com-

plementary therapies. Determining the correct 

therapy, amount to be administered, and popula-

tion to receive the treatment is essential in order 

to test effectiveness, but is particularly challeng-

ing when these parameters are not standardized in 

the practice arena. Criticisms of research on alter-

native and complementary treatments include the 

following: Studies often do not use hypothesis 

testing, large numbers of subjects, or randomly 

assign subjects to treatment and control groups; 

and they often rely on subjective responses from 

clients rather than objective measures. 

Bausell (2009) reviewed 45 CAM efficacy 

randomized controlled trials (RCTs) from four 

high-impact journals: New England Journal of 

Medicine, Journal of the American Medicine 

Association, Annals of Internal Medicine, and 

Archives of Internal Medicine. Bausell’s review 

Issues 495



496 CHAPTER 18 / Complementary and Alternative Therapies

CASE STUDY

Mrs. Martin, a 70-year-old woman, developed rheumatoid arthritis when she was 18 years old. 

Her first symptoms were swelling in her left knee and ankle. She had just relocated from a 

rural community to a college town, where she worked as a secretary full-time and attended col-

lege part-time. She was in a great deal of pain when she went to see a physician. The physician 

drained her knee, performed various diagnostic tests, and informed her that she had rheuma-

toid arthritis. She was told to take 12 aspirin throughout the course of each day. No education 

regarding her illness, prognosis, or the potential side effects of her medication were provided. 

She was shy, deferred to authority figures, and was unprepared to advocate for herself.

She took a leave of absence from her job for a month, returned to the rural community in 

which she was raised, and rested. Her father had died when she was 4 years old. Her mother 

had an 8th-grade education. Her two older brothers and sisters lived nearby but were not 

actively involved in her life. After she had rested and began to feel a little better, she returned 

to her secretarial job and continued taking classes. Her left knee and both of her ankles 

remained swollen and painful, and the same symptoms developed in her fingers, wrists, and 

elbows. She had her knee drained and injected with steroid medication every other month; 

however, in a short time it would swell again. She felt fatigued and in pain.

Several years after her diagnosis, she married and had two children. During the course of 

her pregnancies, her arthritis symptoms totally resolved. After each of her children was born, 

her symptoms immediately came back. As the years went by, she was followed closely by her 

primary care physician and saw a number of internists and rheumatologists. She took a variety 

of nonsteroidal anti-inflammatory agents. 

Her joints were periodically drained and injected with a steroid. She tried gold shots with-

out any relief. She went to physical therapists and was careful to eat a healthy and well bal-

anced diet. Over time, her wrists, elbows, fingers, and feet developed joint deformities and 

contractures. Despite the deformities and pain, she maintained an active lifestyle and balanced 

her household and maternal duties.

When she was 35, Mrs. Martin’s symptoms became so severe that she was unable to do 

any work and was bedridden for 6 months. Because of her severe pain, she cried most of the 

time that she was awake. Her primary care doctor was empathetic but unable to help her. He 

referred her to a rheumatologist who failed to help relieve her suffering, but told her, “You’re 

doing fine for having a case of rheumatoid arthritis that is so aggressive.”

Mr. Martin began to actively read about arthritis and search for ways to help relieve some 

of his wife’s suffering. The couple tried a number of dietary programs without success. One day 

a friend mentioned to Mr. Martin that he knew of a woman with rheumatoid arthritis who had 

been in a wheelchair and was now walking. Mr. Martin tracked the woman down, and she told 

him about an alternative treatment for arthritis that seemed miraculous and had changed her life.



Because this was an alternative treatment, governmental regulations prohibited it from 

being provided in the United States. Against the advice of her rheumatologist, Mrs. Martin 

went to Canada with her husband for therapy. Within 3 days, Mrs. Martin’s pain and swelling 

were reduced. She was walking, had resumed her household duties, and felt more energetic 

and in less pain than she had felt in her adult life. The contractures that had developed did not 

go away, so she began to use an alternative treatment weekly—massages to help with mobility, 

muscle relaxation, and pain minimization.

Over the years, primary care physicians had not been willing to prescribe Mrs. Martin’s 

alternative treatment, requiring her to travel yearly to get her medication. However, they have 

been amazed at the change in her health status. Currently, although several newer allopathic 

treatments for rheumatoid arthritis are available, she does not see a rheumatologist. In order to 

determine if any of these allopathic treatments were appropriate for her, Mrs. Martin consulted 

with seven different rheumatologists. Each chastised her for her long-term use of an alterna-

tive, unproven therapy and was unwilling to discuss transitioning her to one of the newer allo-

pathic treatments unless she completely stopped her existing medication (in order for them to 

do several months of work-up). Consequently, since she is functioning well, considering the 

severity and length of time that she has had her disease, Mrs. Martin has opted to continue 

alternative treatment. She also has an array of vitamins, healthy nutrition, exercise, and rest. 

Mrs. Martin has been on this alternative regimen for 35 years. She adjusts her dosage daily in 

response to the presence of symptoms and continues to walk a half a mile each day, drive a car, 

do much of her own housework, and participate in social activities such as going to the opera.

Discussion QuestionsDiscussion Questions

1. What motivated Mrs. Martin to begin using alternative treatment for her rheumatoid 

arthritis?

2. What worked well for Mrs. Martin in the allopathic healthcare system, and what did not 

work well?

3. Healthcare professionals were absent from Mrs. Martin’s care; what are some of the ways 

that they could have—or should have—been involved in her care?

4. How will you help individuals who have chronic illnesses and choose to use alternative 

treatments to meet their healthcare needs?

5. What would you do if you or one of your family members developed a chronic illness that 

was continuing to cause worsening disability and suffering and allopathic healthcare pro-

viders were unable to offer effective treatment options?

6. What is the healthcare professional’s role in advocating for expanded practice, changes in 

the healthcare system, and an open-minded approach with regard to alternative treatments 

for individuals with chronic illnesses?

This case study was developed by Dr. Lisa Onega.

CASE STUDY (Continued)
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Coelho, Pittler, and Ernst (2007) in an effort 

to categorize knowledge dissemination and com-

pare it with previously published categorizations 

from 1995 and 2000, examined the 2005 con-

tents of six major journals that publish research 

on alternative, complementary, and integrative 

treatments. Fewer articles than in previous years 

were about clinical trials (1995 had 28%, 2000 

had 23%, and 2005 had 22%). Several additional 

journals were also reviewed, which had not pre-

viously been included in the 2000 and 1995 

investigations. With these articles included (n = 

363), only 19% of the manuscripts were classi-

fied as clinical trials. None of the journals pub-

lished meta-analyses, and only 4% of the articles 

included a systematic review of the state of the 

science. The most common articles were about 

general alternative, complementary, and integra-

tive topics (20%), phytomedicine (standardized 

herbal treatments) (14%), and homeopathy 

(11%). This survey of the literature indicates 

that although the number of individuals with 

chronic illnesses is increasing, the evidence-

based literature testing nonallopathic therapies 

to treat these individuals is decreasing. 

Clinicians who want to provide safe and effec-

tive options for their clients and families are in a 

quandary because they know that hope and 

options are essential both for treatment of dis-

ease and for healing the human spirit; however, 

they also know that scientific evaluation of treat-

ment modalities is necessary.

Legislative Matters

Legal matters related to alternative and comple-

mentary therapies are discussed in the next two 

sections—paradigm issues and those specific to 

advanced practice nurses.

Barriers to research of nontraditional treat-

ments include limited funding; lack of needed 

research skills among practitioners; lack of 

access to computers, academic libraries, and sta-

tistical support; problems obtaining suitable 

numbers of subjects; difficulty in comparing and 

interpreting research; and methodological issues 

such as individualized treatment and lack of con-

trol subjects for comparison. Ultimately, allo-

pathic medicine demands scientific validation of 

the efficacy of a treatment on composite groups 

of patients using experimental and control 

groups, whereas nonallopathic therapies empha-

size holistic, individualized treatment that is 

qualitative in nature. Therefore, the two thera-

peutic paradigms may lend themselves to differ-

ent types of evaluative research (Boozang, 2003; 

Oguamanam, 2006).

Individuals with chronic illnesses who have 

had positive outcomes using nontraditional ther-

apies believe their experiences to be valid and 

significant. They reject the dismissal of their 

results as anecdotal and inconsequential and sup-

port increased case study methodology to vali-

date and explain their experiences (Boozang, 

2003; Isaacs, 2007).

Dissemination of Information

Journals developed for healthcare practitioners 

to address alternative, complementary, and inte-

grative treatments include: Alternative Therapies 

in Health and Medicine, Complementary Therapies 

in Medicine, Evidence Based Complementary and 

Alternative Medicine, Journal of Alternative and 

Complementary Medicine, BMC Complementary 

and Alternative Medicine, Journal of Holistic 

Nursing, and Research in Complementary 

Medicine.



acceptable legal parameters. In addition, they are 

worried about liability protection as it relates to 

nontraditional therapies (College of Registered 

Nurses of British Columbia, 2006; Cuellar et al., 

2003). For example, individuals with chronic ill-

ness who feel that they have exhausted allopathic 

options may ask an APN to prescribe or adminis-

ter nonallopathic treatments. Clinicians may feel 

persuaded by anecdotal evidence, compassion for 

clients and their families, and the belief that the 

treatment is in their scope of practice; however, 

they may be concerned about how their state board 

of nursing or their malpractice insurers would 

view their prescribing or administering of the 

requested treatment. Contacting the board of nurs-

ing and their malpractice insurer to obtain other 

perspectives may provide useful feedback about 

the desired treatment and assist the APN in mak-

ing wise decisions (Cuellar et al., 2003).

APNs should be aware that states differ 

regarding licensure of nonallopathic practitioners. 

For example, acupuncturists can refer to a website 

that describes the laws/regulation of acupuncture 

in each state (Acupuncture.com, 2011). There is 

no current uniform licensing or professional stan-

dards for the practice of homeopathy in the United 

State. The licensing of homeopaths varies from 

state to state. Licensure as a homeopathic physi-

cian is available only to medical doctors and doc-

tors of osteopathy in Arizona, Connecticut, and 

Nevada. Some states explicitly include homeopa-

thy within the scope of practice of chiropractic, 

naturopathy, physical therapy, dentistry, nursing, 

and veterinary medicine (NCCAM, 2009a).

Quackery

Although research verifying the effectiveness of 

most alternative, complementary, and integrative 

Paradigm Issues

Some critics of allopathic health care have argued 

that physicians, out of self-interest, have con-

vinced legislators to restrict the scope of practice 

of alternative and complementary healthcare pro-

viders and limit choices for individuals with 

chronic illnesses. They believe that because phy-

sicians work closely with hospitals, pharmaceuti-

cal companies, and reimbursers, they have 

persuaded these organizations to avoid partnering 

with nontraditional healthcare providers. 

Therefore, according to these critics, physicians, 

hospitals, pharmaceutical companies, and reim-

bursers have influenced policy and legislation to 

limit these practices and, when possible, to prose-

cute nonphysician practitioners who offer com-

petitive healthcare services (Boozang, 1998; 

Cuellar, Cahill, Ford, & Aycock, 2003).

Ultimately, a clash exists between propo-

nents of the allopathic healthcare paradigm and 

proponents of the alternative and complementary 

healthcare paradigm. Advocates of the allopathic 

healthcare paradigm believe that governmental 

regulation is based on scientific evidence, pro-

motes safety, and ensures that the treatment pro-

vided to persons with chronic illness is effective. 

Advocates of the nonallopathic healthcare para-

digm believe that individuals should have access 

to information and treatment, the freedom to 

evaluate benefits and risks, and ultimately decide 

for themselves their form of health care (Cuellar 

et al., 2003; Oguamanam, 2006).

Advanced Practice Nursing Issues

Advanced practice nurses (APN) providing care to 

individuals with chronic illnesses are often con-

cerned about whether activities related to alterna-

tive and complementary treatment fall within 
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complementary, and integrative content and 

research into its undergraduate, masters’, and 

doctoral programs in nursing. The University of 

California at San Francisco was the first nurse 

practitioner program in the country to include 

this material in its curriculum. In order to prepare 

advanced practice nurses to properly care for 

individuals with chronic illnesses, nursing educa-

tion needs to instruct students about these thera-

pies (Helms, 2006).

For health professionals and consumers, 

the NCCAM has a page on its website listing 

alerts and advisories, many of which involve 

natural products. For example, 2011 advisories 

include:

• FDA warns consumers to stop using 

Soladek vitamin solution

• Recall of U-Prosta dietary supplement

• “Black Ant” contains undeclared drug 

ingredient

• Beware of fraudulent weight-loss “dietary 

supplements” 

• Biotab Nutraceuticals, Inc., issues a volun-

tary recall of specific lots of the nutritional 

supplement EXTENZE (Men’s Regular) 

(NCCAM, 2011f) 

Ethical Decision Making

Healthcare professionals working with indi-

viduals who have chronic illnesses may experi-

ence ethical decision-making challenges related 

to the use of nonallopathic treatment. The fol-

lowing is one example. Thinking about one’s val-

ues, beliefs, and rationale for decision-making 

will help prepare the advanced practice nurse for 

those unexpected and difficult challenges.

treatments is inadequate, practitioners have the 

responsibility to provide information regarding 

the known benefits and risks of the treatment 

(Chez & Jonas, 2005; Cuellar et al., 2003). When 

healthcare providers misrepresent treatments to 

consumers, they are committing fraud (Cuellar 

et al., 2003).

Boozang (1998) defines quackery as treat-

ment that is implausible, unscientific, unproven, 

or disproved. She notes, however, that some non-

allopathic treatments, although not yet adequately 

evaluated (unproven), may be helpful to clients. 

She emphasizes the importance of heightened 

informed consent for any treatments outside of 

the accepted standard of care. Cuellar and col-

leagues (2003) state that clinicians have a duty to 

present both traditional and nontraditional per-

spectives and assert that informed consent means 

providing information about allopathic and non-

allopathic treatment options along with benefits, 

risks, and uncertainties associated with each 

choice.

Professional Education

Medical schools are realizing the importance of 

including alternative, complementary, and inte-

grative therapies in curricula. In 1998, 63% of 

medical schools offered at least one course dedi-

cated to this content and 37% offered two or 

more (Helms, 2006).

Nursing schools have been slower to include 

classes in alternative and complementary treat-

ments. This material is often integrated through-

out graduate and undergraduate curricula; 

however, few schools provide dedicated courses. 

Several schools have made a noteworthy commit-

ment to nonallopathic theories. The University of 

Minnesota has incorporated alternative, 



CASE STUDY

Dr. Smithton—A 58-Year-Old Man with Amyotrophic Lateral SclerosisDr. Smithton—A 58-Year-Old Man with Amyotrophic Lateral Sclerosis

Dr. Thomas Smithton, a 58-year-old man, is a professor and owns a successful mathematical 

consulting business. Thomas has been happily married for 32 years to his wife, Patricia, who 

is a geologist. They have three children—Samuel, who is 30, married, has two children, and 

lives across the country; Jenna, who is 27, married, and lives in another state; and Ben, who is 

25 and in graduate school in another state. Although their children are grown and do not live 

nearby, Thomas and Patricia maintain a close relationship with them.

Throughout his adult life, Thomas has tried to maintain a healthy balance between work 

and family. He visits relatives once a year, has several good friends, and has many acquain-

tances. He eats healthy foods and exercises at a gym twice a week. He has never smoked ciga-

rettes, used illegal drugs, or used alcohol excessively. He describes himself as a “high-energy 

person” and functions well on about 6 hours of sleep a night.

Thomas has been seeing Ms. Mason, a family nurse practitioner, for physical examina-

tions and episodic visits for 15 years. He has excellent preventive health care and health hab-

its. Thomas is known to Ms. Mason to always be on time for appointments, prepared, 

cooperative, and highly motivated. Ms. Mason considers him to be “the model patient, just an 

all around great guy.” She provides care for the entire family and says that, “the whole family 

is special.” She feels that long-term relationships like these are what make being an advanced 

practice nurse meaningful and rewarding.

About 2 years ago, Thomas set up an appointment with Ms. Mason because he was feel-

ing weak, had tripped over the carpet several times, and was dropping things. Ms. Mason did a 

neurologic and muscle evaluation, laboratory work (including blood and urine studies with 

high-resolution serum protein electrophoresis, thyroid and parathyroid hormone levels, and 

24-hour urine collection for heavy metals), and X-rays. She also referred him to a neurologist 

for further evaluation. The neurologist diagnosed him with amyotrophic lateral sclerosis 

(ALS), also known as Lou Gehrig’s disease.

Thomas has been a model patient in living with his ALS; however, his illness has pro-

gressed. About a year and a half ago he took disability from his job at the university, and sev-

eral months later closed his consulting business. Patricia took family medical leave for 6 

months to modify their house for a person with a disability, made sure that business and legal 

matters such as power of attorney and advance directives were updated, and hired around-the-

clock, live-in care. She has gone back to work out of financial necessity. Thomas’s treatment 

team includes physical, occupational, and speech therapists; rehabilitation specialists; and two 

neurologists. He now uses a motorized wheelchair and is unable to feed himself or do any 

activities of daily living on his own.

(continues)

Issues 501



502 CHAPTER 18 / Complementary and Alternative Therapies

Thomas’s mind remains alert, and he and his wife have used the Internet to look for treat-

ment options. They recognize that gold treatment is a long shot but have spoken to three indi-

viduals with ALS in different states who have experienced remission using gold treatment. 

These individuals have sent information regarding their dosage and where they obtained their 

medication. In addition, Thomas and Patricia have read information from homeopathic, alter-

native, and anecdotal sources that explain the rationale, procedures, dosing, and prescribing 

information for gold in ALS treatment. They have provided this information to their two neu-

rologists, who have dismissed their requests to have this information reviewed.

Thomas and Patricia have a long-standing relationship with Ms. Mason; they trust her 

and know that she cares about them as individuals, so they share the information that they 

have gathered with her and ask her if she would be willing to order gold treatment for Thomas. 

They say that they understand that she may feel uncomfortable with this request, but they ask 

her to put herself in their position, think about the evidence that they have provided, and make 

a fair-minded decision. They also state that they will be happy to sign any type of form stating 

that they understand that this is not the usual treatment but that under the circumstances, they 

want to take the risk because they feel that the risk of trying this treatment outweighs the ben-

efit of not trying the treatment.

Nurse practitioners in the state in which Ms. Mason works are independent. They are gov-

erned exclusively by the Board of Nursing. They do not practice under the supervision of phy-

sicians or as physician extenders. They are expected to abide by the regulations of the Board of 

Nursing and provide care within their scope of practice. Ms. Mason contacts the Board of 

Nursing to obtain further clarification. The board representative says that if she is knowledge-

able about a treatment and deems it to be appropriate, she should document her rationale and 

provide the treatment. Ms. Mason contacts her malpractice insurance company, but is unable to 

speak with a lawyer. The service representative tells her that careful documentation of care is 

necessary. She consults a trusted colleague and asks him about the case. He says that there is 

“no way” that he would ever prescribe a medication that was not approved by the FDA.

Ms. Mason cares about Thomas. She has worked with him for 15 years and knows that he is 

a thorough, reliable, and careful person. She understands that he is suffering from an incurable 

disease and that allopathic treatments offer no hope. She believes that trust and offering hope are 

the most valuable interventions that an advanced practice nurse can provide to a person with a 

chronic illness. She has talked to both Thomas and Patricia and knows that they are not looking 

for a cure or a miracle; they are looking for some relief of suffering, improved quality of life, 

and a little extra time together. She worries that other practitioners may question her judgment 

and even file a complaint against her to the Board of Nursing. Because she has not spoken to 

CASE STUDY (Continued)



making the wisest choices for their circum-

stances (Burman, 2003).

Decision Making

Healthcare professionals espouse individualized, 

holistic, and healing care; this requires consider-

ing the unique aspects, goals, and needs of each 

individual with a chronic illness. It is essential to 

partner with patients and view them as human 

beings, not cases with diseases (Burman, 2003; 

Chez & Jonas, 2005; Helms, 2006; Sleath et al., 

2005; Wagner et al., 2005). Care should be acces-

sible, affordable, compassionate, effective, effi-

cient, evidence based, patient focused, safe, and 

timely (Bezold, 2005; Chez & Jonas, 2005). To 

facilitate wise decision making on the part of the 

patient, the healthcare professional should address 

the following information with their patients:

• Find out all information about safety of the 

product.

• Look for warning signs; if it sounds too 

good to be true, it probably is.

INTERVENTIONS  

Healthcare professionals considering the role of 

alternative and complementary treatment in the 

care of individuals with chronic illnesses need to 

be aware of their life experiences and feelings, 

promote wise decision making, deliver safe and 

effective care, and be informed about legal issues.

Self-Reflection

Healthcare professionals need to be aware of 

their own feelings about alternative and comple-

mentary treatments as they relate to chronic ill-

ness. Typically, most healthcare professionals 

are comfortable with complementary treatment; 

however, personal experience influences how 

they view alternative therapies that replace allo-

pathic methods. Understanding one’s own expe-

riences and beliefs is essential in order to be 

present with individuals with chronic illnesses 

and understand their fears, concerns, motiva-

tions, and needs, without burdening them with 

personal biases that may inhibit them from 

Thomas and Patricia’s children about this treatment, she is concerned that one of them may be 

angry about their father’s illness and may file a lawsuit against her at some point in the future. 

Discussion QuestionsDiscussion Questions

1. What should Ms. Mason do? What would you do?

2. How do ethical principles affect your decision?

3. How can you, as a practitioner, emotionally support the family even though you do not 

believe they should participate in the gold treatment?

4. How do your own values and beliefs influence your decisions in this situation?

This case study was developed by Dr. Lisa Onega.

CASE STUDY (Continued)
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their activities should be certain that therapies 

comply with federal, state, and local licensure 

and regulatory requirements. Close adherence to 

governmental requirements is challenging but 

necessary, as many of the individuals monitoring 

adherence to these requirements may have little 

understanding of nontraditional therapies 

(Burman, 2003; Cuellar et al., 2003; Helms, 

2006 ).

Although individuals with chronic illnesses 

often use alternative or complementary treat-

ments, healthcare professionals are challenged 

to maintain a balance between providing these 

therapies and protecting the public from poten-

tially harmful interventions. Education about 

nonallopathic treatments can enable healthcare 

professionals to intelligently differentiate 

between clinical innovations that do not harm 

individuals and offer them hope and fraudulent 

or harmful treatments that rob individuals of dig-

nity and economic resources (Burman, 2003; 

Cuellar et al., 2003; Cuellar et al., 2007; Sleath 

et al., 2005).

Healthcare professionals should share con-

ceptual and evidence-based information about 

alternative and complementary treatments with 

colleagues, legislators, and reimbursers. 

Regulatory reform to facilitate a flexible scope of 

practice with rigorous competency requirements 

will not only ensure public safety but will also 

enable clinicians to practice to the full extent of 

their preparation, improve access to nontraditional 

therapies, and promote cost-effective treatment 

options. Although existing state practice acts vary, 

they do not prohibit healthcare professionals from 

providing nonallopathic treatments. As knowledge 

increases, state practice acts need to be revised to 

incorporate healthcare professionals’ rights to pro-

vide these services (Burman, 2003; Cuellar et al., 

2003).

• Be alert for new information; do your 

research on the CAM modality.

• Never try to diagnose or treat your own 

condition.

• Talk to your healthcare provider.

• Ask your healthcare provider for advice.

• Make a plan with your healthcare provider; 

how will the therapy fit into your medical 

treatment plan?

• Be open and honest.

• Ask your healthcare provider if he or she can 

refer you to someone knowledgeable about 

CAM.

• Share information you have about your 

therapy with your healthcare provider.

• Tell your healthcare provider about any 

CAM you are using and its benefits.

• Obtain licensing requirements for CAM 

practitioners in the state.

• Visit the CAM practitioner before your treat-

ment and observe how the patients are 

treated.

• Consider the cost of the therapy, and talk 

with your insurance company to find out 

whether services are covered. 

• Ask the CAM provider important questions 

such as: Have you ever treated conditions 

like mine? Is the treatment effective? How 

long will it take for me to see results? Are 

you willing to work with my healthcare 

provider? (Cuella, Rogers, & Hisghman, 

2007).

Al though these teaching instructions were 

originally created for older adults, they apply to 

everyone.

Legal Implications

Healthcare professionals wishing to incorporate 

alternative or complementary treatments into 



OUTCOMES  

Healthcare professionals caring for individuals 

with chronic illnesses need to balance an open-

minded view of alternative and complementary 

treatments with a scientific, evidence-based per-

spective. Healthcare professionals are in a uni-

que position to bridge the gap between allopathic 

and nonallopathic health care by melding com-

passion, flexibility, and commitment to scientific 

and clinical excellence with common sense. 

Individuals with chronic diseases are not 

having their needs met by the existing health-

care system, which is hampered by the dichoto-

mous relationship between traditional and 

nontraditional schools of thought. The disciplin-

ary perspective of healthcare professionals 

enables them to offer these individuals alterna-

tive and complementary options that address 

their specific circumstances.
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Evidence-Based Practice BoxEvidence-Based Practice Box

Researchers in the United Kingdom 

explored how 35 patients integrated CAM 

and orthodox medicine (OM) or tradi-

tional medicine in self-managing their 

chronic illness (Brien et al., 2011). Semi-

structured interviews were conducted 

with individuals who had a chronic 

benign condition for 12 months or longer 

and who were using CAM practices along 

with traditional medicine. Seven catego-

ries were developed from the interview 

data and included: 1) using CAM to 

maintain OM use, 2) using OM to support 

long-term CAM use, 3) using CAM to 

reduce OM, 4) using CAM to avoid OM, 

5) using CAM to replace OM, 6) maxi-

mizing relief using both CAM and OM, 

and 7) returning to OM. These seven cat-

egories were neither mutually exclusive 

nor static. Changes in clients’ behavior 

occurred over time and were related to 

their treatment experiences which either 

reinforced existing beliefs or inspired new 

beliefs (p. e94). Clients used OM and 

CAM practices and integrated both 

approaches in managing their chronic ill-

ness. Given the nature of clients’ deci-

sions and beliefs changing over time, an 

ongoing discussion between CAM and 

OM practitioners is necessary.. 

Source: Brien, S. B., Bishop, F. L., 

Riggs, K., Stevenson, D., Freire, V., & 

Lewith, G. (2011, February). Integrated 

medicine in the management of chronic 

illness: A qualitative study. British Jour-

nal of General Practice. doi: 10.3399/

bjgp11X556254 

 Why do individuals with chronic ill-

nesses use nontraditional treatments? 

What are the four categories of alterna-

tive and complementary treatments 

outlined by the NCCAM?

How common is using nonallopathic ther-

apy in the United States?

Why is researching alternative and com-

plementary treatments challenging?

STUDY QUESTIONS

(continues)
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Impact of the System





address the “real” issues of our healthcare sys-

tem?  There are already calls to repeal the bill 

after only a year in existence. Clearly, health care 

is at a crossroads with or without the Affordable 

Care Act (ACA) and at the core of that crossroads 

is chronic care. How do we effectively provide 

quality care to those with chronic conditions?

This chapter provides an overview of mod-

els and frameworks that provide care for indi-

viduals with chronic illness and their families.

Historical Perspectives

In 1983, diagnosis-related groups (DRGs) for 

reimbursement were initiated for all Medicare 

patients. This was the direct result of trying to 

find a better way to pay care providers than the 

retrospective payment system that was in place 

from 1965 to 1983. Furthermore, healthcare 

costs were escalating and it seemed that paying 

care providers prospectively, per diagnosis group, 

would decrease costs. DRGs were implemented 

using the International Classification of Diseases, 

Ninth Revision, Clinical Modifications (ICD-

9-CM). ICD-9-CM coding classified diseases, 

symptoms, and procedures with individual codes. 

Although DRGs were used initially only for 

Medicare patients, third-party payers use the cod-

ing (now in its 10th revision with plans for an 

11th in 2015) as well.

INTRODUCTION  

As the population age 65 and older increases and 

the healthcare system sees more individuals with 

chronic illness, healthcare providers and third-

party payers are examining how to care for indi-

viduals with chronic disease long term. 

Increasingly we hear about disease management 

models that have demonstrated better patient out-

comes than “usual care.” Less well publicized, 

however, is nursing’s role in caring for individu-

als with chronic disease. For some of us, it has 

always made sense that chronic care should be 

nursing’s domain, particularly as the profession 

looks at care as opposed to cure.

The United States continues to outspend sim-

ilar nations in health care. As noted in Chapter 1, 

however, more money does not translate into bet-

ter patient outcomes or better value for the con-

sumer. Phrases heard today are “value-based” and 

“value-added”—whether in manufacturing, archi-

tecture, engineering, or now health care. What is 

the value of the health care that the patient is 

receiving? Robinson (2008) defines value in 

health care as measured in terms of contributions 

of health care minus the attendant costs, with costs 

and contributions conceptualized broadly (p. 11).

As of March 2010, the United States has a 

new healthcare reform bill in place. Will it be 

successful? Will it make a difference? Does it 

Models of Care
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These models monitor the physiologic markers 

of disease, the measurement of one’s glycosyl-

ated hemoglobin (HbA1c), the forced expiratory 

volume (FEV) of a patient with chronic obstruc-

tive pulmonary disease (COPD), the number of 

medications prescribed to a patient, the number 

of visits to the healthcare provider, and so forth. 

However, looking at the disease, the pathophysi-

ology, and the required medications is only one 

part of caring for the patient, and, quite frankly, 

that is the easier part—the measurable part. The 

illness experience of an individual patient, the 

uniqueness of the patient, and the patient’s living 

situation, social support, and coping mecha-

nisms—whether effective or ineffective—are the 

other components of the patient’s life that dis-

ease management programs do not address.

INTERVENTIONS  

During the mid to late 1990s, many disease man-

agement companies were formed, with most hav-

ing the goal of providing cost-effective care to 

those with chronic conditions. By 1999 there 

were 200 companies nationwide offering disease 

management services for such conditions as dia-

betes, asthma, and heart failure (Bodenheimer, 

2003). Most of these programs did not originate 

within healthcare institutions but were out-

sourced to outside firms. Today, few of those 

companies exist or are profitable, primarily 

because their focus was on one specific disease, 

when typically the older adult population has 

multiple chronic conditions. As an example, 

fewer than one half of the rehospitalizations 

among patients initially hospitalized with heart 

failure are actually attributed to heart failure. 

The other hospitalizations are related to condi-

tions that predispose to heart failure such as cor-

onary artery disease, hypertension, COPD, and 

With the advent of DRGs, acute care facili-

ties soon developed clinical pathways or care 

algorithms for patients with a diagnosis that 

matched a specific DRG. Patients with heart 

failure, myocardial infarction, appendectomy, 

cholecystectomy, stroke, diabetes, and so forth 

were placed within standard care plans, care 

maps, clinical pathways, or algorithms (the 

name varied in each institution) as a way to 

monitor these patients and make sure they were 

“on track” for discharge. Because the hospital 

was to be paid a certain amount of money for 

each individual with a specific condition, it was 

critical that patients were treated swiftly and 

effectively and discharged in a timely manner. 

Although one would not consider DRGs a dis-

ease or illness management model, this change 

to Medicare in the 1980s has influenced how we 

manage care today.

IMPACT  

The direct and indirect costs associated with pro-

viding appropriate care for someone with multi-

ple chronic conditions cannot be overstated (see 

Chronicity, Chapter 1). Fully 23% of Medicare 

beneficiaries with five or more chronic condi-

tions account for 68% of the program’s funding 

(Anderson, 2005). From a cost perspective alone, 

the need to provide high quality care efficiently 

hailed the advent of both formal and informal 

disease management programs. Disease manage-

ment programs may originate from federal and 

state agencies as well as from for-profit and not-

for-profit companies.

Disease Management Versus 
Illness Management

The majority of models available today for 

patient care are disease management models. 



grown significantly from $78 million in 1997 to 

nearly $1.2 billion in 2005 and projected to top 

$1.8 billion by the end of 2008 (Mattke et al., 

2007). What are the health outcomes of spend-

ing $1 to 2 billion a year? Are these programs 

making a difference in health outcomes, and, if 

so, are they reducing costs in other areas?

In their review of three evaluations of 

large-scale, population-based programs, 10 

meta-analyses, and 16 systematic reviews cov-

ering 317 studies, Mattke and colleagues (2007) 

found consistent evidence of improved pro-

cesses of care and disease control, but no con-

clusive support of improved health outcomes. In 

addition, when the costs of the programs and/or 

interventions were accounted for and then cost 

savings subtracted, there was no evidence of a 

net reduction in medical costs (pp 675–676).

TRICARE Management Activity, who 

administers healthcare benefits for U.S. military 

service personnel, retirees, and their dependents, 

developed a disease management program for 

beneficiaries with diabetes. A quasi-experimen-

tal approach assessed the program’s impact for 

37,370 beneficiaries ages 18 to 64 living in the 

United States. Beneficiaries were categorized as 

“uncontrolled” or “controlled” based on past 

medical claims. The study compared observed 

outcomes to predicted outcomes in the absence 

of diabetes management. Results indicated that 

total annual medical savings per participant 

averaged $783. More active participation in the 

program was associated with lower medical 

costs (Dall et al., 2010). 

Buntin Jain, Mattke, and Lurie (2009) sug-

gest that results from disease management pro-

grams may be skewed because of selection bias. 

Selection bias includes patients being recruited 

into programs because they are likely to attain 

quality and cost benefits  (typically the more 

so forth (DeBusk, West, Miller, & Taylor, 1999). 

Disease management companies offered pro-

grams that were just that, programs, with neither 

a systems approach nor an integration of these 

programs into a healthcare system or institution. 

In addition, a number of those disease manage-

ment programs were based on physician spe-

cialty practice and not primary care. As we look 

at older adults, they may have several chronic 

conditions necessitating going to several differ-

ent specialty physicians. Therefore, programs 

based on specialty practice typically did not 

work.

Most of the literature today looks at disease 

management models versus illness management 

models. However, in most studies, the definition 

of disease management and the components of 

each program vary, making it hard to compare 

programs and health outcomes of participants. 

When performing a meta-analysis or systematic 

review, it becomes difficult to figure out inclu-

sion criteria for studies, because each program is 

different. Furthermore, when looking at out-

comes, what specific component of the program 

“makes a difference” in the health outcome or is 

it the combination of components acting inter-

dependently?

Mattke, Seid, and Ma (2007), in their analy-

sis of disease management programs, suggest in 

broad terms that disease management refers to a 

system of coordinated healthcare interventions 

and communications to help patients address 

chronic disease and other health conditions. 

Disease management programs are “big busi-

ness,” with 96% of the top 150 U.S. payers offer-

ing some form of disease management service 

and 83% of more than 500 major U.S. employers 

using programs to help individuals manage their 

health (as cited in Mattke et al., 2007, p. 670). 

Revenues associated with these programs have 
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years, the percentage of patients with up-to-

date screening improved; blood sugar levels 

and the regularity of monitoring improved; 

patients reported higher satisfaction with their 

care; and admission to acute care facilities 

decreased.

During this period of time in the mid to late 

1990s, Wagner and associates partnered with The 

Robert Wood Johnson Foundation (RWJ) to fur-

ther develop the model. The model was refined 

and published in its current form in 1998. 

Improving Chronic Illness Care (2006–2011), a 

national program through RWJ, was launched in 

1998 with the CCM as its core (Figure 19-1). 

The CCM is not a model for individual care, but 

for large populations of individuals. It does not 

redesign patient care, but redesigns clinical prac-

tices that are delivering care by implementing 

system and process change. 

A 2009 Intervention Review of an earlier 

Cochrane Review supported the use of the CCM 

with clients with both type I and type II diabe-

tes. Forty-one studies with a total of 48,000 cli-

ents were involved in the review. Renders and 

colleagues (2000) concluded that multifaceted 

professional interventions can enhance the per-

formance of healthcare professionals in manag-

ing clients with diabetes. Although using the 

model enhanced process outcomes, the effect on 

client health outcomes was less clear. 

Studies from 2000 through 2009 were 

reviewed to determine the impact of the CCM in 

redesigning care. For this review, a CCM–based 

intervention was defined as an intervention that 

integrated changes that involved most or all of 

the six areas of the model: self-management sup-

port, decision support, delivery system design, 

clinical information systems, healthcare organi-

zation, and community resources (Coleman, 

Austin, Brach, & Wagner, 2009). Eighty-two 

engaged patient interested in self-management). 

The conundrum is whether the disease manage-

ment program itself causes the results or whether 

it is the selection of the appropriate patients that 

make the difference (Buntin et al., 2009). 

Chronic Care Model

The best known model for providing care to 

those with chronic disease is the chronic care 

model (CCM). Work on this model began in the 

early 1990s with Dr. Edward Wagner, an inter-

nist and director of the Seattle-based MacColl 

Institute for Healthcare Innovation at the Center 

for Health Studies, Group Health Cooperative. 

Wagner identified three issues in providing care 

to those with chronic illness through primary 

care (Wielawski, 2006):

1. Primary care offices are set up to respond 

to acute illnesses rather than anticipate and 

respond proactively to patients’ needs 

(which is what individuals with chronic ill-

ness need).

2. Patients with chronic illness are not ade-

quately informed about their conditions 

and they are not supported in the self-care 

of their conditions beyond the physician’s 

office.

3. Physicians are too busy to educate and sup-

port patients with chronic illness to the 

degree needed for them to stay healthy. (p. 5) 

Wagner’s (1998) solution was to replace 

the physician-centered office with a structure 

that supported a team of professionals that col-

laborated with the patient in his or her care. 

Early implementation of his model took place 

with 15,000 patients with diabetes at the Group 

Health Cooperative, a 590,000-member health 

maintenance organization in Seattle. During 5 



enhances the use of primary care (versus spe-

cialty care) and utilizes the following seven 

principles of chronic care: disease management; 

self-management; case management; lifestyle 

modification; transitional care; caregiver educa-

tion and support; and geriatric evaluation and 

management (Boyd et al., 2007, p. 697). What is 

unique about the Guided Care model is the use 

of registered nurses specially trained in Guided 

Care concepts, who, in turn, use a computerized 

electronic health record (EHR) in working with 

two to five primary care physicians to meet the 

needs of 50–60 older adults with multiple 

comorbidities. The Guided Care Nurse (GCN) 

is based in the primary care physician’s office, 

and performs eight clinical activities, guided by 

scientific evidence and the patients’ priorities 

(p. 698). Pilot versions of Guided Care included 

several of the eight core activities. The first 

major application of guided care occurred in a 

studies were retained for the f inal study. 

Published evidence suggests that practices rede-

signed in accord with the CCM generally improve 

the quality of care and the outcomes for patients 

with various chronic illnesses (Coleman et al., 

2009, p. 81).  

Although the CCM is a model for primary 

medical care, Jacelon, Furman, Rea, Macdonald, 

& Donaghue (2011) have adapted the model for 

long-term care. The six constructs of the CCM 

were implemented to create a model for high-

quality chronic disease care. 

Guided Care

Using the CCM as a basis, researchers at Johns 

Hopkins University developed a care model, 

Guided Care, to improve the quality of life and 

efficiency of resource utilization for older adults 

with multiple chronic conditions. Guided Care 
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FIGURE 19-1 The Chronic Care Model.
Source: Wagner, E.H. (1998). Chronic disease management: What will it take to improve care for 
chronic illness? Effective Clinical Practice, 1, 2–4.
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4. Monitoring. The GCN monitors each 

patient at least monthly by telephone to 

address issues promptly. The EHR plays an 

important role in the monitoring by provid-

ing reminders about each patient (Boyd et 

al., 2007).

5. Coaching. Motivational interviewing is 

used to facilitate the patient’s participation 

in care along with reinforcing adherence to 

the action plan (Boyd et al., 2007). The 

GCNs are trained in motivational inter-

viewing principles and strategies to assist 

in this process.

6. Coordinating transitions between sites and 

providers of care. The GCN is the primary 

coordinator of care for patients in this pro-

gram, and is thus responsible for the care 

transitions that occur between home, the 

emergency room, hospitals, long-term care 

facilities, and other care settings.

7. Educating and supporting caregivers. The 

GCN works with family or other unpaid 

caregivers of the patients to educate and 

support them. This may include individual 

or group assistance, support group meet-

ings, or ad hoc telephone consultation 

(Boyd et al., 2007). 

8. Accessing community resources. Deter-

mining appropriate community resources 

for the patient, such as Meals on Wheels, 

transportation needs, and so forth are key 

functions of the GCN. The idea is not to 

duplicate services, but to utilize the services 

available in the community. 

In April 2008, 6 months into the RCT, data 

suggested that the Guided Care model provided 

improved quality of care, reduced medical care 

costs, and there was high satisfaction in both the 

primary care physicians and the GCNs (Boult et 

al., 2008). Based on these early results, two of the 

cluster-randomized controlled trial (RCT) 

through Johns Hopkins University. The study 

utilized 8 sites (49 physicians) in the Baltimore–

Washington, DC area, with 904 patients in 

either the experimental group of Guided Care or 

the control group (usual care) (Boult et al., 

2008). Patients eligible for the study were those 

65 years old or older and ranking in the upper 

quartile of risk for using health services during 

the coming year. The eight clinical activities 

performed by the GCN included:

1. Assessment. Initial assessments include 

medical, functional, cognitive, affective, 

psychosocial, nutritional, and environmen-

tal. Other tools used may include the 

Geriatric Depression Scale and the CAGE 

alcoholism scale. The client is also asked 

what his or her priorities are for improved 

quality of life.

2. Planning. The EHR merges the assessment 

data with evidence-based practice guide-

lines to create a preliminary care guide 

that manages and monitors the patients’ 

health conditions. The GCN and the pri-

mary care physician then personalize the 

care guide with input from the patient and 

family. The end result is a patient-friendly 

version of the plan called “My Action 

Plan,” written in lay language and given to 

the patient.

3. Chronic  d i sease  se l f -management 

(CDSM). The GCN encourages the patient’s 

self-efficacy in the management of his or her 

chronic conditions. The patient is referred to 

a free, local 15-hour CDSM course led by 

trained lay people and supported by the GCN. 

In this program—developed by Kate Lorig 

and associates at Stanford University—the 

patient learns how to operationalize the action 

plan.



and Medicaid fee-for-service systems (www.

cms.hhs.gov/pace/). PACE becomes the sole 

source of services for the Medicare and 

Medicaid eligible enrollees. As of 2011 there 

were 58 PACE providers located in 26 states.

Mukamel and colleagues (2007) attempted 

to determine what program characteristics of 

PACE were associated with the risk-adjusted 

health outcomes of mortality, functional status, 

and self-assessed health. The research examined 

3,042 newly enrolled persons in 23 PACE pro-

grams over a 4-year period (1997 to 2001). 

There were a number of program characteristics 

that were significantly associated with better 

functional outcomes. These included: a medical 

director who was a trained geriatrician; medical 

directors who spent time providing direct patient 

care; programs with effective interdisciplinary 

teams; teams composed of more aides than pro-

fessionals; the same ethnicity of participant and 

team member; and larger and older PACE pro-

grams (Mukamel et al., 2007).

Fewer program characteristics were associ-

ated with participant self-assessed health out-

comes. Higher staff ing levels, having more 

diverse services, and having a match between 

the ethnicity of the participant and the staff 

member were associated with higher self-

assessed health outcomes (Mukamel et al., 

2007, p. 524).

Centers for Medicare & Medicaid

Since 1999 seven disease management demon-

stration and pilot programs have been conducted 

by the CMS for the traditional fee-for-service 

Medicare program. These programs have 

included 300,000 beneficiaries in 35 programs 

(Bott, Kapp, Johnson, & Magno, 2009). 

Programs ranged in size from 257 in a case man-

agement demonstration to 200,000 in the 

managed care partners in the trial, Kaiser 

Permanente and Johns Hopkins HealthCare, 

agreed to continue to pay the costs of the GCNs 

for an additional year. However, 18-month out-

comes demonstrated few results. The study 

looked at the use of health services and included 

850 older patients at high risk for using healthcare 

in the future. The only statistically significant 

overall effect of guided care was a reduction in 

episodes of home health care (Boult et al., 2011). 

Program of All-Inclusive Care 
for the Elderly (PACE)

Although the Program of All-Inclusive Care for 

the Elderly (PACE) was not specifically devel-

oped for individuals with chronic illness, it is 

obvious that the majority of older adults access-

ing this program could have at least one chronic 

condition. PACE is a capitated benefit autho-

rized by the Balanced Budget Act (BBA) of 

1997 that offers comprehensive health care to 

older adults. PACE is modeled after the success-

ful On Lok Senior Health Services program in 

San Francisco. The On Lok model showed suc-

cessful outcomes in a number of demonstration 

projects funded through the Centers for 

Medicare & Medicaid Services (CMS), then 

known as the Health Care Financing Admini-

stration (HCFA), in the 1980s and 1990s. PACE 

is a permanent entity within the Medicare pro-

gram that enables states to provide PACE ser-

vices to Medicaid beneficiaries as a state option. 

Participants in PACE must be 55 years of 

age, live in a PACE service area, and be certi-

fied as eligible for nursing home care. The pro-

gram allows most of its participants to receive 

services while they continue to live at home. 

Capitated financing allows care providers to 

deliver all services that the participants need, 

rather than those that are limited under Medicare 
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the CMS (to be available by January 2012). 

ACOs are provider groups that accept responsi-

bility for the cost and quality of care delivered to 

a specific population of patients cared for by the 

groups’ clinicians (Shortell, Casalino, & Fisher, 

2010, p. 1293).  ACOs are seen as a way to 

reduce the rate of increases in healthcare costs 

over time while improving the coordination and 

quality of patient care.  ACOs will be largely 

based on physician practices that may be orga-

nized as PCMHs (Shortell et al., p. 1294). Other 

ACOs could include hospitals, home health 

agencies, and nursing homes.

The ACA also established a Center for 

Medicare and Medicaid Innovation. The cen-

ter’s mission is to help transform the Medicare, 

Medicaid, and Children’s Health Insurance 

Programs (CHIP) to deliver better health care, 

better health, and reduced costs through 

improvement for CMS beneficiaries, and in so 

doing, help to transform the healthcare system 

for all Americans (Center for Medicare & 

Medicaid Innovation, n.d., para 1), The Inno-

vation center was given flexibility and resources 

to rapidly test innovative care and payment 

models and scale up successful models. 

Health Promotion

It would seem that prevention of chronic diseases 

would surely save dollars versus dealing with the 

diseases themselves. Unfortunately data do not 

support this idea. Russell (2009) summarizes the 

cost-effectiveness analysis of many preventive 

treatments. For example, the accumulated costs of 

treating hypertension are nonetheless greater than 

the savings of preventing heart disease and stroke, 

because many individuals, not all of whom would 

suffer heart disease or a stroke, must take medica-

tion for many years (Russell, 2009, p. 43). 

Another more recent analysis shows that 

Medicare Health Support Organizations. Some 

programs targeted beneficiaries with specific 

chronic illnesses, while others focused on high-

cost or high-risk beneficiaries regardless of 

diagnosis, while others were a combination. 

These disease management programs have been 

defined as a system of coordinated healthcare 

interventions and communications for popula-

tions with conditions in which patient self-care 

efforts are significant. The goal was to improve 

the health status of the population, improve sat-

isfaction with the care, and reduce total health-

care costs—net of fees and the programs’ 

implementation costs. A disease management 

intervention that was effective but increased 

spending would not be an option to add to tradi-

tional Medicare. Evaluations are now complete 

on 20 programs, and evaluations are pending on 

the other 15. 

Results from the CMS demonstration proj-

ects have not shown widespread evidence of 

improvement in compliance with evidence-based 

care, satisfaction for providers or beneficiaries, 

or broad behavior change (Bott et al., 2009, p. 

92). Only a few programs produced financial 

savings net of fees. Foote (2009) suggests that 

the CMS needs to develop a new strategy with its 

demonstration projects. In 2007 CMS healthcare 

expenditures totaled $418 billion. The need for 

CMS to “get it right” cannot be overstated.

The CMS is currently testing the patient-

centered medical home (PCMH) model in the 

multipayer Advanced Primary Care Practice 

Demonstration and the Federally Qualif ied 

Health Centers Advanced Primary Care Practice 

Demonstration. The CMS also plans to test the 

PCMH model under the Innovation Center cre-

ated by Section 3021 of the Patient Protection 

and Affordable Care Act (CMS, 2011). 

The ACA established a voluntary program 

for accountable care organizations (ACO) under 



As defined by the four medical societies, 

PCMHs support the following principles:

• Each patient receives care from a personal 

physician.

• Care has a whole-person orientation.

• Safe, high-quality care is provided.

• There is enhanced access to care.

• The payment recognizes the added value 

provided to patients who have a PCMH. 

(Abrams, Davis, & Haran, 2009)

No one set of criteria exists to identify med-

ical homes. However, many states have devel-

oped their criteria based on the joint principles 

agreed to by the four medical societies. The 

National Committee for Quality Assurance 

(NCQA; see www.ncqa.org) developed the 

Physician Practice Connections Patient-Centered 

Medical Home standards in parallel with the four 

medical societies’ efforts. The NCQA (2011) 

sees the medical home concept as strengthening 

the physician–patient relationship and replacing 

episodic care with coordinated care. The NCQA 

released its latest standards for the PCMH pro-

gram on January 31, 2011. They include:

• Access and communication

• Patient tracking and registry functions

• Care management

• Self-management support

• Electronic prescribing

• Test tracking

• Referral tracking

• Performance reporting and improvement

• Advanced electronic communications 

(NCQA, 2011) 

A health policy brief issued by Health 

Affairs in September 2010 identified that there 

are more than 100 demonstration projects test-

ing the effectiveness of PCMHs (PCMH, 2010). 

Additionally, 31 states are planning or 

cost-effectiveness varies by type of medication, 

although no drug reduces medical spending 

(Russell, 2009). 

The Diabetes Prevention Study showed that 

lifestyle changes can prevent diabetes. The pro-

gram provided diet and exercise plans that were 

backed by nutritionist visits and physical train-

ing sessions. Over 4 years, only 11% of those in 

the intervention group developed diabetes as 

compared with 23% in the control group. Even 

so, “the program adds to medical costs: $143,000 

per healthy year in 2000” (Russell, 2009, p. 44). 

Patient-Centered Medical Homes

The American Academy of Pediatrics (AAP) 

first used the term medical home to refer to an 

environment for children with special needs. 

More recently the AAP along with the American 

Academy of Family Physicians, the American 

College of Physicians, and the American 

Osteopathic Association have refined the con-

cept and expanded it to the care of all patients. 

There is widespread agreement that primary 

care is in crisis. Patients are not satisfied with 

their care, and purchasers and insurers are disap-

pointed with its cost and quality. There are many 

highly effective primary care practices, but many 

that are poorly organized and not able to provide 

timely, quality care (PCMH, 2010). Fifty percent 

of all patients do not understand what their pri-

mary care physician is telling them because vis-

its are too short to address their concerns. 

Coordination between primary care physicians, 

specialists, and hospitals is often lacking, and 

each is unaware of the others’ treatment plans 

(PCMH, 2010). Many believe that the PCMH 

can address these issues. Although initially 

focused on the physician–patient relationship, 

the concept has evolved to emphasize team-

based care. 
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2003). Creer and colleagues used the concept to 

indicate that the patient was an active partici-

pant in their care. Creer and Holroyd (2006) 

state that self-management differs from adher-

ence in that “self-management places greater 

emphasis on the patient’s active role in deci-

sion-making, both inside and outside the con-

sultation room” (p. 8). Self-management is also 

seen as different from disease management. 

Creer and Holroyd view disease management as 

being more focused on healthcare profession-

als’ algorithms and interventions to standardize 

care as opposed to self-management, which 

emphasizes the patients’ involvement in defin-

ing the problems.

Lorig and colleagues’ (1999) work at 

Stanford University has conceptualized best 

what we know about self-management pro-

grams. Her work is based on Corbin and 

Strauss’s (1992) framework of medical manage-

ment, role management, and emotional manage-

ment. These concepts, along with how the 

chronic condition is perceived by the patient and 

family, are hallmarks of Lorig’s work. Lorig’s 

framework for self-management programs 

includes five core self-management skills: prob-

lem solving, decision making, resource utiliza-

tion, forming of a patient–healthcare provider 

partnership, and taking action (Lorig & Holman, 

2003).

Empirical results of self-management pro-

grams have been mixed. What follows are 

examples of the literature in this area.

• Lorig and colleagues (1999) studied 952 

patients, 40 years of age and older with a 

diagnosis of heart disease, lung disease, 

stroke, or arthritis in a 6-month-long RCT. 

The Chronic Disease Self-Management 

Program (CDSMP) consisted of seven, 

weekly 2.5-hour sessions on making man-

agement choices and achieving success in 

implementing medical home pilots within 

Medicaid or CHIP, and at least 12 states have 

developed medical home initiatives that involve 

multiple payers. One fifth of medical homes 

recognized by the NCQA are sole practices, 

although it is much more common for large 

practices to be medical homes (Abrams, Schor, 

& Schoenbaum, 2010). 

TransforMed, funded by the American 

Academy of Family Physicians, launched a 

24-month project in June of 2006 through May 

2008, with 36 family medicine practices across 

the country. The practices were small, indepen-

dent practices that wished to become PCMHs. 

Practices were randomized into “facilitated 

intervention” and “self-directed” (Nutting et al., 

2011). Findings from the project revealed that 

practices made:

heroic efforts and attempted to implement 
as many model components as possible 
over the two-year life of the project. . . . 
Many of the chronic care and health IT 
components may be implemented by highly 
motivated practices. Nevertheless, even 
with extensive assistance from their facili-
tator, the availability of expert consultation, 
and the incentive of being in a national 
spotlight, two years was not long enough to 
implement the entire model and to trans-
form work processes. (Nutting et al., 2011, 
p. 440) 

Interestingly, the article seems to be more 

focused on the processes involved rather than 

the patients. Isn’t the end result of medical 

homes better patient outcomes? 

Self-Management Programs

The term self-management initially appeared in 

a book by Thomas Creer on the rehabilitation of 

children with chronic illness (Lorig & Holman, 



these trials were suboptimal. There was also 

evidence of publication bias (Warsi et al., 

2004, p. 1648).

• Chodosh and colleagues (2005) assessed the 

effectiveness of self-management programs 

with a meta-analysis design. Of the 780 stud-

ies screened, 53 met the researchers’ criteria 

for inclusion. Self-management interven-

tions led to statistically and clinically signifi-

cant results of decreased HbA1c (amounting 

to a decrease of .81%), a decrease of 5 mm 

Hg in systolic blood pressure, and a decrease 

of 4.3 mm Hg in diastolic blood pressure. 

There were no significant results for partici-

pants with osteoarthritis in either pain or 

function. Their conclusion was that the stud-

ies had variable quality, making it difficult to 

analyze, and there was possible publication 

bias present (pp. 435–436). In addition, it 

was not clear what constituted a self-man-

agement program.

A Cochrane Review on self-management 

programs, led by lay leaders, was completed in 

2007. The review included 17 studies with 7,442 

individuals with chronic conditions such as 

arthritis, diabetes, hypertension, and chronic 

pain. Many of the programs were similar, but 

differed in the condition they were for and the 

outcomes that each researcher reported. Overall, 

the programs led to modest, short-term improve-

ments in patients’ confidence to manage their 

condition and perceptions of their own health. 

There were increases in the amount of aerobic 

exercise by participants. While there were some 

improvements in pain, disability, fatigue, and 

depression, the changes were not clinically sig-

nificant.  The programs did not improve quality 

of life for the individuals, alter the number of 

doctor visits for these individuals, or reduce 

hospitalizations (Foster, Taylor, Eldridge, 

Ramsay, & Griffiths, 2007).

reaching self-selected goals as opposed to 

prescribing specific behavior changes (Lorig 

et al., 1999, p. 7). Outcome measures 

included health behaviors, health status, and 

health service utilization. At 6 months, the 

experimental group demonstrated improve-

ments in weekly minutes of exercise, fre-

quency of cognitive symptom management, 

communication with physicians, and self-

reported health. Participants also had 

decreased fatigue and disability and less 

social/role-activity limitations with less 

health distress, fatigue, and disability. There 

were no differences between the groups in 

pain/physical discomfort, shortness of breath, 

or psychological well-being (Lorig et al., 

1999, p. 5).

• In a more recent study of the CDSMP, 

researchers, using data from previous 

CDSMPs in English and Spanish, examined 

whether there were statistically significant 

interactions between baseline status and ran-

domization in estimating 6-month changes in 

health status (Ritter, Lee, & Lorig, 2011). The 

researchers were looking for moderators that 

might affect outcome variables. Results dem-

onstrated no moderating factors that consis-

tently predicted improved health outcomes. 

• Warsi, Wang, LaValley, Avorn, and Solomon 

(2004) conducted a systematic review of the 

literature from 1964 to 1999 and reviewed 

71 clinical trials. Diabetic patients had 

reductions in HbA1c levels and improve-

ments in systolic blood pressure, and asth-

matic patients experienced fewer attacks. 

Arthritis self-management education pro-

grams were not associated with statistically 

significant effects. Warsi and colleagues 

found a large number of limitations with the 

studies they reviewed. The methods of con-

ducting (i.e., study design) and reporting 
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(p. 749). Eighteen of the studies designated a 

nurse, most frequently an advanced practice nurse 

(10 studies), as the intervention’s clinical manager 

or leader. A variety of primary and secondary out-

comes in five categories were reported. Overall, 

the authors concluded that there is a robust body of 

evidence supporting the benefits of transitional 

care. Studies of nine interventions demonstrated a 

positive effect on at least one measure of readmis-

sions; eight of the nine reduced all-cause readmis-

sion through at least 30 days after discharge (p. 

751). Three studies effectively reduced readmis-

sions for at least 6 or 12 months after discharge. 

Each of these three studies included a focus on 

patient self-management (Naylor et al., 2011). 

Section 3026 of the ACA establishes the 

Community-Based Care Trans-itions Program 

(Naylor et al., 2011). The program will provide 

$500 million from 2011 to 2015 to health systems 

and community organizations that provide at least 

one transitional care intervention to high-risk 

Medicare beneficiaries. 

Other

In a systematic review and meta-analysis of 

COPD management programs, Peytremann-

Bridevaux, Staeger, Bridevaus, Ghali, and 

Burnand (2008) reviewed nine RCTs, one con-

trolled trial, and three uncontrolled before–after 

trials (that met their definition of a disease man-

agement program). These programs demonstrated 

modest improvement in exercise capacity, health-

related quality of life, and decreased hospital 

admissions. However, the researchers caution that 

it is unclear which specific component(s) of the 

program had the most benefit for the clients. 

Again, the study struggled with defining and iden-

tifying the components of the disease manage-

ment programs, because each program in the 

review was slightly different.

Transitional Care

Naylor, Aiken, Kurtzman, Olds, & Hirschman 

(2011) conducted a systematic review of literature 

and summarized 21 randomized clinical trials of 

transitional care interventions targeting adults with 

chronic illness. Transitional care is defined as a 

broad range of time-limited services designed to 

ensure healthcare continuity, avoid preventable poor 

outcomes among at-risk populations, and promote 

the safe and timely transfer of patients from one 

level of care to another or from one type of setting 

to another (Coleman & Boult, 2003). Transitions 

have been associated with increased rates of poten-

tially avoidable hospitalizations. A 2009 study 

reported that approximately 20% of Medicare ben-

eficiaries discharged from hospitals were rehospi-

talized within 30 days and that 34% were readmitted 

within 90 days (as cited in Naylor et al., 2011).

The review (Naylor et al., 2011) of transi-

tional care provided 21 studies focusing on adults 

with chronic illness transitioning from an acute 

care hospital to another setting. There was a mean 

sample size of 377 subjects among the studies. A 

variety of primary and secondary outcomes in 

five categories were reported: health outcomes, 

quality of life, patient satisfaction or perception of 

care, resource use, and costs. Among the 21 stud-

ies, all but one reported positive findings in at 

least one category (p. 749).

The 21 interventions discussed in the articles 

(Naylor et al., 2011) varied in terms of their nature, 

point of initiation, intensity, and duration. The larg-

est group of studies could be characterized as com-

prehensive discharge planning and follow up with 

(4 studies) or without (3 studies) home visits. The 

remainder dealt with disease or case management 

(4 studies), education or psychoeducation (2 stud-

ies), peer support (2 studies), telehealth facilitation 

(1 study), post-discharge geriatric assessment (1 

study), and intensive primary care (1 study) 



LDL,  sy s to l i c  BP,  and  t he  Symptom 

Checklist-20. 

VNS CHOICE Program

In the early 1990s, the state of New York 

explored several options to increase the range of 

community services available to the older adult 

population. Managed long-term care (MLTC) is 

the result of that initiative (Dehm & McCabe, 

2007). Visiting Nurse Service (VNS) CHOICE 

operates under a contract with the New York 

State Department of Health and is licensed by 

the state as a managed care organization. The 

program receives a f ixed per-member, per-

month premium from the state at a rate that is 

negotiated with the MLTC plan annually. All 

covered services, care management, and admin-

istrative costs are paid for and managed through 

Collaborative Care

A single-blind RCT involving 214 partici-

pants in 14 primary care clinics was con-

ducted in Washington state. Patients were 

randomly assigned to the usual-care group or 

to the intervention group, in which a medi-

cally supervised nurse, working with each 

patient’s primary care physician, provided 

guideline-based collaborative care manage-

ment with the goal of controlling risk factors 

for chronic disease (Katon et al., 2010). The 

primary outcomes were lowering HbA1c, 

low-density lipoprotein (LDL), and systolic 

blood pressure levels, and measuring scores 

from the Symptom Checklist-20, a depression 

tool. Compared with the control group, 

patients in the intervention group had greater 

overall 12-month improvement across HbA1c, 

CASE STUDY

Mary Brown is an 80-year-old widow living alone on her farm 5 miles from town in a western 

rural state. Mrs. Brown’s town, with a population of 10,000, has a critical access hospital. She 

lives in the farmhouse that she moved to when she married 60 years ago. She would like to 

stay there as long as possible, but after her hip replacement surgery last fall, her mobility is not 

as good as it used to be. She is mildly hypertensive and is on medication. Her type II diabetes 

is under control with diet and medication. She has lots of friends in the community, but her 

grown children live several states away. 

Because of her isolation and age, she might be considered “at risk.”

Discussion QuestionsDiscussion Questions

1. What are Mrs. Brown’s “at-risk” variables?

2. What self-management tasks should be initiated with her?

3. What does Mrs. Brown need? What are her potential needs? This is a small community 

with few resources available. Be creative and develop a model of care for her.
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700 of 1,000 in both groups during the base-

line period (Berg & Wadhwa, 2007, p. 230). 

The groups were well matched and could be 

assumed to be moderately ill to severely ill 

older adults with diabetes.

The intervention group had significantly 

lower rates of acute service utilization compared 

with the control group: 23.8% increase in angio-

tensin-converting enzyme (ACE) inhibitor use, 

13.3% increase in blood glucose regulator use, 

11.8% increase in HbA1c testing, 10.3% 

increase in lipid panel testing, 26% increase in 

eye exams, and 35.5% increase in microalbumin 

tests (Berg & Wadhwa, 2007, p. 226).

Another study used the telephone for dis-

ease management in patients with heart failure 

(Smith,  Hughes-Cromwick, Forkner,  & 

Galbreath, 2008). This study examined the 

cost-effectiveness of the approach versus the 

patient outcomes. Adult subjects with docu-

mented systolic heart failure or diastolic heart 

failure (n = 1,069) were randomized into one of 

three study groups: usual care, disease manage-

ment, or augmented disease management. 

Subjects in the intervention arms were assigned 

a disease manager who was an RN and per-

formed patient education and medication man-

agement with the patient’s primary care 

provider for the full 18 months of the study. 

Subjects in the augmented disease management 

group also received in-home devices for 

enhanced self-monitoring. These data were 

electronically transmitted to the disease man-

ager. Although the program produced statisti-

cally significant survival advantages among all 

patients, analyses of direct and intervention 

costs showed no cost savings associated with 

the intervention. It also did not reduce health-

care utilization of the subjects (Smith et al., 

2008).

this monthly payment. The average VNS 

CHOICE member is 81 years old, female, and 

lives with either a family member or alone. 

Most members speak English, Spanish, or 

Chinese. The average member has 3.6 chronic 

illnesses, the most common being hypertension, 

diabetes, osteoarthritis and related disorders, 

and heart disease. The cornerstone of the VNS 

CHOICE program is a care management model 

that links home- and community-based ser-

vices, acute care, and long-term care with the 

assistance of an interdisciplinary team. 

Currently the plan covers 9,700 individuals with 

plans to expand the MLTC area (Dehm & 

McCabe, 2007).

Telephone Disease Management

This diabetes disease management program 

used the telephone as the source of education 

in a sample of 1,220 Medicare+Choice recipi-

ents older than age 65 in Ohio, Kentucky, and 

Indiana (Berg & Wadhwa, 2007). There were 

610 intervention group members matched to a 

control group of the same number of members. 

The disease management program used a 

structured, evidence-based telephonic nursing 

intervention to provide patient education, 

counseling, and monitoring services. The self-

management intervention plan included risk 

stratification, formal scheduled nurse educa-

tion sessions, 24-hour access to a nurse coun-

seling and symptom advice telephone line, 

printed action plans, workbooks, medication 

compliance and vaccination reminders, physi-

cian alerts, and signs and symptoms of compli-

cations. The participants in the study were 

high users of services, with rates of hospital-

ization of 605 of 1,000 in the intervention 

group and 612 of 1,000 in the control group. 

Emergency room visits were also high with 



Blue Cross Blue Shield) and a matched cohort of 

nonparticipants. The study was conducted with 

413 online participants and 360 nonparticipants. 

The online program was a commercially avail-

able, tailored program for chronic disease self-

management. Healthcare costs per person per 

year were $757 less than predicted for partici-

pants relative to matched nonparticipants, yield-

ing a return on investment of $9.89 for every 

dollar spent on the program (Schwartz et al., 

2010). 

Patient Advocacy Case Management

Service use and costs were examined in eight 

studies using the patient advocacy case manage-

ment model of care with frail older adults or those 

with chronic illness. Results from the systematic 

review identified that this model of care did not 

increase service use and costs and was effective in 

decreasing service use and costs in two studies 

(Oeseburg, Wynia, Middel, & Reijneveld, 2009). 

Shared Care

Smith, Allwright, and O’Dowd (2007) completed 

a systematic review for the Cochrane Database on 

“shared care.” These authors considered “shared 

care” as the combined management or joint par-

ticipation of primary care physicians and specialty 

care physicians in planning the delivery of care 

for a client. Twenty studies were identified for 

chronic disease management, with 19 of them 

being RCTs. The results were mixed. The authors 

concluded that there was insufficient evidence to 

demonstrate significant benefits from shared care, 

apart from improving prescribing medications.

OUTCOMES  

With any model of care for individuals and fami-

lies with chronic conditions, an expected outcome 

Evidence-Based Practice BoxEvidence-Based Practice Box

Guided care, a model of care developed 

from the Chronic Care Model (CCM), was 

evaluated in a randomized controlled trial 

in the Washington, DC/Baltimore, 

Maryland area. Eligible patients from 3 

healthcare systems were cluster-random-

ized to receive guided care or usual care 

for 20 months between November 1, 2006 

and June 30, 2008. Eight services were 

provided by guided care nurses working in 

partnership with patients’ primary care 

physicians: comprehensive assessment, 

evidence-based care planning, monthly 

monitoring of symptoms and adherence, 

transitional care, coordination of health-

care professionals, support for self-man-

agement, support for family caregivers, 

and enhanced access to community ser-

vices. The study included 850 older 

patients at high risk for using health care in 

the future. The only statistically significant 

overall effect of guided care was a reduc-

tion in episodes of home health care. In a 

preplanned analysis, guided care also 

reduced skilled nursing facility admissions 

among Kaiser-Permanente patients.  

Source: Boult, C., Reider, L., Leff, B., 

Frick, K. D., Boyd, C. M., Wolff, J. L.,

 et al. (2011). The effect of guided care 

teams on the use of health services.

 Archives of Internal Medicine, 171(5), 

460–466.

Online Disease Management

A retrospective, quasi-experimental cohort 

design evaluated program participants in an 

online disease management program (through 

Outcomes 527
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provided in the client’s home; the duration and 

frequency of care is dependent upon the care 

delivery model and the holistic needs of the cli-

ent, family, and caregivers; and the nurse must 

have advanced knowledge of healthcare pay-

ment systems and cost containment (ANA, 

2008).

History of Home Care

William Rathbone, a wealthy British business-

man and philanthropist, founded the first district 

nursing association. The district nursing services 

combined therapeutic nursing care and education 

for healthful living practices. Working with 

Florence Nightingale, he advocated for district 

nursing throughout England in the mid 1880s 

(Stanhope & Lancaster, 2010) and founded a vis-

iting nurses training school to ensure that nurses 

had the necessary knowledge and skills to work 

successfully in a community setting (Hitchcock, 

Schubert, & Thomas, 2003).

The visiting nurse model established in 

England was adapted by the United States as a 

means of addressing some of the serious public 

health problems of the late 19th century. Large 

American cities faced many challenges associated 

with increasing numbers of immigrants entering 

the country. Poverty-stricken communities with 

congested living conditions quickly gave rise to 

epidemics of infectious diseases such as 

INTRODUCTION  

The home healthcare industry delivers a variety 

of services to individuals with chronic health 

problems living in homes within communities. 

Services can be divided into two types: 1) skilled 

healthcare providers, under the direction of a 

physician’s order and supported by third-party 

reimbursement, and 2) “supportive community 

services” (SCS), including support for instru-

mental activities of daily living and personal 

care (Capitman, 2003). Individuals and agencies 

provide SCS on a fee-for-service basis. It is 

common that healthcare providers and SCS 

workers simultaneously provide services to cli-

ents, often through the same agency. The focus 

of this chapter is on the roles of nurses and other 

skilled healthcare providers in the home.

Home health nurses provide nursing care to 

clients with acute and/or chronic illnesses, as 

well as meet the terminal care needs of clients in 

their place of residence. The overall goal of care 

is to enhance quality of life or support clients at 

the end of life (American Nurses Association 

[ANA], 2008). Home health nurses use holistic 

strategies to work with clients, families, and 

informal caregivers to manage disease or dis-

ability. They practice highly independently, often 

being the only professional care provider in the 

home. The specialty of home health nursing dif-

fers from other nursing specialties in that care is 

Home Health Care
Cynthia S. Jacelon
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promoting health and preventing disease in the 

broader community. Although their areas of con-

centration differed, both groups of nurses func-

tioned independently in the delivery of nursing 

care outside of an institutional setting and shared 

the common goal of promoting, maintaining, and 

restoring health in the community (Hitchcock 

et al., 2003; see Table 20-1).

Successes achieved by the collective efforts 

of visiting nurses, public health nurses, and pub-

lic health services created a shift in the focus of 

health care in the first half of the 20th century. 

Successes in teaching hygiene and decreases in 

immigration reduced the threat of communica-

ble disease. Success in the community combined 

with advances in technology and hospital care 

led to changes in the populations served by 

home health nurses. During the 1930s and 

1940s, fewer clients received care from visiting 

nurses (Reichley, 1999). However, hospitals 

quickly realized that although they were the pro-

viders of acute care, they were also becoming 

the providers of care for individuals with long-

term chronic disorders. As a result, hospitals 

began searching for ways to control the increas-

ing costs incurred by chronic illness care.

Establishment of New York City’s Montefiore 

Hospital Home Care Program in 1947 provided 

one alternative to care of clients needing health-

care interventions outside of an acute care setting. 

The Montefiore Program, a “Hospital Without 

Walls,” created a model of hospital-linked, home-

delivered care utilizing the professional services 

of physicians, nurses, and social workers 

(Gundersen, 1999). This hospital-based homecare 

model demonstrated significant cost savings over 

in-hospital care and served as the catalyst for the 

resurgence of home health care as we know it 

today (Reichley, 1999). The focus for home care 

from Montefiore was not only the clients’ illness, 

with its subsequent chronic state, but also their 

tuberculosis, smallpox, scarlet fever, typhoid, and 

typhus (Schoen & Koenig, 1997).

The first visiting nurse associations (VNAs)   

to provide care in the needy person’s home were 

established in the United States in Buffalo 

(1885), Philadelphia (1886), and Boston (1886). 

Charitable activities, supported by wealthy peo-

ple, funded settlement houses and early VNAs. 

One of the early settlement houses in the United 

States began through the efforts of Lillian Wald 

and Mary Brewster (Stanhope & Lancaster, 

2010).

Funded by the Metropolitan Life Insurance 

Company (Murkofsky & Alston, 2009), Lillian 

Wald and Mary Brewster revolutionized the con-

cept of public health nursing (Hitchcock et al., 

2003). Lillian Wald is credited with developing 

the title public health nurse, and with that title the 

focus of nursing care was broadened to encom-

pass not just the health of individuals but also the 

health, social, and economic needs of the com-

munity as a whole. In 1893 Wald and Brewster 

co-founded the first organized public health nurs-

ing agency, New York City’s Henry Street 

Settlement. The settlement house provided a 

unique combination of social work, nursing, and 

social activism (Schoen & Koenig, 1997). The 

focus was public education to improve maternal 

and child health, communicable disease control, 

nutrition, and mental health. By 1911 Metro-

politan Life Insurance Company had established 

the first national system of insurance for home 

care (Murkofsky & Alston, 2009).

The roles of the visiting nurse and public 

health nurse became more distinct by the late 

1920s. Visiting nurses, employed by the private 

sector and financed by charity and public contri-

butions, clearly were the “hands-on” providers of 

bedside nursing care in the home setting. Public 

health nurses, employed primarily by government 

health departments, focused their attention on 



the elderly who did not have access to such care. 

In 1973 the Medicare homecare benefit was 

expanded to include disabled Americans regard-

less of age. However, homecare advocates became 

increasingly concerned that the narrowness of 

homecare legislation limited services as a means 

of avoiding the excessive costs of providing the 

full range of services that many clients needed 

(Reichley, 1999).

Between 1980 and 1996 the home health-

care industry experienced a 400% increase in 

Medicare-sponsored home care. During that time 

holistic needs. Social workers addressed the cli-

ents’ social needs and overall well-being and were 

interested in clients’ families, including their role 

in providing for the clients’ health care (Lundy & 

Janes, 2001).

For more than half a century, philanthropists, 

public charities, and contributions raised by the 

VNAs funded homecare services. In 1966 the fed-

eral government began providing for homecare 

services as a benefit of the new legislation known 

as Medicare. Medicare allowed for the expansion 

of homecare services to many people, particularly 

Table 20-1 Similarities and Differences Between Public Health Nursing and Home 
Health Nursing

Similarities  

Setting Nursing care is provided to clients in their residences or in a community 
environment.

Independent nature of practice Nurses practice independently outside of institutions.

Control and environment Client is an active partic ipant in care decisions. 
Control is shifted to the client. 
Environment empowers the client.

Family-centered care The family is considered as a unit of care.
Family members contribute signifi cantly to client care.

Broad goals Public health and home health services strive to promote, maintain, and 
restore health in the community.

Differences Public Health Nursing Home Health Nursing

Focus of intervention Population Individual/family

Caseload acquisition Case fi nding in community at large Referral by physician

Interventions Continuous Episodic

Orientation Wellness Primary prevention Illness 
Secondary prevention 
Rehabilitation 
Tertiary prevention

Entry into services Risk potential 
Social diagnosis

Medical diagnosis

Source: Hitchcock, J., Schubert, P., & Thomas, S. (Eds.). (2003). Community health nursing: Caring in action (2nd ed., 
p. 480). Albany, NY: Delmar. Reprinted with permission of Cengage Learning/Nelson Education.
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visits provided. These payments are case-mix 

adjusted so the agency received more money for 

clients requiring more care (Murkofsky & 

Alston, 2009). 

THEORETICAL FRAMEWORKS FOR 
MANAGEMENT OF CHRONIC 
ILLNESS IN HOME CARE  

Homecare nurses provide intermittent care and 

rely heavily on clients’ ability to self-manage 

their health problems. As such, the nurse is in a 

unique position to apply frameworks for prac-

tice that help the nurse work with clients to pro-

mote independence. Mid-range theories, applied 

in homecare settings to help promote client’s 

self-management of chronic health problems, 

conceptualize nursing care as based in relation-

ships and coaching, and provide guidelines for 

collaborative decision making, are presented 

here. Also included are models for community-

based care of clients with chronic illness and 

hospice care.

Self-Management and Family 
Management of Chronic Conditions

The framework for self- and family management 

of chronic conditions is designed to provide a 

structure for understanding factors influencing the 

ability of individuals and their families to manage 

chronic illness (Grey, Knafl, & McCorkle, 2006; 

Tanner, 2004; see Figure 20-1). The components 

of the framework are: self-management; risk and 

protective factors including condition factors, 

individual factors, psychosocial characteristics, 

family factors, and the environment.

Self- and family management of chronic 

illness is defined as the decisions and activities 

that individuals make on a daily basis to manage 

period, the number of agencies certified to bill 

Medicare rose by 200% (Montauk, 1998). This 

was a direct result of many reimbursement 

changes affecting hospitals. In an effort to con-

trol the cost of care in acute care hospitals, 

Cong ress  passed  the  Soc ia l  Secur i ty 

Amendments of 1983 to initiate the prospective 

payment system (PPS) for inpatient services 

(Stanhope & Lancaster, 2010). Therefore, federal 

government shifted reimbursement to a PPS 

based on diagnosis-related groups (DRGs). With 

reimbursement for hospital care now predeter-

mined by client diagnosis, hospitals responded to 

the significant revenue reductions by decreasing 

the average length of stay for clients. The direct 

consequence was shorter hospital stays and 

increased referrals to home care (Stanhope & 

Lancaster, 2010).

However, in 1997 Congress targeted home 

health care as a place to reduce healthcare 

expenditures. The passage of the Balanced 

Budget Act of 1997 (BBA) imposed stricter lim-

its on Medicare reimbursement for homecare 

services and required the Medicare administra-

tion to develop a PPS (Murkofsky & Alston, 

2009). The BBA narrowed the definition of 

those individuals eligible to receive homecare 

services to those individuals who were deemed 

“homebound.” Under these guidelines, 

Medicare recipients were no longer eligible for 

home care if they were able to leave home for 

any reason other than medical services (Maurer 

& Smith, 2005). The number of persons eligible 

for Medicare homecare funding declined by 

50% between 1997 and 2000 (Maurer & Smith, 

2005). Today, the industry continues to provide 

holistic care in a fiscally restrained environ-

ment. Under the PPS implemented in 2000, 

agencies were paid a set amount for each 60-day 

episode of care regardless of the number of 



The ability of individuals and families to 

manage chronic illness depends on the severity of 

the condition, the treatment regimen, the course 

of the disease, individual and family characteris-

tics, and the environment in which individuals 

will manage their disease (Grey et al., 2006). The 

severity of the illness from the perspective of the 

individual with the chronic illness may not be the 

same as the nurse’s perception. The meaning of 

the condition and the implications for manage-

ment may be affected by the meaning of the ill-

ness to the individual and family. The etiology of 

the condition (e.g., a lifestyle disease such as 

emphysema as a result of smoking or a geneti-

cally determined disease) will affect the ability 

for self-management. The implications for the 

family in these situations may cause guilt or 

 concern for the susceptibility of other family 

their chronic health problems (Improving 

Chronic Illness Care, 2007; Grey et al., 2006; 

Ryan & Sawin, 2009). For some individuals, 

particularly those who are older or have cogni-

tive deficits, engaging in self-management will 

be an ongoing challenge (Tanner, 2004). The 

nurse is challenged to help the client manage at 

the level of his or her ability (Jacelon, Furman, 

Rea, Macdonald, & Donoghue, 2011). The con-

cept of self-management extends the responsi-

bility of individuals with chronic illness beyond 

compliance and adherence to managing an 

ongoing condition within the context of their 

daily lives. In home care it is imperative that the 

nurse consider both the client’s ability to self-

manage and the family’s ability to support the 

individual’s self-management (Grey et al., 

2006).

Health Status

Family
Management

Individual Self-Management

Risk and Protective
Factors

Self and Family
Management Behaviors

Outcomes

• Severity of condition
• Regimen
• Trajectory
• Genetics

Individual Factors
• Age
• Gender
• Psychological characteristics
• Diversity/culture

Family Factors
• Socioeconomic status (SES)
• Structure
• Function

Environmental Context
• Social networks
• Community
• Healthcare system

Health Status
• Control
• Morbidity
• Mortality

Individual Outcomes

• Quality of life

• Adherence

Family Outcomes

• Function

• Lifestyle

Environmental Context
• Access
• Utilization
• Provider relationships

FIGURE 20-1 Self-management and Family Management Framework.
Source: Grey, M., Knafl, K., & McCorkle, R. (2006). A framework for the study of self- and family manage-
ment of chronic conditions. Nursing Outlook, 54, 278–286. Reprinted with permission by: Elsevier Inc.
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short-term, successful strategy. Health coaching is 

a client-centered approach to care with the focus 

on the issues and barriers to self-management.

To employ health coaching, the home 

health nurse begins by asking the client what he 

or she is most concerned about. In this way, the 

nurse can capitalize on the client’s interest in 

resolving or managing a particular problem. The 

next step is to validate the client’s feelings about 

his or her capacity to manage the problem. 

Following this, the nurse might help the client 

develop solutions to the problem by asking 

about what strategies the client has tried in the 

past, and what strategies he or she might like to 

try (Huffman, 2007).

Relationship-Based Care

In this model, relationship is the basis of nursing 

practice (Doane, 2002). Individuals are “viewed as 

contextual beings who exist in relation with other 

people and with social, cultural, political, and his-

torical processes” (Doane & Varcoe, 2007, p. 

198). Every day nurses engage in relationships 

with clients, other nurses, and healthcare profes-

sionals. This network of relationships forms a web 

of mutual dependencies (Doane & Varcoe, p. 193). 

Relationship-based care is a model of human 

relating that reflects this web of interactions within 

the context of humanistic values (Hartrick, 1997). 

In the past, models of nursing care have been 

based on behavioral models in which the nurse 

learns a set of communication skills and applies 

those skills when interacting with clients. This 

model is unique in that it is based on the recogni-

tion of the relational nature and complexity of 

human experience (Hartrick, 1997, p. 524). Rather 

than enhancing communication between nurse 

and client, applying communication techniques 

members. The treatment regimen for a chronic ill-

ness may be complex, requiring significant life-

style adjustment. Individual factors such as the 

person’s age, psychosocial situation, functional 

ability, self-perceived ability to manage the ill-

ness, education, and socioeconomic status all 

contribute to the individual’s ability for self-man-

agement. Careful assessment by the nurse is 

imperative in providing care. Once an assessment 

is complete, the homecare nurse is in a position to 

coach the individual or family in management of 

the illness.

In the model of self-management and fam-

ily management,  outcomes can include 

improved condition symptoms, and improved 

individual and family outcomes such as better 

disease management, improved quality of life, 

or improved self-efficacy (Grey et al., 2006). 

The main goal of the model is to help the indi-

vidual improve his or her health, using the 

broadest def inition of health possible. The 

homecare nurse will want to support the self- 

and family’s self-management, teach them the 

skills needed to improve health, and coach the 

individual and family on incorporating those 

activities into their daily lives.

Coaching as a Technique to Enhance 
Self-management and Family Management

The homecare nurse is in an excellent position to 

coach the client and family in the management of 

the chronic illness. Coaching, or motivational 

interviewing, is a strategy in which the nurse uses 

a combination of providing education, collabora-

tive decision making, and empowerment to help 

clients manage their health needs (Butterworth, 

Linden, & McClay, 2007; Huffman, 2007, 2009). 

Health coaching has its roots in substance abuse 

counseling and has been found to be a relatively 



in relationships. A mutual relationship is a negoti-

ated, collaborative process where client and nurse 

both participate, make choices, and act (Doane & 

Varcoe, 2007, p. 193). These commonalities 

include shared visions and goals, while acknowl-

edging differences in perspectives. Synchrony 

describes the rhythms naturally occurring in the 

relationship, including synchrony between inter-

nal and external patterns, and periods of silence 

(Hartrick, 1997, p. 526).

The nurse honors complexity and ambiguity 

by acknowledging the complexity of human 

experience. The nurse, in relation with the client, 

seeks to uncover the numerous and possibly con-

flicting elements of the experience. Through this 

process of discovery, the nurse and client begin 

to mutually make connections between seem-

ingly disparate actions, feelings, and events. 

Through this process, the client and nurse are 

able to appreciate the relevance of the experience 

and make choices regarding the management of 

the disease process (Hartrick, 1997, p. 526).

Intentionality involves the nurse exploring 

his or her values and then maintaining consis-

tency between personal values and values in use 

during professional practice. Each nursing 

moment is shaped by the actions and intentions of 

the nurse, the actions and responses of others, and 

by the contexts within which those interactions 

occur (Doane & Varcoe, 2007, p. 202). The intent 

of relational practice is to help clients understand 

the meaning of their health and healing experi-

ences, and to discover choice and power within 

the experiences (Hartrick, 1997, p. 527). 

Re-imaging is the process of questioning the 

usual ways of being in the world. Through this 

process, the nurse can help clients transform their 

health and healing experiences and enhance their 

relational capacity (Hartrick, 1997, p. 527).

may impede communication because the nurse 

may be focused on performing these techniques, 

and unable to be “in-caring-human-relation” 

(Hartrick, 1997, p. 525). According to this model, 

“health and healing are promoted through the 

development of an increasing openness to learn-

ing and growth, an increasing capacity to tolerate 

ambiguity and uncertainty, and an increasing 

experience of empowerment and choice” 

(Hartrick, 1997, p. 525). For clients with chronic 

illness, this model of human relation may provide 

a means for the client, family, and nurse to grow in 

relationships with each other as well as in the rela-

tionship with the chronic illness. 

Relationship-based care is not founded on 

problem identification and resolution, but on 

responding to the client in a manner that acknowl-

edges and supports the significance of the chronic 

illness as the client experiences it. Nursing action 

is based on five capacities: 1) initiative, authentic-

ity, and responsiveness; 2) mutuality and syn-

chrony; 3) honoring complexity and ambiguity; 

4) intentionality in relating; and 5) re-imaging 

(Hartrick, 1997, p. 526). 

Initiative, authenticity, and responsiveness 

address the nurse’s active concern for others 

(Hartrick, 1997, p. 526). Within this model, these 

concepts are intertwined. The nurse takes the ini-

tiative to engage in relationship with the client. 

She or he is authentic, responding to the client 

and the situation in a way that is consistent with 

his or her personality, and showing emotions as 

they arise. Finally the nurse is responsive to the 

feelings, needs, and goals of the client. The nurse 

is mindful of her presence with the client and is 

attentive to the client with conscious listening.

The concepts of mutuality and synchrony 

explain the nature of relationships. Mutuality 

refers to the commonalities experienced by people 
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self-management of chronic disease can help cli-

ents maximize their quality of life.

Chronic Care Model of Disease 
Management

Individuals with chronic disease require a new 

strategy for health management. The Chronic 

Care Model (CCM) (Figure 20-2) was devel-

oped through a grant from the Robert Wood 

Johnson Foundation to change the way health 

care was delivered to individuals with chronic 

illness (Improving Chronic Illness Care, 2007). 

The model is designed to support the person 

with the chronic illness to self-manage his or her 

health using appropriate community and health-

care system resources. The home health nurse is 

in an excellent position to assist the client in 

managing his or her own health and chronic ill-

ness within this model (see Chapter 19).

The nurse who engages in relational nurs-

ing practice makes a conscious commitment to 

act using the values and goals of the nursing pro-

fession to attend to each client’s unique context 

and situation, helping that person grow in health. 

Difficulty and suffering can provide a vehicle 

for meaningful relationships, which is the basis 

for ethical decision making. In these situations, 

responsive nursing care creates the space for 

mutual experience, and for nurse and client to 

develop clarity and courage to act in health-pro-

moting ways (Doane & Varcoe, 2007, p. 202).

In more recent work, Weydt (2010) identi-

fies other characteristics necessary for effective 

relationship-based care. These include clinical 

proficiency, interdisciplinary communication 

and teamwork, and continuity of nurse/patient/

family relationships. In home care where a pri-

mary nursing care model is common, building 

relationships with clients to improve their 
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chronic illness? Effective Clinical Practice, 1, 2–4.



medical care professionals, and guiding the cli-

ent to seek medical care for condition changes in 

a timely manner. In addition, the nurse can 

encourage clients to engage with community 

organizations to help support their self-manage-

ment strategies; these community agencies 

might include food programs and disease-

focused organizations (e.g., the Alzheimer’s 

Association).

Philosophy of Palliative 
and Hospice Care

Palliative care is a philosophy of care in which 

the focus is on promoting quality of life in the 

time an individual has left. According to the 

National Quality Forum (2006), palliative care 

refers to patient- and family-centered care that 

optimizes quality of life by anticipating, prevent-

ing, and treating suffering. The philosophy is 

applied across a wide variety of settings and pro-

fessional fields. Palliative care, throughout the 

continuum of illness, involves addressing physi-

cal, intellectual, emotional, social, and spiritual 

needs and facilitating patient autonomy, access to 

information, and choice in the face of life-threat-

ening illness. It incorporates symptom control, 

including pain management, supportive care, 

respite care, rehabilitation, and terminal care. 

The philosophy of palliative care can be applied 

whenever the client has a life-limiting chronic ill-

ness (World Health Organization [WHO], 2009).

While palliative care is a philosophy, hos-

pice care is a particular type of care provided at 

the end of life. The focus of hospice is the belief 

that each person has the right to die pain-free and 

with dignity, and that family members and infor-

mal caregivers will receive the necessary support 

to allow people to do so (National Hospice and 

Palliative Care Organization, 2007). Hospice care 

Traditionally, the healthcare system in the 

United States has been focused on providing 

acute care for acute illness in an episodic man-

ner. Individuals with chronic illness require a 

proactive approach, combining self-manage-

ment with effective use of community resources 

and the healthcare system (Improving Chronic 

Illness Care, 2007). Care is based on evidence-

based protocols that are then tailored to the 

needs of the individual client. Common areas of 

difficulty for self-management include manag-

ing multiple medications, recognizing early 

warning signs of condition changes, coordinat-

ing and appearing for multiple physicians’ 

appointments, understanding the plan of treat-

ment, and coordinating support services 

(Meckes, 2005).

According to the CCM, healthcare systems 

need to retool to provide planned visits focused 

on maintaining wellness. In this model, clients 

are recognized as having the central role in man-

aging their health. It is the role of healthcare pro-

viders to support clients’ ability to self-manage 

their health (Improving Chronic Illness Care, 

2007). The nurse can also affect the client’s 

understanding of the disease process and choices 

for management. By being in the client’s home, 

the homecare nurse has a unique perspective on 

the client’s culture, and the meaning of the ill-

ness in his or her life. 

Recently the CCM has been adapted to 

reflect care delivered by nurses in post-acute 

care settings such as home care (Jacelon et al., 

2011). In this version of the model, the nurse and 

client are at the center of the model. The nurse 

and client form a team where the nurse coaches 

and advises the client in effective self-manage-

ment techniques. The home healthcare nurse 

may act as a case manager, helping the client 

navigate complicated interactions with several 
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typically members of the homecare team. All 

nurses engaged in home care are expected to 

advance their ability to meet client needs in the 

homecare setting. This goal is accomplished by 

supporting colleagues, structured preceptor pro-

grams, clinical experience, and lifelong learning 

(ANA, 2008). See Table 20-2 for the ANA mini-

mum qualifications for a homecare nurse.

Using grounded theory techniques, Neal 

(1998) developed a model of Home Health 

Nursing Practice. The model outlines three stages 

of proficiency in homecare nursing. At the first 

level, termed dependency, the nurse is typically 

new to the setting, overwhelmed by the complex-

ity of the setting, and is dependent on support and 

assistance from others. As the nurse moves to the 

second phase, moderate dependency, he or she 

becomes less dependent on others, before finally 

moving to the phase of autonomy, where the 

nurse achieves confidence, self-assurance, and 

is a constellation of services provided with the 

goal of providing comfort and symptom manage-

ment at the end of life (Stuart, 2003). Hospice 

care is often provided in a specialized facility or 

in the individual’s home. Recently hospice ser-

vices have begun to be offered in nursing homes 

and some acute care facilities (Candy, Holman, 

Leurent, Davis, & Jones, 2011). Many home 

healthcare agencies offer hospice services in 

addition to their regular homecare services. As a 

clearly circumscribed level of care, Medicare 

pays for service to hospice clients on a per diem 

basis. Nonetheless, the hospice benefit is under-

utilized; only 20% of those people eligible use 

their hospice benefit (Stuart, 2003). In order to be 

eligible for the hospice benefit, physicians must 

determine that the client has fewer than 6 months 

to live, and the patient must forgo treatment that 

may extend life (see Chapter 22).

INTERVENTIONS  

It is anticipated that the need for homecare ser-

vices will increase as the population ages. 

Because of the unique characteristics required to 

be a successful homecare nurse, the shortage of 

qualif ied nurses in home care may be more 

severe than in other areas of the healthcare sys-

tem (Ellenbecker, 2004). Homecare nurses must 

possess unique skills including “flexibility, cre-

ativity, and innovative approaches to situations 

and problems in the context of individual and 

environmental differences and widely varying 

resource availability” (ANA, 2008, p. 7). 

According to Home Health Nursing Scope: and 

Standards of Practice (ANA, 2008), the nurse 

best suited to homecare practice is the baccalau-

reate-prepared nurse. This is because of his or 

her broad-based education. Nurses prepared at 

the associate degree or diploma level are 

Table 20-2 Minimum Qualifi cations of 
Homecare Nurses

A baccalaureate degree in nursing

Ability to incorporate communication and 
motivation skills and principles in the home 
health setting

Ability to apply critical thinking to physical, 
psychosocial, environmental, cultural, family, 
and safety issues

Ability to utilize clinical decision making in 
applying the nursing process to clients in their 
places of residence

Ability to practice as an effective member of an 
interdisciplinary team

Competency in applying care-management skills

Source: American Nurses Association. (2008). Home 
health nursing: Scope and standards of practice. Silver 
Springs, MD: Author.



insurance companies follow the guidelines set by 

Medicare. Therefore, changes in Medicare regu-

lations and reimbursement have a major effect on 

the home healthcare industry.

Medicare establishes regulations that deter-

mine who is eligible to receive reimbursable 

homecare services. Accompanying the Medicare 

funding stream are strict regulations for client 

eligibility, homecare practice, and reimburse-

ment mechanisms. Although the Medicare 

homecare benefit was designed to extend care 

to more people, access was difficult because 

only certain agencies could provide care, and 

restrictions limited who was eligible for care, 

which services clients could receive, and length 

of service. An additional burden on homecare 

agencies was a complex billing system that 

often resulted in extensive payment delays.

Agencies adhering to the Medicare guide-

lines to receive Medicare and Medicaid payment 

are classified as “certified.” “Noncertified” home 

health agencies render home healthcare privately 

without consideration of the Medicare guidelines, 

and thus receive no payment from Medicare. A 

home health agency may choose to participate in 

the Medicare program and can receive payment 

from Medicare for those clients who meet the eli-

gibility criteria. Agencies choosing not to partici-

pate in the Medicare program follow their 

respective state-established regulations that gov-

ern the provision of homecare services. However, 

as a quality measure, private payment agencies 

often follow the standards of adequate care as 

established by Medicare.

When a client’s care can no longer be billed 

to Medicare, the agency is responsible for provid-

ing advanced notice to the physician and client, 

and assisting with finding other sources of care. 

The client can independently pay the agency. 

This arrangement provides an alternative to 

autonomy in the role of a home health nurse 

(p. 23). Later, Neal used a triangulated design 

combining focus groups with one sample of 

homecare nurses and a survey with a second 

group to test and enhance the model (Neal, 2000). 

Cultural Competence

As the older population grows, and diversity of 

individuals with chronic illness increases, there 

are persistent trends in usage of homecare ser-

vices. Caucasians are more likely to use formal 

services than Hispanics, African Americans, and 

Asian Americans. However, it is difficult to tell if 

this pattern is a choice of the care recipient or if 

this trend represents a cultural bias of the care 

providers who refer individuals to home care 

(Young, 2003). It is critical for the homecare 

nurse to remember that when he or she is provid-

ing care in the client’s home, he or she is a guest 

in the client’s culture. In order to increase the 

likelihood of the client adopting the self-manage-

ment strategies the nurse is offering, the nurse 

must find a way to connect the health care that he 

or she is offering with meaningful experiences 

that connect the client’s experience.

Reimbursement in Home Care/
Documentation

Skilled services that are reimbursable by third-

party payers drive the homecare industry. The 

majority of skilled homecare services are paid for 

by health insurance, particularly Medicare and 

Medicaid. In 2000 Medicare and Medicaid paid 

for 72% of homecare services and 87% of hos-

pice clients (Clark, 2008). In 2006 the percentage 

had increased to 77% with private insurance 

accounting for only 12% of costs. The remaining 

10% were paid out of pocket by clients 

(Murkofsky & Alston, 2009). Usually, private 
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payments based on the severity and acuity of the 

client’s condition, and, in this way, higher pay-

ments are provided for sicker clients. There are no 

limitations on the episodes of care that a client can 

receive. The OASIS has been used to measure out-

comes from nursing interventions. However, in 

their evaluation of OASIS, Schneider, Barkauskas, 

and Keenan (2008) did not find it to be sensitive 

to the effects of home healthcare nursing, as mea-

sured by intervention intensity.

The influence of the implementation of the 

PPS in home health has been more stringent reg-

ulations about which services will be reimbursed, 

and for how long, in some instances. This may 

well limit access to care for certain vulnerable 

groups, such as the frail elderly and chronically 

ill individuals whose care is largely home based, 

and people who are human immunodeficiency 

virus (HIV) positive. Nurses and other healthcare 

providers must work even more closely with 

families to determine the kinds of services 

needed to foster self-care and the optimal timing 

of these services (Stanhope & Lancaster, 2010).

The individuals who use homecare services 

often have very complex health needs. In a study 

designed to determine which hospitalized clients 

were most likely to be referred for homecare ser-

vices, Narsavage and Naylor (2000) found that 

those individuals most likely to be referred had 

more than one chronic illness (chronic obstruc-

tive pulmonary disease and congestive heart 

failure [CHF]), were unmarried, needed help 

with activities of daily living, and had a longer 

than average hospital stay.

The Future of Reimbursement

Since 2000, there has been increasing pressure by 

the government to slow the growth and costs of 

home care. Pay for performance demonstrations 

third-party reimbursed care. Since the inception 

of PPS, many long-term care clients have paid 

their own bills for care. As Medicare defines its 

payment criteria, it was never intended to pay for 

care other than short term, acute, intermittent, 

and skilled, so clients needing longer term ser-

vices require other payment sources.

If a home health agency determines that a 

client can no longer be served because of costs, 

discontinuation of care may make the agency at 

risk for charges of client abandonment. The def-

inition of abandonment is cessation of services 

by an agency to a client who continues to require 

care and for whom no provision has been made; 

nor has the client received proper and timely 

notice of impending discharge from service.

In the PPS, a specific dollar amount per cli-

ent is given to a healthcare professional for deliv-

ery of services. The healthcare provider, in turn, 

becomes the coordinator of the individual’s care 

and assumes responsibility for managing cost, 

risk, resources, and outcomes of care (Remington, 

2000). Reimbursement amounts are determined 

by clinical assessment of the client’s needs using 

the mandated assessment tool, Outcome Assess-

ment System and Information Set (OASIS).

OASIS is an assessment tool designed to 

establish the national standard for collecting cli-

ent outcome data that can be used to evaluate 

homecare services on an industry-wide basis. 

The tool is used to collect a combination of 

demographic, clinical, and functional client 

care data used in calculating Medicare pay-

ments to home health agencies.

The actual charges submitted by an agency 

are determined by the OASIS clinical scoring sys-

tem, which assigns points to select items in the 

OASIS data set plus assigns additional points if 

therapy services are needed. The OASIS scoring 

system is intended to calculate Medicare 



preventable hospitalizations, prevent hospital 

readmissions, improve health outcomes, improve 

the efficiency of care, reduce the cost of health-

care services, and achieve patient satisfaction. 

(Kaiser Foundation, 2010).

Home Healthcare Agencies

Home care is a unique healthcare service, in that 

homecare practice is by definition in the home of 

the recipient of care. The living arrangements of 

the individual receiving care are an important 

consideration in determining the “goodness of 

fit” between the client’s needs and the services 

provided (Hayes, 2002). The home health nurse 

uses primary, secondary, and tertiary prevention 

strategies in assisting clients and families with 

self-management and coordination of community 

resources. This is accomplished within the com-

munity in the home of the client (ANA, 2008).

Home healthcare practitioners and standards 

of practice are governed by state and federal leg-

islation. Individual state regulations must be met 

for basic licensing of all home health agencies. If 

participation in the Medicare reimbursement 

program is desired, there are also federal regula-

tions that govern Medicare certification and cov-

erage of services (Conditions of Participation 

and HHA-11, respectively) that must be met. 

These federal mandates, along with individual 

state licensing or certification requirements, help 

ensure that home healthcare practitioners are 

qualified to provide their specialized services.

Language of Home Health Care

Several definitions are important in determining 

eligibility of patients and subsequent reimburse-

ment by the home healthcare agency. Terms are 

defined by federal Medicare regulations and 

include the following: homebound, primary ser-

vices, continuing services, and dependent services.

were instituted in seven states, and Congress has 

instituted several caps and restrictions on reim-

bursement (Murkofsky & Alston, 2009). At the 

same time the reimbursement for skilled services 

through Medicare is contracting, there is an ini-

tiative to move individuals out of long-term care 

institutions and provide supportive services in 

their homes. This initiative is funded by state 

Medicaid budgets and is an effort to reduce long-

term care costs.

Although the Patient Protection and Affor-

dable Care Act signed into law in March 2010 

does not specifically mention homecare services, 

the act will affect services. The mandate that all 

individuals have health insurance may not have a 

major effect on home care, because private insur-

ance accounts for only 12% of homecare revenue. 

However, the move to expand Medicaid to include 

all individuals with incomes up to 133% of the 

poverty level could mean an increase in Medicaid-

covered services. 

Two provisions in the new law will have a 

direct effect on home health care.  First, beginning 

in January 2013, there is a provision to establish a 

national Medicare pilot program to develop and 

evaluate paying a bundled payment for acute, 

inpatient hospital services, physician services, 

outpatient hospital services, and post-acute care 

services for an episode of care that begins 3 days 

prior to a hospitalization and spans 30 days fol-

lowing discharge. If the pilot program achieves 

stated goals of improving (or not reducing) qual-

ity and reducing spending, CMS will develop a 

plan for expanding the pilot program beginning in 

2016. The second provision, beginning in 2012, 

will create the Independence at Home demonstra-

tion program to provide high-need Medicare ben-

eficiaries with primary care services in their home 

and allow participating teams of health profes-

sionals to share in any savings if they reduce 

Interventions 545



546 CHAPTER 20 / Home Health Care

occupational therapists, speech therapists, 

medical social workers, home health aides, and 

informal caregivers. Each member of the team 

possesses a special set of skills that collectively 

supports a comprehensive approach to assist 

the client in meeting his or her care needs.

Effective home care depends on groups of 

independent practitioners forming teams to pro-

vide services for clients. These practitioners 

have different skill sets and are not always all 

from the same agency. The multiple practitio-

ners on the home healthcare team have the 

knowledge and skills to identify clients’ needs 

and address those needs through management 

of complex plans of care (Marelli, 1998). Each 

practitioner must have a strong grasp of the 

rules and regulations that govern home health 

care, the ability to pay attention to detail, well-

developed interpersonal skills, strong clinical 

skills, a working knowledge of the changing 

economics of health care, and the ability to 

effectively prioritize and time-manage challeng-

ing tasks and responsibilities.

Four models of team functioning have been 

identified: medical, multidisciplinary, interdisci-

plinary, and transdisciplinary (Mauk, 2007, p. 3). 

In a medical model team, the physician leader 

directs all functions of the team. Team members 

do not meet together but communicate through 

the physician. This team configuration is most 

common in acute care settings where the physi-

cian is in daily contact with the client. This 

model is not desirable in a homecare situation 

because the client may not be in contact with the 

physician; the care providers are in the client’s 

home, and independent decision making is a 

hallmark of this type of care.

The second type of team is the multidisci-

plinary team. In this model, professionals work 

in parallel. Each provider develops goals for his 

Federal Medicare regulations include the 

qualifications of clients for coverage of home 

health services. The client must be confined to 

the home or to an institution that is not a hospital 

or skilled nursing facility (SNF). Confined to the 

home does not mean the client must be bedrid-

den. Homebound, or home confined, is defined 

as an inability to leave the home normally and 

that leaving would be taxing and require consid-

erable effort and assistance. When the client 

does leave the home, the absences are infrequent 

and of relatively short duration, or to receive 

medical care. The client must be under the care 

of a physician and in need of skilled services on 

an intermittent-visit, not continuous, basis. The 

services must be provided in the client’s home. 

Hospitals or nursing homes are not considered 

the client’s home, but individuals living in 

assisted living facilities or other group living sit-

uations are eligible for home care (Murkofsky & 

Alston, 2009). Reimbursement is made to the 

homecare agency under the PPS. Medicare pays 

the homecare agency a set amount of money for 

each client whose diagnosis is one of 80 home 

health resource groups (Stanhope & Lancaster, 

2010). In addition to primary skilled services, 

home health aides and social work services are 

covered as dependent services under Medicare 

regulations. The client must require a skilled ser-

vice to receive a home health aide or social work 

services, and once the skilled service is no lon-

ger required, the home health aide and social 

work services are not covered. These dependent 

services can also be continued if occupational 

therapy (a continuing service) is to be provided 

to the client.

Home Healthcare Team

The home healthcare team consists of the cli-

ent, physicians, nurses, physical therapists, 



satisfaction, and improved client outcomes and 

cost containment (Gantert & McWilliams, 2004).

Gantert and McWilliams (2004) identified 

three dimensions of interaction among interdis-

ciplinary team members: networking, navigat-

ing, and aligning. Each dimension occurs along 

a continuum. The less interactive end of the con-

tinuum is representative of a multidisciplinary 

team, whereas the more interactive end is repre-

sentative of a more interdisciplinary model. For 

networking, the continuum ran from isolation to 

connectedness. As communication among team 

members increased, so did feelings of connect-

edness among team members. Navigating had to 

do with how the team members trusted each 

other. The more contact team members had with 

each other, the more trust they exhibited with 

each other. Finally, the dimension of aligning 

described the strategies used to determine roles 

within the team. Team function ranges from the 

traditional organization hierarchy to a more 

fluid organization, where team members func-

tion autonomously and collaboratively (Gantert 

& McWilliams, 2004).

Coordination of Care

Care coordination is defined as services provided 

to individuals with chronic illness who are at risk 

for adverse outcomes and expensive care that 

remedy shortcomings in current health care by:

• Identifying medical, functional, social, and 

emotional needs that increase risk of 

adverse outcomes and expensive care.

• Addressing those needs through self-care 

education and optimization of medical 

treatment.

• Monitoring progress and identifying prob-

lems early (Mathematica Policy Research, 

2000).

or her interaction with the client, and coordina-

tion occurs at the supervisory level. The individu-

als who are providing care rarely communicate 

directly with each other. This model of care is 

common in long-term care settings in which a 

rigid bureaucratic structure exists. Multi-

disciplinary models also occur in homecare set-

tings. However, the nature of home care is that 

practitioners work independently and may inter-

act with other professionals on the team only 

sporadically (Gantert & McWilliams, 2004).

Transdisciplinary teams are found in reha-

bilitation settings where team members and the 

client are in proximity daily. In this model, the 

client and primary care provider work as a team 

with the counsel of all other team members 

(Mauk, 2007). Individual team members per-

form the interventions required for the client 

while the provider is with the client. Although 

this model is effective in rehabilitation settings, 

the nature of home care does not lend itself to 

this type of team function. The billing con-

straints in home care require that professionals 

perform the interventions within their scope of 

practice, and do not reimburse for care outside 

of that scope. This model works best in a capi-

tated payment system, where the agency receives 

a predetermined amount of money for care 

regardless of who is providing the care.

The team configuration that is most effective 

in the home setting is the interdisciplinary team 

model. In an interdisciplinary team, professionals 

working with a client communicate directly with 

the client and each other. In this model, the client 

is an integral part of the team, and professionals 

collaborate with the client to establish goals for 

care (Mauk, 2007). Effective interdisciplinary 

team collaboration has been associated with ben-

efits for both practitioner and client. These 

include increased provider autonomy and job 
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million households (21%) across the United 

States. By contrast, less than half (41%) of the 

individuals receiving informal care reported 

paying for services from professional care pro-

viders (National Alliance for Caregiving [NAC] 

& AARP, 2004). The NAC and AARP counted 

individuals as caregivers if they were older than 

18 years of age and performed one of 13 activi-

ties for another adult—Table 20-3 lists the 13 

caregiving behaviors. Young (2003) reports that 

73% of caregivers are women, with an average 

age of 46, and 64% work outside of the home.

In a study conducted at the Visiting Nurse 

Service of New York, researchers explored the 

effects of formal and informal caregiving on the 

recovery of the client, and the interaction between 

Homecare nurses and agencies are in an 

excellent position to incorporate the role of care 

coordinator into the role of the nurse because 

these high-risk individuals are often being treated 

by homecare nurses. Nurses have a well estab-

lished relationship with physicians and the local 

healthcare system and are in an excellent position 

to incorporate technology into the plan of care 

through the use of telehealth strategies to augment 

care (Meckes, 2005).

Three major care coordination issues have 

been identified (Feldman, 2004). The first is 

coordination between the hospital and the home-

care agency at discharge from the hospital or at 

admission to the hospital from the homecare 

agency. Transitions from one service to another 

are fraught with opportunities for miscommuni-

cation. The second issue for care coordination is 

strengthening the effectiveness and communica-

tion among the members of the interdisciplinary 

team (Feldman, 2004). The third issue is to 

improve the effectiveness of interaction between 

the formal and informal caregivers and to foster 

self-management (Feldman, 2004). This issue is 

described in more detail in the following.

The Program of All-Inclusive Care for the 

Elderly (PACE) provides for older adults with 

chronic illness, who are eligible for both 

Medicare and Medicaid, and who are living at 

home even though they qualify for nursing home 

care (Young, 2003). Through PACE, interdisci-

plinary teams assess individuals and provide 

comprehensive services across settings. By 

removing the financial barriers to coordination of 

care, the PACE concept unites the healthcare 

team around providing long-term care manage-

ment in the least restrictive setting (Young, 2003).

Formal and Informal Caregivers

Unpaid assistance is provided to older individu-

als and those with chronic illness in at least 22.9 

Table 20-3 Informal Caregiver 
Behaviors

Instrumental Activities of Daily Living

Transportation (82%)

Grocery shopping (75%)

Housework (69%)

Managing fi nances (64%)

Preparing meals (59%)

Helping with medication (41%)

Managing services (30%) 

Activities of Daily Living

Get in and out of a chair or bed (36%)

Dressing (29%)

Bathing or showering (26%)

Toileting (23%)

Eating (18%)

Incontinence (16%)

Source: National Alliance for Caregiving and American 
Association of Retired Persons. Caregiving in the US; 
Executive summary. Washington, DC: Author. Used with 
permission.



occurring during the visit, how care is provided, 

and who will communicate with the physician 

(p. 298).

Information Technology and 
Telehealth

One of the fastest growing areas of home health 

care is telehealth. Assistive devices in the home 

have the potential to improve home safety, 

enhance independence, and reduce the risk for 

injury of individuals with chronic illness (Young, 

2003). However, Medicare does not presently 

reimburse for telehealth home care. In addition, 

some individuals, both clients and care provid-

ers, are ambivalent about the use of monitoring 

technology in the home because of the potential 

invasion of privacy (Percival & Hanson, 2006). 

At the same time that home technology is 

exploding, home care is an industry that has 

embraced the use of technology such as cellular 

phones, laptop computers, the Internet, and tele-

health (ANA, 2008). Appropriate use of infor-

mation technology and telehealth can lead to 

enhanced quality of care, improved client and 

clinician safety, and increased productivity 

(American Telemedicine Association [ATA], 

2011). Meanwhile, the ethical issues of privacy 

and data protection are significant (Percival & 

Hanson, 2006).

The ATA has defined telemedicine as “the 

use of medical information exchanged from one 

site to another via electronic communications to 

improve clients’ health status” (ATA, 2011). 

Telemedicine may include distance monitoring 

of an individual’s health status, routine consulta-

tions with healthcare providers, referrals to spe-

cialists for complex problems, and consumer 

health information sites on the Internet. 

However, at present, a telehealth visit may not be 

substituted for an in-person visit, and if 

formal and informal caregivers. The findings 

identified gaps in the information and training 

received by informal caregivers (Feldman, 2004, 

p. 34) (see Chapter 10).

Assessing the ability of unpaid caregivers to 

support the individual with chronic illness is crit-

ical to developing an effective plan of care. 

Tanner (2004) developed a scale to be used with 

individuals with chronic health problems to 

determine the availability of family support. The 

Tanner Family Support Scale (TFSS) is a 13-item 

scale in which the individual agrees or disagrees 

with such statements as, “My family members do 

as much as they can to help me with my health 

problems when I need help” (Tanner, 2004, p. 

314).

Often the home healthcare nurse and the 

recipient of care rely heavily on the informal 

caregiver. Collaboration and decision making 

often involve a triad rather than the usual 

nurse–client dyad (Dalton, 2003). However, the 

nurse must carefully negotiate the relationship 

to make sure that the recipient of care is not 

silenced (Dalton, 2003). Dalton (2005) identi-

fied three types of decisions commonly made 

about nursing care: program decisions (goals 

and content of care), operational control deci-

sions (how the plan is implemented), and 

agenda decisions (timing and frequency of 

nursing visits and care delivery). Coalitions 

formed between two of the three parts of the 

triad can affect all care decisions. Homecare 

nurses should collaborate with both the client 

receiving care and informal caregivers to opti-

mize the benefit of the available professional 

care. Leff (2004) found that clients demon-

strated higher satisfaction with care when they 

were included in decision making regarding 

goals, the plan, who (which disciplines and per-

sonnel) will provide care, how often and what 

time of day visits would occur, the activities 
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Kvedar, 2006). Unexpected findings included a 

need for ongoing education and support for the 

clients using the telehealth equipment through-

out the treatment period. In addition, several 

potential research participants declined or with-

drew from the study because they were anxious 

about using the equipment (Myers et al., 2006).

Telehealth is here to stay. In a Cochrane 

review of controlled clinical trials evaluating 

the efficacy of telehealth, Murray, Burns, See 

Tai, Lai, and Nazareth (2005) found that inter-

active health communication applications 

(IHCAs) had a positive effect on several aspects 

of functioning. The review included 3,739 cli-

ents involved in 24 randomized controlled clin-

ical trials. Across studies, people with chronic 

illnesses using IHCAs had a better understand-

ing of their health problems, and IHCAs had a 

positive effect on social support and behavioral 

and clinical outcomes. In addition, IHCAs were 

positively related to improved self-eff icacy 

(Murray et al., p. 1).

Clinical Care Classification (CCC) 
System

The CCC was developed in 1991 by Saba and 

colleagues as a way of predicting resource needs 

and measuring the outcomes of home care 

(Saba, 1998). Since then, the system has gained 

credibility through independent research and use 

in clinical and educational settings (Table 20-4). 

The most recent update was in 2004 (Saba, 

2004).

The classification system consists of two 

standardized, interrelated terminologies: one for 

nursing diagnosis and another for nursing inter-

ventions. The two terminologies are classified by 

21 care components and organized into four health 

patterns: behavioral, functional, physiologic, and 

psychological, representing a comprehensive 

telemedicine is to be used for a homecare client, 

the plan of care and the physician’s order must 

specify the expected level of live visits and the 

expected level of telehome care (Pushkin, 2001).

Guidelines for telehealth programs have 

been developed, including generic guidelines for 

all home telehealth applications, interactive 

home telehealth guidelines, and telemonitoring 

(Britton, 2003). The generic guidelines should 

be included in all telehealth programs and 

include determining client-inclusion criteria, 

explaining the program and obtaining client con-

sent, protection of individual’s health informa-

tion, home assessment for appropriateness of the 

plan, client/caregiver education, and a plan for 

performance improvement that includes the cli-

ent (Britton, 2003). In addition, programs using 

interactive home telehealth should establish pro-

cedures to protect the client’s privacy when he or 

she does not wish to be observed, and the plan of 

care must be guided by physician order and 

clearly outline the plan for live and virtual visits. 

Finally, for programs that use telemonitoring, 

formal care providers must be adequately 

trained, and the protocol for monitoring and for 

action when the client symptoms deviate from 

the normal parameters for that patient must be 

clearly established (Britton, 2003).

As the available technology expands, the 

efficacy of telemedicine and telehealth is being 

tested. In a study evaluating the effectiveness of 

a telemedicine intervention for clients with CHF 

who had recently been discharged from the hos-

pital as opposed to a group of similar clients 

receiving the usual homecare services, research-

ers found that while the telemedicine interven-

tion reduced the number of nursing visits, home 

health costs, and improved the client’s self-per-

ceived quality of life, it did not affect the num-

ber of re-admissions or visits to the emergency 

department (Myers, Grant, Lugn, Holbert, & 



incorporated into an existing home healthcare 

record, and linked to reimbursement software 

(Saba, 1998, p. 12; more information on the CCC 

can be obtained at www.sabacare.com).

The home health industry is challenged to 

skillfully manage the risk, cost, resources, and 

outcomes of client care. All agency staff require 

a thorough education to be familiar with the 

rules and regulations for agency operations and 

how each staff member’s skills and talents will 

be used to achieve agency goals. Clinicians 

need continuing education focused on maximiz-

ing the value of provided care. Accurate, thor-

ough client assessments and rapid submission 

of these data are critical for the agency to obtain 

timely reimbursement.

OUTCOMES  

The desired outcomes for home health care in 

the management of the client with chronic ill-

ness seem initially to be quite apparent. The pos-

itive effects of the health care delivered in the 

home to the client, as well as the positive effects 

of the caregiver support mechanisms that keep 

the client at home and do not necessitate institu-

tionalization, are clearly important outcomes. 

However, the urgency of establishing outcome 

criteria that are stable and dependable in order to 

measure outcome attainment is essential to 

knowing if positive effects are occurring to the 

advantage of the client and caregiver or simply 

because there is no alternative to providing care.

Maurer and Smith (2005) have established 

nine possible outcome measures for evaluating the 

outcome attainment judged by changes in the pop-

ulation, the healthcare system within the commu-

nity, or the environment. The identified outcome 

measures include 1) knowledge; 2) behaviors, 

skills; 3) attitudes; 4) emotional well-being; 5) 

health status (epidemiology); 6) presence of 

approach to client care (Saba, 1998). The system 

was designed, in part, to facilitate computerized 

client recordkeeping and relating nursing diagno-

sis and interventions to client outcomes. It can be 

Table 20-4 CCC System: 21 Care 
Components by Four Clinical Pattern

Health Behavioral Components

Medication

Safety

Health behavior

Functional Components

Activity

Fluid volume

Nutritional

Self-care

Sensory

Physiologic Components

Cardiac

Respiratory

Metabolic

Physical regulation

Skin integrity

Tissue perfusion

Bowel elimination

Urinary elimination

Life cycle

Psychological Components

Cognitive

Coping

Role relationship

Self-concept

Source: Saba, V. K. Clinical Care Classifi cation (CCC) 
System. Retrieved from www.sabacare.com/. Used with 
permission.
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centuries. These four measures are unpredictably 

influenced by the ups and downs of financial 

support, government regulations, management 

control in home health itself, and in the institu-

tional care that passes clients on to in-home care. 
Home health nurses can promote clients’ 

self-management of their chronic diseases. The 

nurse can be effective in helping clients and their 

informal caregivers to maximize the support 

available to them. Using strategies such as coach-

ing and telemedicine can help clients improve 

their self-care abilities. Resources such as proto-

cols, care maps, and clinical pathways will 

become more useful, along with the incentive to 

explore advanced technologies such as point-of-

service computers and telemedicine devices.

healthcare system services and components; 

7) satisfaction or acceptance regarding the pro-

gram interventions; 8) presence of policy allowing, 

mandating, and funding; and 9) altered relation-

ship with the physical environment (p. 403).

Evaluating the outcomes of care rendered by 

any of the disciplines participating in home 

health care for the first five measures is inclusive 

in the care itself. The professionals and parapro-

fessionals who work within the home-care team 

function within and by delivering care using 

these first five principles, thereby making their 

use as measurement variables relatively easy and 

functional. The last four outcome measures, how-

ever, have been a continuous struggle for home 

health care throughout the 20th and now the 21st 

CASE STUDY

Ms. Lavoie is a 77-year-old woman with a diagnosis of CHF. She lives alone on the first floor of 

a two-family home in an urban neighborhood. She has lived in the same house for 57 years. Over 

that time, the neighborhood has declined around her. Now there are many boarded-up houses on 

her street. Ms. Lavoie was admitted to the hospital after an exacerbation of her cardiac symp-

toms. While in the hospital, the physician evaluated and adjusted her cardiac medications. It was 

determined that one of the contributing factors to the exacerbation of symptoms was Ms. 

Lavoie’s diet. When interviewed at admission, it was clear that Ms. Lavoie had a poor under-

standing of her diet prescription. 

After 5 days in the hospital, Ms. Lavoie was discharged from the hospital with orders for 

home care. Nurse Jones visited Ms. Lavoie for her intake interview within the regulated 48 

hours after discharge from the hospital. At the first visit, Nurse Jones completed the admission 

assessment including self-management; risk and protective factors including condition fac-

tors, individual factors, psychosocial characteristics, family factors, and information about the 

neighborhood (environment). She collected the OASIS data, and began teaching Ms. Lavoie 

about her new medications. Nurse Jones created a chart written in large print with the name of 

each medication, the purpose of each, and when Ms. Lavoie should take the medication. Nurse 

Jones developed a 60-day plan of care for Ms. Lavoie that included the number of visits, 

medications, diet education, treatments, and client-focused goals. The plan included skilled 

nursing services for teaching Ms. Lavoie about her medications, diet, and management of 

CHF and monitoring disease process; physical therapy to increase her daily activity, balance, 

and safety in the home; a nurse’s aide three times weekly for help with activities of daily 



living; and a homemaker for assistance with instrumental activities of daily living. The nurse 

included telehealth services for close daily monitoring of Ms. Lavoie’s CHF. The plan of care 

was subsequently signed by the physician.

Over the course of the first week of services, the nurse visited twice more to coach 

Ms. Lavoie on using the telehealth equipment for daily weight and blood pressure monitoring, 

self-medication management, and diet. The nurse and physical therapist coordinated their visits 

so that they visited together on day 3 after discharge and thereafter visited on alternate days to 

maximize the presence of health professionals in the home. In collaboration with Ms. Lavoie, 

Nurse Jones organized the care schedule so that during the first 2 weeks after discharge from 

the hospital, someone on the healthcare team (registered nurse, physical therapist, certified 

nursing assistant, homemaker) visited Ms. Lavoie each day. By the end of the first 2 weeks, Ms. 

Lavoie was stronger, was using the telehealth equipment to send her blood pressure information 

and weight to the homecare office daily and was making better diet choices. Nurse Jones deter-

mined that she could decrease her visits to weekly as did the physical therapist. Nurse Jones 

continued to monitor Ms. Lavoie using the telehealth system. 

At the beginning of week 4, using the telehealth data, Nurse Jones noted a sharp increase 

in Ms. Lavoie’s weight and blood pressure. Nurse Jones telephoned Ms. Lavoie and made an 

appointment for a visit. During the visit, Ms. Lavoie and Nurse Jones reviewed Ms. Lavoie’s 

activities for the last 3 days. Ms. Lavoie reported that she had been feeling so much better that 

she had cooked one of her favorite meals, which may have been too salty. Nurse Jones 

reviewed the recipe with Ms. Lavoie and coached her on how to adjust the recipe so that there 

was less sodium, and how to divide the recipe into single servings and freeze them so that Ms. 

Lavoie did not eat the entire casserole for 8 every day until it was gone. In addition, Nurse 

Jones had Ms. Lavoie create a log where she could write down her weight and blood pressure 

every day so she could use the information to self-manage her health.

Over the next week, Ms. Lavoie’s blood pressure and weight decreased, returning to baseline. 

The physical therapist determined that Ms. Lavoie had met her mobility goals. The plan was modi-

fied to discharge physical therapy and add walking to the certified nurse assistant activities. At 

week 6, the nurse helped Ms. Lavoie to transition from monitoring her blood pressure and weight 

on the telehealth equipment to using her own equipment, continuing to write down the results daily 

and looking for trends. Also during her visit at week 6, Nurse Jones discussed community resources 

that Ms. Lavoie might use to reduce her isolation and increase her activity outside the home.

Ms. Lavoie was discharged from homecare services 7 weeks after discharge from the 

hospital. She was competently self-managing her CHF. Ms. Lavoie was consistently taking her 

medication according to the prescription, she could manage her diet to control her sodium and 

fluid intake, and she had increased her daily activity to include a trip (using public transporta-

tion  for individuals with disabilities that would pick her up at her house) to the mall to take a 

CASE STUDY (Continued)

(continues)
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short walk. Nurse Jones had developed a relationship with Ms. Lavoie in which they worked 

together to improve. Nurse Jones used coaching as a primary teaching strategy.

Discussion QuestionsDiscussion Questions

1. Describe the theoretical framework that Nurse Jones used to provide care to Ms. Lavoie.

2. What effect did telehealth have on Ms. Lavoie’s outcomes?

3. Discuss the ‘team’ concept used in Ms. Lavoie’s care.

4. Describe the different patient education teaching strategies used in providing care to 

Ms. Lavoie.

CASE STUDY (Continued)

Evidence-Based Practice BoxEvidence-Based Practice Box

Bowles and Baugh (2007) cond ucted a syn-

thesis of research published between 1995 

and 2005 focused on using telehealth tech-

nology in the home. They identified 40 

studies that used peripheral medical devices 

to deliver home care for adult clients with 

chronic illness. The word “telehomecare” 

was used to identify a subset of telemedi-

cine technology that used a telecommuni-

cation device with medical peripherals to 

provide home visits between a client and 

nurse (p. 5). Mechanisms may include 

voice, video, or clinical data conveyed over 

telephone lines. Many types of devices are 

included in these categories such as com-

puters, cameras, and medical devices 

including blood pressure cuffs and blood 

glucose monitors. Research reported in this 

review used telehomecare to enhance 

homecare services for clients with many 

diagnoses including diabetes, heart failure, 

hypertension, spinal cord injury, and 

chronic wounds, among others. Four 

themes were identified in the 19 articles in 

the review: 1) effects on adult clients, 

 2) chronic illness outcomes, 3) providers, 

and 4) costs.

In seven studies in the sample, adult 

clients were receptive to using telehome-

care devices, and diabetic clients found the 

devices to be empowering. Although the 

clients reported satisfaction with the 

devices and found them easy to use, they 

reported a better understanding of their 

disease process when they met with a 

nurse in person. Other positive benefits of 

using the telehomecare equipment 

included client’s increased sense of secu-

rity as well as improved confidence; they 

felt the equipment was helpful in manag-

ing their chronic disease. 

Telehomecare devices have been used 

effectively with clients with chronic dis-

ease. Positive outcomes include better 

management of diabetes; decreased rehos-

pitalization rates for individuals with heart 

failure, diabetes, and spinal cord injury; 

and the ability to assess wounds from a dis-

tance. The findings of several studies indi-

cated client’s improved self-management, 

overall improved health, and a higher like-

l ihood of  being discharged from 



Home Care Satisfaction Measures

In health care, objective measures of client satis-

faction with care are often used as an indicator of 

positive outcomes. However, in home care, it has 

been more difficult to measure client satisfaction 

with care (Geron et al., 2000). Although some 

scales of client satisfaction have been adapted 

from acute care, few measures have been devel-

oped specifically for home care. The Home Care 

Satisfaction Measure (HCSM) is a 60-item instru-

ment measuring overall satisfaction with home 

care and satisfaction with five common services 

(Geron et al., 2000). The HCSM is designed to 

measure satisfaction with homemaker and home 

health aide services, case management, home-

delivered meal service, and grocery service. The 

instrument is designed so that each service can be 

measured separately or the scores summed for an 

overall measure of satisfaction. The HCSM can be 

completed in person or by telephone. It is to be 

noted that the HCSM evaluates client satisfaction 

with aspects of home care that are not usually cov-

ered by Medicare and private insurance.

With the establishment of capitation pay-

ment and agencies learning how best to serve the 

client within this system, along with increased 

Medicare support to both the individual client 

and to the caregiver, the desired outcomes of 

home health care should become more realistic. 

These outcomes should be more attainable as 

well. Outcomes evaluation and analysis can dem-

onstrate that the home healthcare process results 

in appropriate, adequate, and effective client care.

Positive client outcomes require that home-

care agencies become aware of the roles that cli-

ents, family, and caregivers play before the client 

is admitted for service. Homecare providers, cli-

ents, families, and caregivers must enter into 

partnerships to provide the care needed for the 

client. Informal care providers need to know the 

significance of their roles in the plan of care, and 

the hospital to home when telehomecare 

technology was being used. While the stud-

ies reviewed by Bowles and Baugh varied 

widely, there is evidence that telehomecare 

technology is effective for improving out-

comes in older clients with heart failure 

and diabetes.

Three studies in the sample evaluated 

nurses’ attitudes toward telehomecare tech-

nology. The nurses reported that the technol-

ogy added dimensions to their relationships 

with clients, was effective and efficient for 

monitoring vital signs, increased productiv-

ity, and improved care. The nurses also 

reported that the complexity of the technol-

ogy was sometimes a barrier.

The effect of telehomecare on cost 

of services was evaluated as an outcome 

measure in four studies. All investigators 

found that telehomecare has the potential 

to be cost effective. Initially the cost of 

care increased related to the cost of the 

equipment, but the cost of care decreased 

related to decreased hospital charges and 

travel costs to the provider. 

The findings of the research reported 

in this synthesis are promising with 

respect to the efficacy of telehomecare. It 

is to be noted that most of the research 

reviewed had design issues such as small, 

nonrandomized samples; also, variations 

in the equipment used make assumptions 

across studies difficult. Nonetheless, it 

appears that telehomecare can improve the 

effectiveness of homecare services for cli-

ents with chronic health problems.

Source: Bowles, K. K., & Baugh, A. C. 

(2007). Applying research evidence to 

optimize Telehomecare. Journal of Car-

diovascular Nursing, 22(1), 5–15. 
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nurses must enlist these informal caregivers to 

continue to provide care. In turn, the client’s fam-

ily must understand what can be expected from 

agency services.

Several forces are coming to bear on the 

need for homecare services. As the population 

ages and individuals survive longer, chronic ill-

ness is increasing, and there is a social move-

ment to decrease institutionalization in nursing 

homes in favor of keeping clients in their own 

communities. The homecare industry is in an 

excellent position to create partnerships with cli-

ents and families to help clients stay in their own 

environments and manage their chronic illness.

What is the goal of home care according 

to the ANA?

Describe how homecare nurses differ in 

practice from public health nurses.

Discuss the definition of homebound and 

how being homebound might affect an 

individual’s ability to go to church reg-

ularly and how it might affect the provi-

sion of health care.

Describe the Self- and Family Management 

of Chronic Illness model. How might 

you apply the model to an individual 

with type I diabetes?

Discuss how the homecare nurse might 

use the CCM to provide care to a client 

with chronic illness.

How does including telehealth in the list of 

interventions affect the delivery of 

home care?

Discuss strategies the homecare nurse 

might use to help a client and his or her 

family manage the disease process.

STUDY QUESTIONS

What skills does a nurse need to be an 

effective homecare nurse?

How can the interdisciplinary team maintain 

effective communication in the home?

Discuss how nurses might use homecare 

outcome measures to improve the health-

care delivery system.

Study Questions (Cont.)

Centers for Medicare and Medicaid Services: 

www.cms.hhs.gov/OASIS/

Home Healthcare Nurses Association: www.hhna.

org

National Association for Home Care and Hospice: 

www.nahc.org
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Nurses are in an excellent position to 

design and implement innovative, cost-effective, 

and visionary care modalities to provide high-

quality LTC services for patients while preserv-

ing their dignity and personhood. Because of 

the holistic perspective that nurses have of the 

patient, family, and community, they are in an 

excellent position to act as change agents in the 

process of healthcare reform.  

In 2005, approximately 9 million people 

used LTC services in the United States 

(Chandra, Smith, & Paul, 2006), and 3.7 million 

Medicare enrollees used paid or unpaid personal 

caregivers in 1999 (most current data available; 

Administration on Aging, 2011). The cost of 

providing health care to persons older than age 

65 is three to five times greater than for younger 

persons. The changing demographics of the 

baby boomer generation entering the older age 

group will have a signif icant impact on the 

whole of society (Lomastro, 2006). “One of the 

CDC’s [Centers for Disease Control and 

Prevention] highest priorities as the nation’s 

health protection agency is to increase the num-

ber of older adults who live longer, high-quality, 

productive, and independent lives” (CDC & the 

Merck Foundation, 2007, p. i). In 2009, there 

were 39.6 million people over age 65 in 

America. By 2030, there will be approximately 

INTRODUCTION  

Long-term care (LTC) is an umbrella term that 

refers to a range of services that address the 

health, personal care, psycho-emotional, and 

social needs of persons with some degree of dif-

ficulty in caring for themselves. Although fam-

ily members may assist those persons with 

age-related functional decline or those with dis-

abilities, LTC is often needed as time progresses 

to bridge the gap in care. The ideal LTC services 

promote independence of the person for as long 

as possible and allow him or her to remain at 

home as appropriate. LTC may be required 

because of disability associated with birth 

defects, injury, or the aging process. The concept 

of LTC may best be visualized on a continuum. 

Between the two ends of the spectrum—inde 

pendence with minimal assistance at home ver-

sus skilled care in the nursing home—are many 

alternatives and options.

Care needs may be minimal or extensive 

(Figure 21-1). LTC services are offered in a vari-

ety of settings, as discussed in greater detail in 

this chapter. There is a growing trend in commu-

nity-based services. Often, persons visualize a 

nursing home setting when they think of LTC, 

but this setting is used by only a small portion of 

the population at any given time. 

Long-Term Care
Susan J. Barnes and Kristen L. Mauk 
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on Aging, 2007) included (in order of fre-

quency): arthritis, hypertension, heart condi-

tions, diabetes, psychological/emotional 

problems, cancer, chronic lung disease, and 

stroke. These chronic conditions represent many 

of the frequent complaints of older adults as 

they experience the aging process. The National 

72.1 million older adults, more than twice the 

number in 2000 (Administration on Aging, 

2011). 

For many persons, increased age is accom-

panied by one or more chronic illnesses. 

Reported health conditions among those in the 

Health and Retirement Study (National Institute 

FIGURE 21-1 Long-Term Care Continuum in Terms of Intensity.
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A review of LTC in the United States 

reveals several significant events that have led to 

our current system of providing care. Prior to 

the 20th century, older adults in the United 

States were usually cared for within extended 

family units (DeSpelder & Strickland, 2011). 

Those without family to care for them might 

have gone to a facility supported by a religious 

organization or by charitable citizens, such as a 

poorhouse or almshouse. Changes in medical 

care altered hospital stays and allowed LTC to 

evolve, with group rest homes and private chari-

table homes providing care for chronically ill, 

dependent persons. Because life expectancies 

continued to increase, the demand for LTC 

increased. Political response came in the form of 

the Social Security Act in 1932, which provided 

services for the elderly and chronically ill. In 

1951, the f irst White House Conference on 

Aging was held. The first conference (now held 

every 10 years, with the next slated for 2015) 

focused on issues that affected the quality of life 

of the aged person.

Title XVIII of the Social Security Act, 

which was passed in 1965 and was a part of the 

Great Society of President Lyndon B. Johnson, 

provided medical insurance for the elderly 

(Medicare) and further involved the federal gov-

ernment in health care (Centers for Medicare & 

Medicaid Services [CMS], 2011a). At the same 

time, in 1965, public policy was altered by the 

enactment of the Older Americans Act, which 

established aging networks throughout the 

states and funded community-based health ser-

vices. Medicare opened the door for the govern-

ment to dictate regulations and set the standard 

for care in formal caregiving settings. Evolution 

of the system included a restructuring of the 

Health Care Financing Authority into the CMS 

with the emphasis on improving the overall 

Interview Health Survey (National Center for 

Health Statistics, 2007) found that nearly one 

third of adults older than 75 had fair or poor 

health. As the incidence of chronic disease 

grows, deficits in a person’s ability to perform 

self-care often follow, which can eventually lead 

to the need for LTC services. According to a 

document from the AARP (Houser, Fox-Grage, 

& Gibson, 2009), indicators of the need for LTC 

services include advanced age, living alone, 

poverty, less education, not owning a home, and 

not having a vehicle for transportation. The 

issue of LTC is sufficiently significant that the 

2005 White House Conference on Aging 

focused on the “booming” dynamics of aging, 

tackling diff icult issues relating to the baby 

boomer generation entering the older age group. 

The topics of the conference included promot-

ing dignity, healthy independence, and financial 

security of older adults (Administration on 

Aging, 2008).

Historical Perspectives

Caring for a client with complex health needs 

over a long period continues to be a challenge 

for the healthcare system. Throughout history, 

consideration given to the quality of care for 

older adults or other vulnerable populations is 

seen as a reflection of societal values (Koop & 

Schaeffer, 1976). In societies with more fluid 

resources, vulnerable populations such as the 

frail elderly or individuals with chronic illness 

are better cared for because of the availability of 

assistance with health care (Kalisch & Kalisch, 

2004). History has demonstrated that in societ-

ies under the strain caused by famine, war, or 

social upheaval, the vulnerable may not be able 

to survive because of malnutrition, lack of 

health care, and the lack of ability of the family 

unit to provide support.
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healthcare funding system aimed at providing 

care to all Americans.  This act is likely to 

undergo major revision before being funded and 

taking effect, but it will serve as a catalyst for 

change. (Updates may be found at the White 

House website:  http://www.whitehouse.gov/

healthreform.)

As Western culture has evolved, the family 

structure has been modified by the increasing 

number of women who work outside the home 

and are unavailable to care for aging parents 

(Gaugler & Teaster, 2006; Wagner, 2006). 

Current cultural values have made it less com-

mon for extended families to live together. 

However, Latino and Asian cultures often include 

extended families, with several generations living 

in the same household or nearby, which makes it 

possible for family members to look after the 

interests of vulnerable elder members and limits 

the need for formal LTC services (Leininger, 

2002). In many cultures, the concept of the “dou-

ble caregiver” adds enormous stress to women 

who work and provide care for a family and ail-

ing parents (Remennick, 2001). However, current 

U.S. values emphasize single-family dwellings, 

dual-income families, and transient lifestyles, 

which have led to families no longer residing in 

the same area, often geographically separated by 

great distance. This culturally driven environ-

ment has created a high demand for services 

from an already inefficient LTC care system.

The Continuum of Care

Community-Based Long-Term Care

The premise of community-based LTC is to pro-

vide seamless, comprehensive programs to 

facilitate aging in place (Willging, 2006). 

However, much work needs to be done to opera-

tionalize the seamless aspect of transitions. 

There is a variety of services available within 

process of coordinating care of complex illness 

in the context of managed care (Administration 

on Aging, 2008).

Part of the Social Security Amendments of 

1965 was Title XIX, Medicaid, to provide medi-

cal and health-related services for individuals 

and families with low incomes. Medicaid, a 

cooperative work between each state and the fed-

eral government, is the largest source of funds 

for services to the poor. Each state establishes its 

own eligibility standards, sets the rate of pay-

ment for services, and administers its own pro-

gram (CMS, 2011a). Further changes in LTC 

were accomplished by Title XX of the Social 

Security Act Amendments, which made in-home 

services for medically indigent more widely 

available. In 1972 legislation was established that 

paid for intermediate care. The Omnibus 

Reconciliation Act, passed in 1987, included the 

Nursing Home Reform Act, which established 

high quality of care as a goal, along with the 

preservation of residents’ rights in LTC facilities. 

Among the changes included was the require-

ment that comprehensive assessments of all nurs-

ing home residents were to be done to determine 

the functional, cognitive, and affective levels of 

the residents and to be used in planning care. In 

addition, more specific requirements for nursing, 

medical, and psychosocial services were 

designed to attain and maintain the highest pos-

sible mental and physical functional statuses by 

focusing on patient outcomes (Harrington, 

Carrillo, Blank, & O’Brian, 2010). Resident 

rights were also clearly defined. Organizations 

such as the National Association for Home Care 

and Hospice and others (Kempthorne, 2004) 

have seen the need for continued work on health 

policy in this area and have made LTC a high pri-

ority on the legislative agenda.

The Affordable Health Care Act passed in 

2010 promotes a major overhaul of the existing 



legal services, adult protective services, area 

councils on aging, ombudsman programs, 

senior centers, and elder-advocacy groups. 

Older adults with chronic illnesses that are reha-

bilitative may receive assistance with recovery 

through Medicare, which pays for inpatient and 

limited outpatient therapies ordered by a physi-

cian. Respite care for family members who care 

for loved ones with chronic illness and disabil-

ity is also a community-based service.

The Program of All-Inclusive Care for the 

Elderly (PACE) is another community-based 

alternative that promotes aging in place (Boult & 

Wieland, 2010). This program is an evidence-

based model of care whose services are often 

covered by Medicare and Medicaid. The National 

PACE Association (2011) states that the average 

user is 80 years old, and preliminary studies sug-

gest that involvement in a PACE program may 

slow functional decline for older adults. The 

PACE model combines dollars from different 

funding streams to deliver a comprehensive set 

of services focused on the health and well-being 

of the individual (National PACE Association, 

2011). The number of states with participating 

organizations has increased to 30 in the last few 

years (the list of states with programs is found on 

the PACE website at:  http://www.npaonline.org). 

Continuing evaluation of this program in terms 

of cost benefit to the funding agencies may make 

it available on a wider scale.

Residential Long-Term Care Settings

Residential LTC facilities are formal, organized 

agencies that provide care for persons unable to 

live alone because of physical or other prob-

lems, but who do not require hospitalization. 

Persons living in residential care are not called 

patients, but residents, because the LTC setting 

is their home. The three most common types of 

residential LTC facilities are group homes, 

the LTC continuum. Current trends advocate 

using a case management approach to coordi-

nate services and to ensure that individuals 

receive services in an efficient, timely fashion. 

Case management promotes aging in place with 

chronic illness, trying to keep a person in the 

home setting for a long as possible. The LTC 

system may be confusing to clients and families, 

but case managers can help to arrange and coor-

dinate services such as Meals on Wheels, medi-

cal care, home health aides, and companion 

services. For older adults, the role of the geriat-

ric care manager is an emerging one. Pro-

fessional geriatric care managers (PGCMs) help 

families care for their older relatives while pro-

moting independence. The National Association 

of Professional Geriatric Care Managers (2011) 

lists services that families might expect with a 

PGCM as follows:

• Conduct care-planning assessments to 

identify problems and to provide solutions.

• Screen, arrange, and monitor in-home help 

or other services, including assistance in 

hiring a qualified caregiver for home care.

• Provide short- or long-term assistance for 

caregivers living near or far away.

• Review financial, legal, or medical issues 

and offer referrals to geriatric specialists.

• Provide crisis intervention.

• Act as a liaison to families at a distance, 

overseeing care, and quickly alerting fami-

lies to problems.

• Assist with moving an older person to or 

from a retirement complex, assisted care 

home, or nursing home.

• Provide consumer education and advo-

cacy.

• Offer eldercare counseling and support. 

Related services for the frail elder or indi-

vidual with chronic illness could also include 
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are more than 900,000 individuals living in 

assisted living, and of those 64% require help 

with bathing, 39% need help with dressing, 26% 

need help with toileting, 19% need help with 

transferring, and 12% need help with eating. Of 

these residents, 81% need help with medication. 

Assisted living has taken over approximately 

15% of what was previously the nursing home 

population (Kinosian, Stallard, & Wieland, 2007).

Because Medicare, Medicaid, and the U.S. 

Department of Veterans Affairs (VA) do not pay 

for assisted living, the cost for this living 

arrangement and services are paid for out of 

pocket. Assisted living centers may be found as 

free-standing facilities, as part of retirement 

communities, or attached to nursing homes to 

allow for smoother transition of care for those 

expected to need skilled nursing in the future.

The National Center for Assisted Living 

(2011) has summarized the characteristics of the 

36,000 assisted living centers in the United 

States. The typical prof ile of a resident in 

assisted living is an 86-year-old woman who is 

ambulatory but needs help with at least two 

activities of daily living. Residents’ average age 

in 2006 was 85 years, and the average length of 

stay was 28.3 months. One third of these resi-

dents will die, 59% will move into another nurs-

ing facility, and the remainder will return home 

or to other living situations. From these statis-

tics, it is evident that although today’s older 

adults value their independence, the frailties that 

accompany old age make it necessary for more 

than 900,000 people in the United States to have 

some assistance with everyday activities.

Although assisted living facilities are 

accountable to a board of directors and may 

employ a registered nurse (RN) consultant, the 

care is generally provided by aides, with licensed 

practical nurses (LPNs) used regularly to super-

vise daily services. Assisted living facilities pro-

vide autonomy for older adults, allowing them 

assisted-living centers, and nursing homes. Many 

retirement communities combine independent 

living facilities and assisted living facilities, 

although these represent two different levels of 

care. Those living independently in a retirement 

community may do so because of declining 

health caused by chronic illness, safety factors, 

frailty, and the need for socialization. The deci-

sion to move from one’s own home to a commu-

nity living situation is difficult and often involves 

the advice of family members who are concerned 

about the older adult’s ability to live alone safely. 

LTC residents are a vulnerable population who 

tend to have more chronic illnesses and may 

require advocacy from health or social profes-

sionals.

Group homes. Group homes are also 

referred to as personal care homes, foster homes, 

domiciliary care homes, board and care homes, 

and congregate care homes. The philosophy 

embraces a home environment with a limited 

number of residents who share common charac-

teristics in needing assistance with such things 

as activities of daily living, shopping, cleaning, 

and medication management. Much like a 

boarding house, the owner of the home provides 

services such as meals, laundry and cleaning, 

medication management, and a safe environ-

ment. These homes are licensed by the state. 

This type of care is most appropriate for those 

with uncomplicated medical problems. Payment 

for group homes can be private, although in 

some states, it may be covered by Welfare.  The 

Robert Wood Johnson Foundation has sponsored 

research in creating innovative and livable 

homes under the Green House Project (more 

information may be found in the research litera-

ture and at:  www.thegreenhouseproject.org).

Assisted-living centers. Persons in assisted 

living are those who require some type of help 

with activities of daily living. According to the 

National Center for Assisted Living (2011), there 



apartments or suites and also provides meals 

through community dining as well as transporta-

tion and social activities.

to live in a safe, home-like environment adapted 

for those with physical challenges. Assisted liv-

ing provides personal space in the form of 

CASE STUDY

Mrs. Saltano is an 89-year-old widow who lived alone for 2 years after her husband of 51 years 

died of colorectal cancer. For most of their lives, Mr. and Mrs. Saltano lived in the same neigh-

borhood and in the same house where they raised their five children. Mrs. Saltano planned to 

stay in the family home after her husband’s death, but she experienced bouts of loneliness and 

social isolation, despite being an active member of her local church before and after his death. 

She began to experience the effects of chronic illnesses, including having a bilateral knee 

replacement because of pain and decreased mobility from arthritis, and taking more medica-

tions to control her high blood pressure and lower her cholesterol. With advancing age, Mrs. 

Saltano also developed diabetes and some mild memory loss that her children found concern-

ing. After one visit with the family at Christmas, Mrs. Saltano’s eldest daughter suggested that 

her mother explore the possibility of going to a retirement community designed for older adults. 

Mrs. Saltano was absolutely opposed to leaving the home she had shared with her hus-

band and where they had raised their family. She did not want to be in an “institution,” as she 

called it, but she admitted to having begun to have difficulty driving as a result of failing 

vision, and said she did not feel safe living alone. Mrs. Saltano did consent to visit a nearby 

retirement community with two of her adult children and found that some old friends of hers 

who were also widowed were living there. Her friends seemed happy and active. The apart-

ment she would have gave her privacy (and had its own kitchenette, refrigerator, and large 

bathroom) but also allowed the staff to check on her. Meals were served in a nice dining room 

with linen tablecloths and a formal menu, and a library, big screen TV, pool table, and exercise 

room were available. A beauty shop was on the premises, and transportation to doctors' offices 

and shopping was available for a nominal charge. Mrs. Saltano slowly warmed to the idea of 

moving to the continuous care retirement community, and so the arrangements were made. 

The quality of Mrs. Saltano’s life improved significantly through socialization and activities in 

this new environment. Her adjustment to a change in living situation was facilitated by the 

attitudes of her children, the staff, and other residents.

Discussion QuestionsDiscussion Questions

1. What factors prompted Mrs. Saltano’s children to encourage her to consider another living 

arrangement?

2. From the information in this chapter, was moving to a continuous care retirement com-

munity a prudent choice for Mrs. Saltano? Why or why not?

3. What problems and issues with adaptation to her new home is Mrs. Saltano likely to face?

4. What interventions might be helpful to assist with her adjustment?
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that its interest in this issue will influence the 

creation of higher standards, and quality of care 

may improve in LTC facilities.

Approximately 5% of the elderly population 

reside in nursing homes in the United States, and 

28% pay for their own care. Care in nursing 

homes may be funded by the individual (self-

pay), insurance, Medicare (with limits), or 

Medicaid. To be eligible for Medicaid payment 

for residential care, the client must have limited 

assets with which to pay for the services required. 

Often an LTC resident will enter a nursing home, 

paying for services until his or her estate is spent 

down, and then Medicaid pays for care until the 

client’s death (AARP, 2010). 

Much of the care provided in the traditional 

nursing home setting is considered custodial care. 

Rehabilitative services are provided for those 

who have the capacity to regain function. Because 

the institutionalized individual may require a 

great deal of help with the physical aspects of 

care, such as bathing, dressing, eating, and space 

maintenance, the cognitive needs (emotional, 

psychological, and spiritual) may be considered 

less important. Activity programs are sometimes 

geared only toward one segment of the facility 

population. Care in LTC settings should include 

not only appropriate physical care, but also 

appropriate social and cognitive stimulation.

Long-Term Care Recipients—A 
Vulnerable Population

Vulnerable individuals are those who are at 

increased risk for loss of autonomy, loss of self-

will, injustice, loss of privacy, and increased risk 

for abuse. A vulnerable adult is defined as an 

individual who is either being mistreated or is in 

danger of mistreatment and who because of age 

Skilled nursing facilities or nursing homes. 

Nursing home is a term used to refer to a facility 

that has either skilled nursing services and/or 

intermediate care. Nursing homes are LTC facil-

ities for individuals with chronic illness, who are 

medically frail, or who are disabled. The level of 

care may be described as residential, long-term, 

non-emergent, or custodial care. A number of 

facilities may include an intermediate care or 

rehabilitation unit for individuals who need 

assistance in re-establishing self-care abilities.

The majority of such agencies are “for 

profit.” Exceptions are agencies generally asso-

ciated with churches or other nonprofit organi-

zations such as the VA. The Veterans Health 

Admini-stration (VHA) predicted that the num-

ber of veterans older than age 85 will double in 

the next decade and that the VHA–enrolled vet-

erans in this oldest old age group will increase 

sevenfold, resulting in a 22–25% increase in 

both nursing home and community-based ser-

vices. The VHA currently uses 90% of its LTC 

resources on nursing home care. For veterans, 

age and marital status were found to be signifi-

cant predictors of the use of LTC services 

(Kinosian et al., 2007).

Agencies that receive income from the 

CMS are required to meet minimum state and 

federal standards. Standards address items such 

as: nutritional and fluid intake; provision of 

social interaction and activities; and support ser-

vices such as physical therapy, rehabilitation 

therapy, housekeeping, and laundry services. 

There is a continued concern by those employed 

in LTC settings that facility structure and staff-

ing are often based on minimal standards that 

contain costs instead of considering first what is 

desirable or needed for the client. However, as 

the baby boomer generation ages, it is expected 



often subtle, the nurse must be persistent in report-

ing signs until action is taken. If abuse or neglect 

of the community-based client is profound, a 

move to residential care may be indicated.

PROBLEMS AND ISSUES 
IN LONG-TERM CARE  

There are a number of issues in LTC, ranging 

from overall system breakdown to individual 

treatment issues for clients in the system. The 

issues mentioned in this chapter are not an 

exhaustive list but can be considered an intro-

duction to current problems.

Provision of Care

Along the continuum of LTC, problems in the 

provision of care include organization of ser-

vices and access to care, gaps in public policy, 

funding, staffing, and standards of care. Specific 

issues vary within individual states or communi-

ties. It is imperative that the professional nurse 

involved in LTC is cognizant of the local and 

state issues that affect delivery and quality of 

LTC services. Being a political activist in order 

to further the issues of the recipients of LTC is 

also important.

Organization of Services

It was not surprising that the second most impor-

tant resolution that came from the White House 

Conference on Aging in 2005 was the need for a 

more comprehensive and well-coordinated LTC 

strategy (Lomastro, 2006). In community-based 

LTC, the array of services in a given community 

may not be organized according to any hierar-

chy. Each specialized service, such as home 

care, elder daycare, hospice, or nutrition 

and/or disability is unable to protect him/herself 

(Teaster, 2002). A vulnerable individual can be 

described as one who has been judged by some-

one to be a nonperson. Examples of vulnerable 

persons in LTC may include those with physical 

or mental or emotional problems, the elderly, 

those with dementia, and those who have been in 

prison. In a culture that values youth, energy, 

strength, and the ability to work, many devalue 

elders or those with chronic illness. Laws and 

practices differ between states in the areas of 

abuse, neglect, and protective services. Ulti-

mately, it is the care providers and administrators 

in LTC who are responsible for maintaining an 

environment that supports the unique personhood 

of the client and protects the vulnerable.

Many individuals requiring LTC have 

already lost some autonomy and self-will 

because of illnesses that affect the individual’s 

ability to make decisions or carry out intentional 

behavior. Vulnerability is of special concern in 

these individuals. Decisions must be made for 

them regarding many aspects of life, such as eat-

ing, bathing, medication administration, social-

ization, and exercising religious practices. Some 

persons may benef it from the services of a 

guardian, discussed later in this chapter.

Abuse in the home or in a residential facility 

is an extreme threat to the autonomy of the client. 

If the nurse providing care is the first to observe 

signs and symptoms of mistreatment, reporting 

these observations to Adult Protective Services 

(APS) (or other public agency, as designated in the 

particular state) is required by law. In the home, 

the home healthcare nurse may be in a position to 

discover abuse and act as the primary advocate to 

prevent further abuse. The nurse may work with 

various agencies to ensure that appropriate inter-

vention is made. Because elder mistreatment is 
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for most clients and families, access to the LTC 

system remains confusing and complex.

Gaps in Public Policy

In the United States, the primary responsibility 

for paying for LTC services is with the individu-

als who need those services.  Medicare pays for 

limited skilled nursing care, up to 100 days, as-

sociated with an acute illness requiring at least 

3 days of hospitalization (Houser et al., 2009; 

Medpac, 2010). Partially because of the funding 

sources and partially because of the method of 

development of services, there are gaps that 

exist in LTC services. Much policy work needs 

to be done related to transitions that individuals 

experience moving from one type of service to 

another because no overall umbrella of compre-

hensive care exists. The current healthcare 

reform effort is at least partially aimed at mak-

ing transitions more seamless. Pharmaceutical 

costs, extended home health care, and rehabili-

tative services are problematic for many in LTC. 

For those unable to self-pay, some go without 

services or medications.  

Funding

Gaps in service and public policy are both 

related to funding issues. In 2009, $144 billion 

was paid by state and federal agencies to free-

standing nursing home facilities  (Harrington et 

al., 2010). Medicaid alone spent $94.5 billion on 

LTC services in 2005 (Houser et al., 2009). As 

previously mentioned, a significant number of 

residents in nursing homes and other residential 

care facilities pay privately for their care until 

their estate is spent down, at which time state 

and federal funding may take over (Houser et 

al., 2009). Many persons may be eligible for 

both Medicare and Medicaid. Although these 

programs, was most likely begun in response to 

a specific need or business opportunity in the 

community. It is often necessary for a program 

of LTC to be pieced together from a number of 

different organizations to meet one client’s 

needs. This is especially true for community-

dwelling residents.

Partial help with this problem comes from 

the United Way, a nonprof it service-based 

agency. The United Way publishes a resource 

book in larger cities that describes community 

programs and services. (This publication can be 

obtained by calling the local United Way office 

or obtaining the list online at http://www.united-

way.org.) This resource book assists clients, fam-

ily, and care providers in identifying appropriate 

services, phone numbers, and eligibility require-

ments. Many times, individuals with chronic ill-

ness and their families are not aware that when 

they are involved with one system (such as a 

nursing home), they have access to other ser-

vices (such as hospice). Individuals with chronic 

illnesses often view access to the LTC system as 

complicated and overwhelming. Those with 

chronic illnesses and their families may have a 

limited amount of energy to invest in problem 

solving and identifying the best options. Often, 

access to the LTC system is controlled by gate-

keepers who have minimal training and experi-

ence with complex medical conditions. Rules 

may be seen as arbitrary, and appear to exclude 

the very individuals intended to benefit from 

programs.

With the utilization of more case manage-

ment for individuals with chronic illness, 

whether through the local or federal VA, state 

health and human services divisions, or private 

companies, some progress is being made in 

assisting community-dwelling individuals to 

more effectively access LTC services. However, 



individual. One view is that society has an obli-

gation to provide for those in need, particularly 

the elderly, because of the labor and service that 

they have provided (Tobin & Salisbury, 1999). 

Another view is that society is obligated to pro-

vide care for frail and chronically ill elders 

because of the sanctity of all human life, and not 

simply because of work undertaken during the 

adult life. Philosophical origins play an impor-

tant part not only in the establishment and con-

tinuation of programs, but also in setting 

standards for ongoing programs.

Alternative financing for LTC needs to be 

explored. Although both PACE (mentioned pre-

viously in this chapter) and social managed care 

plans offer alternatives to nursing homes and 

promote aging in place, it is evident that their 

scope and availability are significantly limited. 

In Arkansas, research revealed a need to expand 

health services because of unmet needs, sug-

gesting policy recommendations to improve 

access to community-based care (Stewart, Felix, 

Dockter, Perry, & Morgan, 2006). In addition, a 

few strategies to fund LTC costs have arisen 

from the financial sector: reverse mortgages and 

life settlement. Both concepts focus on helping 

individuals liquidate assets (for example, a 

home or life insurance policy) to provide cash to 

privately pay to enter or remain in a facility 

(Feaster, 2006). It is only since 2000 that using 

one’s life insurance as a financial tool to obtain 

relatively quick cash has been considered. 

However, individuals considering this option 

should consult with a financial adviser.

Staffing

Healthcare agencies that receive Medicare and 

Medicaid funding are licensed by each state or 

are accredited by a recognized accrediting 

agency. Each agency must meet requirements in 

persons do not generally report difficulty obtain-

ing medical care, 58% of those who need LTC 

report their needs as being unmet. This problem 

has led to additional consequences such as falls 

(Komisar, Feder, & Kasper, 2005). Private insur-

ance and nonprofit organizations also provide 

services for those in need of LTC. However, 

beyond the nursing home setting, piecing 

together a comprehensive LTC program for a 

frail elder with comorbidities who wishes to 

remain in the community is challenging. 

Certification for eligibility for certain benefits, 

such as extended home care, is strict and for a 

limited amount of time only.

Resources, whether private or public, are 

limited. Community-dwelling elders may be eli-

gible for Medicare to pay for certain services, 

such as home health care, but only as long as 

some rehabilitation progress can be documented. 

Once progress stops, and the condition is con-

sidered chronic, the individual may have to pay 

privately for rehabilitative and home services. 

For individuals who have lived through the Great 

Depression, World War II, and other historical 

events that have required genuine frugality, 

spending nearly $100 to pay for less than an 

hour of a home visit from an agency RN is not a 

viable option. Many older adults from working 

class backgrounds do without needed care rather 

than pay privately. One study found that the 

greater the use of paid home care in a state, the 

less likely persons were to report unmet need 

(Komisar et al., 2005). This suggests that state 

policies can make a difference in the health care 

of their citizens.

It is important to consider the entitlement 

to care that older adults and those with chronic 

illness possess because of Social Security pro-

grams. These programs were designed to pro-

vide some comfort and security to the older 
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Zimmerman, Karon, Robinson, & Beutel, 2000). 

The turnover rate for nursing assistants can be as 

high as 40–100% in some facilities. High turnover 

rates have been associated with poor quality care 

(Castle, Engberg, & Men, 2007). Recruitment and 

retention of qualified nursing assistants is an ongo-

ing problem. Creating an environment that pro-

motes teamwork, addresses care-related stressors, 

promotes positive communication, reduces paper-

work inefficiencies and staffing shortages, and has 

high organizational morale has been shown to 

increase job satisfaction and commitment to the 

organization, but there are many other factors to 

consider in the complex process of staff turnover in 

these settings (American Association of Colleges 

of Nursing [AACN], 2011; Arling et al., 

2007; Cherry, Ashcraft, & Owen, 2007; Donoghue 

& Castle, 2006; Sikorska-Simmons, 2006). The 

decreasing level of RN staffing is also of growing 

concern, and yet reimbursements and prospective 

payments have been reduced in some cases, mak-

ing it impossible to increase the number of RNs in 

residential facilities.

To complicate this situation, there is a pro-

jected shortage of healthcare professionals. Half 

of the RN workforce is at least 45 years old. It is 

estimated that by 2025 there will be a shortage of 

at least 260,000 RNs because of a number of sig-

nificant factors, including the population growth, 

retirement of nurses in the current workforce, and 

the lack of faculty to educate willing students in 

nursing programs (Harrington, 2008).

Standards

Residential and community-based LTC facilities 

that accept government payments are regulated 

by federal and state mandates. Agencies and 

institutions involved in providing LTC that 

receive outside funding are required to meet 

staffing. Two main issues in staffing are the 

training of the staff member and the staff-to-

client ratio (Harrington et al., 2010).

Standards for required staff training are 

often minimal. For example, medication aides 

working in an assisted-living center may be 

required to attend a 6-week training course, yet 

the medication regimens for the assisted-living 

center clientele may be extremely complex. For 

proper medication management, much more 

time is required to educate a person on the phar-

macologic effects of medications, side effects, 

and complications. Although assisted-living 

centers are required to have an RN available, 

that one RN may act as a consultant for multiple 

centers under the same ownership umbrella. 

The actual individual who “supervises” the 

medication aides may be an LPN who works a 

40-hour week.

Qualifications for the director or adminis-

trator of an assisted-living center are minimal 

and may be as little as possessing a GED and 

attending an industry-sponsored seminar lasting 

2 weeks or less. The majority of staff working in 

such facilities may be minimally trained person-

nel, and client safety is a legitimate concern.

Staff ing challenges in providing home 

health care are also significant. State require-

ments vary for home health aides, but no train-

ing program is more than 8–12 weeks in length. 

Often, aides are trained and then expected to 

work independently, with little supervision.

Staffing in nursing homes is a continuing 

issue. There is conclusive evidence that a positive 

relationship exists between nursing staffing and 

quality of nursing home care. Fewer RN and nurs-

ing assistant hours are associated with quality-of-

care def iciencies (Arling, Kane, Mueller, 

Bershadsky, & Degenholtz, 2007; Harrington, 



Standards address issues such as nursing 

care hours per client, nursing assessments, care 

plans, accidents, fall prevention, prevention of 

pressure sores, use of physical restraints, nutri-

tion, use of certain medications, and housekeep-

ing services. In addition, facilities are to provide 

care for residents in a manner that maintains dig-

nity and respect by providing grooming, appro-

priate dress, and promotion of independence in 

dining; allowing private space and property; and 

interacting respectfully. For example, nursing 

staff must not perform any invasive assessment or 

task in a public area, but should take the resident 

to his or her room for procedures such as listening 

to lung sounds or checking a glucometer reading.

Harrington and colleagues (2010) point out 

that quality of care provided in nursing homes 

has long been a matter of great concern to con-

sumers, professionals, and policymakers. If the 

regulation and inspection process is ignored, LTC 

residents may suffer. Examples of system failures 

can be found at both the local and state levels. 

Deficiency reports are readily available online 

through the CMS. The RN is at times required to 

act as an advocate for the residents and to ensure 

compliance with minimal standards.

Standards by which care is measured were 

outlined in 2002 by the CMS. The standards 

from 2002 have undergone major revision and 

the LTC (specifically nursing homes) system is 

currently undergoing change to incorporate the 

newest and most patient-oriented measurement 

standards (CMS, 2011b).

Ethical Issues in Long-Term Care

Individuals who are chronically ill or who are 

frail are a vulnerable population who are often at 

the mercy of the caregivers in the LTC system. 

certain standards and undergo regular inspection 

(Harrington et al., 2010).

Requirements change frequently. Part of the 

responsibility of both the facility administrator 

and the director of nursing in any LTC facility is 

to be aware of and implement changes that are 

made necessary as a result of changes in state 

and federal requirements. In home health agen-

cies, the number and type of visits that can be 

reimbursed by insurance or Medicare are lim-

ited. If evidence in regard to why the visits were 

made and what health-related goal was achieved 

is unclear, the payer may bill the agency back for 

those services, which can be financially devas-

tating to an organization.

Nursing homes undergo an initial survey to 

become certified and then undergo inspection no 

less than every 15 months with an average of 

every 12 months (Harrington et al., 2010). State 

surveyors evaluate both process and outcomes of 

nursing home care in several areas. Tags are 

assigned depending on the severity of the viola-

tion. If deficiencies are found, follow-up surveys 

may be conducted. If care is so poor that resi-

dents are deemed to be in danger, facilities can 

be fined large amounts of money, be prohibited 

from admitting any residents, and even be closed 

for severe violations. Agencies must demon-

strate that the staff meet educational require-

ments, that residents are receiving adequate care, 

and that documentation is appropriate. 

Requirements vary for various types of agencies 

and are complicated. Most states post the results 

of surveys on a public website, where family 

members can access information and compare 

facilities when making decisions about placing 

loved ones into LTC. Current national survey 

results are available through the CMS website 

(http://www.cms.gov).
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is a signif icant problem in the LTC setting. 

Depression, learned helplessness, and changes in 

sensorium contribute to increased dependence 

upon caregivers. Caregivers may be unintentional 

contributors to excess disability. Providing 

unnecessary assistance or an inappropriate type 

of assistance can contribute to residents’ depen-

dency. “Factors influencing excess disability 

include: a desire of the caregiver to be helpful; 

lack of knowledge and skill of the caregiver; and 

lack of time and staff ” (Remsburg & Carson, 

2006, p. 584). An example of excess disability is 

dressing assistance provided to nursing home 

residents. Aides often do the dressing activities 

for residents in order to save time, instead of 

allowing the residents to perform the activity at 

their own pace (Beck et al., 1997). This action 

moves the resident toward unnecessary and 

unwanted dependence.

Custodial Care

Using basic ethical principles, an issue arises 

whether providing minimal physical care for 

those with chronic illness is acceptable versus 

providing more comprehensive care extending 

beyond custodial physical care. This is particu-

larly challenging in a residential LTC environ-

ment. As a result of regulation, funding, and 

staffing patterns for Medicare/Medicaid residen-

tial facilities, the goal inadvertently becomes 

custodial care.

Physical issues of the resident are impor-

tant, but those issues should not be the only 

focus. Mental health needs should also be con-

sidered in the chronically ill and elderly popula-

tions. With limited attention to these needs, the 

client is at risk of suffering boredom, anxiety, 

and, consequently, depression. In 2004 persons 

age 65 and older accounted for 16% of suicide 

deaths, although they comprised only 12% of the 

Healthcare professionals in LTC should have a 

solid understanding of the ethics involved in this 

type of care. Principles upon which decisions 

should be made include: autonomy, nonmalefi-

cence, beneficence, and justice (Beauchamp & 

Childress, 2009; Jonsen, 2007). The manner in 

which these principles are executed in the pro-

fessional nurse–client relationship can make a 

visible difference in the quality of life of the 

LTC resident. Some of the more common ethi-

cal issues are discussed herein.

Client Autonomy Versus Dependence

One principle of critical importance in LTC is 

autonomy. Healthcare professionals and caregiv-

ers should observe the particularly essential rule 

of bioethics: Respect the autonomy of persons 

(Jonsen, 2007). Autonomy is sometimes misap-

plied or ignored (Kane, Freeman, Caplan, 

Aroskar, & Urv-Wong, 1990). It is possible for 

an individual to gradually lose increments of his 

or her autonomy because of limitations imposed 

by sensory deprivation, immobility, weakness, 

and cognitive impairment (Mezey, Mitty, & 

Ramsey, 1997). Research suggests that even 

frail elderly individuals who are homebound 

have a greater sense of personal control than 

those in nursing homes (Crain, 2001), making 

those living in facilities at greater risk for loss of 

decision making and independence.  Loss of 

autonomy and development of excess disability 

are a problem for many LTC clients.

Excess Disability

Disability that is in excess of what is attributable 

to a chronic condition is often an unwanted con-

sequence of care (Slaughter, Eliasziw, Morgan, & 

Drummond, 2009). It suggests a dependence of a 

resident on a caregiver to perform a task the cli-

ent has the ability to perform. This phenomenon 



and medical (Aging with Dignity, 2010). This 

document is legally recognized in 42 states and 

allows the person to use his or her own lay lan-

guage to express end-of-life desires. Five Wishes 

documents the following information for the 

older adult’s family and doctors (Aging with 

Dignity, 2010):

• Which person should make healthcare 

decisions

• The kind of medical treatment the person 

wants and does not want

• How comfortable the person wishes to be 

made

• How the person wants others to treat him or 

her

• What the person wants loved ones to know 

Cultural and religious beliefs play an impor-

tant part in end-of-life decision making. There 

are some religions that dictate that everything 

should be done to preserve life and others that 

support allowing natural death. For example, 

African Americans are generally opposed to 

placing a loved one in a nursing home, preferring 

family members to die at home. Healthcare pro-

fessionals should familiarize themselves with the 

major traditions and practices of their clients so 

that culturally appropriate care can be provided.

In a study of older community-dwelling 

adults (with a mean of 80.7 years of age), a dura-

ble power of attorney for health care had been 

completed by 60.8% of respondents before 

death. However, a startling f inding of this 

research was that persons with lower levels of 

cognitive functioning were less likely to have 

completed an advance directive than those older 

adults with higher cognitive functioning 

(McGuire, Rao, Anderson, & Ford, 2007). This 

research underscores the need for healthcare pro-

fessionals to address advance directives with 

entire population at that time (National Institute 

of Mental Health [NIMH], 2010). Suicide rates 

of non-Hispanic white men over age 85 are the 

highest in the nation (U.S. Department of Health 

and Human Services, 1999). Appropriate referral 

is a responsibility of the nurse who detects symp-

toms of emotional difficulties. Signs of depres-

sion include feeling nervous, empty, guilty, tired, 

restless, irritable, and unloved, and that life is not 

worth living. Physical symptoms associated with 

mental health problems include eating more or 

less than normal, sleep disturbances, headaches, 

stomachaches, and an increase in chronic pain 

(Varcarolis & Halter, 2010). The risk of depres-

sion in the elderly increases with the presence of 

chronic illness and a loss of physical function 

(NIMH, 2010). If symptoms of depression are 

present in an LTC client, services are available to 

provide assistance.

End-of-Life Decision Making

Difficult and complex decisions at end of life 

are an inherent component of LTC. Many older 

adults lack the resources, or lack knowledge of 

the available resources, that could help with 

decision making at end of life. Although most 

older adults are approached about completing 

written documents to outline treatment prefer-

ences, many choose not to do so. Making one’s 

wishes known in the event of terminal illness or 

incapacity is one approach to preserving auton-

omy for the older adult. Family issues may 

impact the elder’s willingness to do this.

In many states, an older person can make 

his wishes known by completing a document 

such as Five Wishes (Aging with Dignity, 2010). 

The Five Wishes program, sponsored by Aging 

with Dignity, is unique from other living will 

declarations, in that it addresses all aspects of 

the person’s life: emotional, spiritual, personal, 
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requires immediate advocacy. Physical abuse 

often escalates from neglect or other forms of 

abuse. Perpetrators often share similar character-

istics such as lack of social support, history of 

being an abuse victim, and mental or emotional 

problems.

Neglect is defined as the lack of provision of 

basic necessities, such as food, water, and medi-

cal care. Neglect may be evidenced by poor 

hygiene, malnutrition or dehydration, pressure 

ulcers, and reports of being left in an unsafe con-

dition or being left without resources to obtain 

necessary medications. Neglect can take place 

because of willful intention or because home 

management has become overwhelming to the 

client’s aging spouse or family. This type of abuse 

may be seen more frequently in homes where the 

caregiver lacks the knowledge or resources to 

provide care. Neglect can include self-neglect, 

which is defined as an individual losing the will 

or the ability to properly care for himself. 

Abandonment is the extreme form of neglect.

The third type of elder abuse, exploitation, 

is defined as the use of an elder’s resources 

without knowledge or consent for the gain of 

another. Signs of elder exploitation include the 

disappearance of monetary resources or the 

“taking over” of personal belongings without 

permission or consent (Fulmer, 1999). Financial 

abuse in the form of fraud or deception may 

also be considered exploitation and may come 

through family members who borrow money 

with no intention to repay it, or from mail fraud 

schemes that attempt to cheat persons out of 

money by promising prizes and rewards.

Each state has an APS to protect the rights 

and health of older people and people with dis-

abilities who are in danger of being mistreated 

or neglected, unable to protect themselves, and 

have no one to assist them. APS is responsible 

persons while they are capable of expressing 

their end-of-life wishes.

Abuse and Neglect of Vulnerable Adults

The incidence of abuse and neglect of vulnerable 

adults is diff icult to estimate. The National 

Association of Adult Protective Services 

Administrators (2005) estimated that anywhere 

between 500,000 and 5 million elders and other 

vulnerable adults in the United States were in 

some way victims of abuse. More current data 

indicate nearly 6 million cases of elder abuse 

every year (Elder Abuse Daily, 2010). It is 

believed that cases of abuse, neglect, or exploita-

tion are grossly underreported because of fear, 

intimidation, lack of sound research, or other fac-

tors. Nursing home residents are particularly vul-

nerable to being victims of abuse (Lindbloom, 

Brandt, Hough, & Meadows, 2007).

Abuse can be categorized as domestic or 

institutional. Within these categories, physical, 

sexual, and emotional/psychological abuse may 

occur as well as neglect, self-neglect, abandon-

ment, and f inancial exploitation (National 

Center for Elder Abuse, 2011). Because of lon-

ger life expectancies for those with chronic ill-

ness, it is very likely that the incidence of abuse 

will increase (Teaster, 2002). The individual 

with chronic illness, if cognitively competent, 

may be hesitant to discuss the mistreatment 

because he or she fears the loss of the relation-

ship or other reprisal by the perpetrator. If the 

individual is not capable of expressing informa-

tion regarding the abuse, identification may be 

by forensic evidence. Physical abuse is the actual 

assault of an individual, and evidence exists with 

the presence of unexplained bruises, fractures, 

cuts, or burns in various stages of healing. 

Sexual abuse also falls within this category. The 

victim of such treatment is in danger and 



identified, can be addressed by the care provider, 

thereby avoiding a crisis. Such frameworks are 

helpful in assisting the care provider in solving 

problems encountered in the clinical area when 

dealing with LTC clients (Mitty & Flores, 2007a; 

Peterson & Bredow, 2004).

Any number of other mid-range theories 

may help enlighten the nurse’s perspective on the 

LTC client and guide the planning of care. 

Examples include Kolcaba’s (2003) Theory of 

Comfort which can help nurses understand the 

importance of comfort and the need for relief of 

problematic symptoms and achievement of ease 

in the patient’s daily life; the Theory of 

Unpleasant Symptoms (Gift, 2004; originally 

developed by Lenz, Suppe, Gift, Pugh, & 

Milligan in 1995) also gives insight into a para-

digm of understanding the challenges faced by 

those with chronic illness. Eakes (2004), building 

on previous researchers’ work in the Theory of 

Chronic Sorrow, discusses clients facing the loss 

of interpersonal relationships as well as physical 

functioning. These theories and others are avail-

able to the healthcare provider working in LTC.

Admission and Assessment
in the Long-Term Care Setting

Admission to a nursing home can be very dis-

tressing to anyone. From the individual’s per-

spective, the move to a nursing home or even 

assisted living away from their personal home 

may symbolize the reality of the loss of health, 

autonomy, personal relationships, economic 

power, productivity, and independence. 

Adjustment to such facilities may evoke a mix of 

emotions. The stress of going into a facility in 

which one is surrounded by strangers can be dif-

ficult. In addition, the individual must adjust to 

schedules determined by others, instead 

for receiving the report of abuse, investigating 

the report, assessing the individual’s risk, devel-

oping and implementing case plans, service 

monitoring, and evaluation. Some agencies may 

provide more in-depth services including hous-

ing, medical care, social support, and economic 

and legal services (National Association of 

Adult Protective Services Administrators, 

2005). Healthcare professionals and paraprofes-

sionals such as RNs, physicians, nurse aides, 

and homemaker aides are mandated by law to 

report suspected adult or elder abuse.

INTERVENTIONS  

Theoretical Frameworks 
for Practice

Using a theoretical framework to plan and imple-

ment nursing care in an LTC setting helps the 

nurse to avoid doing things simply “because they 

have always been done that way.” Nurses draw 

from the sciences and use physiologic theory, 

pharmacologic theory, and theories of communi-

cation, change, caring, grief and bereavement, 

and ethics. A theoretical framework explains or 

guides one’s practice. Mid-range theories are 

those defined as specific to particular caregiving 

situations and that have measurable outcomes. 

Theoretical frameworks give direction in the 

choice of interventions so that nursing care is 

tailored to each client.

Several middle-range frameworks are 

appropriate for LTC. One example is “The 

Needs-Driven Dementia-Compromised Behavior 

Model.” It can assist the care professional in 

understanding how to better interact with demen-

tia clients (Algase et al., 1996). This model 

hypothesizes that problematic behaviors in 

dementia clients are a result of needs that, when 
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assisted living, this option may be less emotion-

ally traumatic. Individuals feel they have retained 

a great deal of autonomy while paying for the 

services that they can no longer perform, such as 

food preparation, laundry, housekeeping, and 

medication management.

An accurate assessment of the client is the 

critical beginning for the client’s experience in 

the LTC system. During the admission process to 

an LTC facility, the care provider will complete a 

battery of paperwork that documents the client’s 

condition and reason for admission. In residen-

tial nursing homes, this assessment is important 

because it provides the basis upon which the care 

plan is developed and helps set the course for 

interventions designed to promote the highest 

level of functioning possible. It is imperative that 

the admission process not be limited to complet-

ing paperwork but includes gaining insight into 

the client to provide individualized care. 

The Minimum Data Set (MDS) for Resident 

Assessment and Care Screening was developed 

for use by nursing homes in response to the 

Nursing Home Reform Legislation of 1987. The 

MDS provides extensive data about individual 

residents, but it also makes possible the estab-

lishment of a nationwide database regarding 

nursing home residents. Information requested 

by the MDS covers the areas of the resident’s 

functional, medical, cognitive, and affective sta-

tus at the time of admission and periodically 

thereafter (Sehy & Williams, 1999). This type of 

information also helps in tracking the improve-

ment or decline of a resident over time, and 

whether or not quality indicators for care are 

being met. In the initial or follow-up assessment, 

the assessment protocol summarizes vulnerable 

aspects of the client’s life that may require spe-

cial care planning, interventions, and reporting 

of progress or problems in the resident’s chart. 

of following routines established throughout a 

lifetime. In many nursing homes, eating and 

bathing schedules are relatively fixed. Although 

not ideal, the resident is often the one who must 

change expectations to make allowance for the 

workload of the nursing home staff.

The decision to move to a nursing home is 

usually made after much consideration by the 

client and family. The transition may be made 

more smoothly when the client retains as much 

participation in the process as possible. The cli-

ent should be encouraged to have input into 

choosing the facility and in planning the move. 

Retention of personal items gives the individual 

a better sense of self in the new facility. 

Admission to a nursing home may be one of the 

most traumatic life transitions. The nurse needs 

to assist in making the adjustment of the client to 

the facility as smooth as possible. The client 

experiencing psychological and emotional diffi-

culty during the admission and transition into 

any LTC facility needs support from the attend-

ing nursing staff. The use of therapeutic commu-

nication techniques by the staff in addition to 

spending adequate time with a transitioning resi-

dent can make a difference in the level of anxi-

ety and stress experienced. If indicated, the nurse 

should initiate a referral for the resident to be 

seen by mental health services. These services 

are generally an underused resource for elders.

Accessing community-based LTC services 

may seem a natural and necessary transition for 

an elder needing help with either rehabilitation 

or assistance with other aspects of care. For oth-

ers, accessing services may create significant 

emotional turmoil. Once a frail elder can no lon-

ger stay in the community environment, the indi-

vidual and family may decide that a move to 

another environment that provides needed ser-

vices is necessary. For those who can afford 



position as a moral force.  Making decisions 

with a moral component is a part of everyday 

practice for most nurses.  Understanding the 

concepts that provide the moral foundation for 

human existence is important. Those concepts 

typically include the following: autonomy, non-

maleficence, beneficence, justice, and profes-

sional–patient relationships (Beauchamp & 

Childress, 2009).  Autonomy is in the forefront 

in LTC and the concept is rooted in the idea of 

self-rule and independent decision making. 

Autonomy

The role of the nurse in providing LTC along the 

continuum of care is to preserve the autonomy 

of the client. At the same time, the client must 

be protected from harm. Balancing these issues 

is not always easy. It is imperative that the care 

provider not assume that because an individual 

has lost some physical autonomy, such as requir-

ing personal assistance with daily hygiene, that 

the individual has given up his or her autonomy 

or is incapable of making his or her own deci-

sions. Promotion of autonomy is accomplished 

by allowing the individual to make as many 

decisions as possible. In decisions that can 

impact health or health care, the nurse must pro-

vide the appropriate information to enable the 

client to make an informed decision. To more 

fully understand the concept of autonomy, the 

caregiver is encouraged to think about autonomy 

from the client’s perspective when making care-

giving decisions.

Individual decision making is a complex and 

multifaceted issue.  Loss of decision-making 

capacity in one area does not indicate loss of all 

decision-making capacity.  Decision-making 

capacity may fluctuate through the course of an 

illness, and determining the best approach to pre-

serving safety and autonomy concurrently is at 

The reliability of the information obtained varies 

with the knowledge that evaluators are able to 

obtain about the client.

 The latest revision to the MDS system (3.0)  

(CMS, 2010) has the following broad goals:

• To make the MDS more clinically relevant, 

while still achieving the federal payment 

mandates and quality initiatives

• To improve ease of use and efficiency

• To integrate selected standard scales

• To elicit resident voice by introducing 

interview questions 

Other assessment tools are available and can 

provide more specific or multidimensional infor-

mation. Tools can help the nurse determine func-

tioning in cognitive, communication, behavioral, 

and social support domains. Other instruments 

measure vision, personality, depression, affect, 

comorbidity, and quality of life (Teresi & Evans, 

1997). Examples of individual tools that are read-

ily available in the literature include the Katz 

Index of Activities of Daily Living (Katz, Downs, 

Cash, & Grotz, 1970), Older American Resources 

and Services (Fillenbaum, 1988), the Beck 

Depression Rating Scale (Beck, Rush, Shaw, & 

Emery, 1979), and the Arthritis Impact 

Measurement Scale (Meenan, 1985).

A helpful website with a list of more than 30 

assessment tools that can be downloaded for 

immediate use is http://hartfording.org/Practice/

ConsultGeriRN/. For each assessment tool in the 

Try This series from the AACN/Hartford 

Foundation, explanation of the tool by an expert, 

validity and reliability information, the tool 

itself, and how to use it are succinctly provided.

Preservation of Autonomy 
of the Person
Healthcare professionals dealing with clients in 

LTC should carefully consider their own 
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in order to incorporate client preferences. An 

example would be a client’s bathing twice a 

week as opposed to more frequent bathing. In 

that case, the nurse might alter other interac-

tions, such as frequency of spot baths or applica-

tion of lotion to ensure skin integrity, while 

respecting the autonomy of the client.

Guardianship

One of the ways in which the healthcare system 

provides for those who are unable to make 

informed decisions for themselves because of a 

cognitive or other health problem is to appoint a 

legal guardian. The responsibility of the guard-

ian is to ensure safety and quality care for the 

person and to make decisions in the person’s 

best interest. The guardian may be a family 

member, a friend, or a healthcare professional 

appointed by the court. In complex cases involv-

ing large estates, difficult family relationships, 

or divorce, the court may choose to appoint a 

professional guardian or person who will assist 

in making legal decisions for the incompetent 

person. The appointment of a guardian by the 

court usually follows the legal determination of 

incapacity. The person who has been declared by 

the court to be an incapacitated person is then no 

longer able to make any type of contractual deci-

sion independently. The guardian of the person 

is responsible to the court for getting to know 

the person sufficiently to be able to make deci-

sions in his best interest, to provide documenta-

tion to the court as needed on the status of the 

person, and may be responsible for a variety of 

tasks ranging from healthcare advocacy to man-

aging finances to ensuring that daily care needs 

are being met.

Guardianship guidelines vary from state to 

state and even from county to county within 

states. There is no established fee for these ser-

vices, and guardians may be paid a small fee 

times challenging.  At some point after decision-

making capacity comes into question, it will be 

appropriate to consider legal guidelines set in 

place by the state in which the patient resides.  

The law in some states defines the line of author-

ity for decision making when competence is in 

question. In cases where the person has been 

legally deemed unable to make his own decisions, 

the designated family member or legal guardian 

must be informed of all important aspects of the 

person’s life and is responsible for making deci-

sions that are in the person’s best interest, that is, 

on his behalf or at his behest. When a person has 

lost some degree of autonomy, the nurse must 

also act in a judicious way that protects the indi-

vidual from harm or exploitation.

It is also possible for someone who has 

legally lost autonomy (been declared incompe-

tent) to continue to participate in the decision-

making process. For example, a person with 

early stage dementia may have a legal guardian 

who is ultimately responsible for decision mak-

ing in the person’s best interest. However, as 

much as the person is able, the guardian would 

involve the person in the decision-making pro-

cess, seeking input and finding out the wishes of 

the person prior to taking any action. This kind 

of consideration can contribute significantly to 

quality of life for the LTC resident.

Decision making or autonomy can be 

viewed on a continuum. An example of this 

might be when a person with advanced dementia 

decides to walk the halls. Autonomous decision 

making in a small way is appropriate as long as 

other principles, such as the client’s safety and 

the safety of others, are considered. It is the 

nurse’s responsibility to recognize an individu-

al’s capacity for autonomy and preserve that 

capacity as much as possible (Casada da Rocha, 

2009). Sometimes, the nurse must compromise 

what he or she perceives to be the best treatment 



while keeping in mind the goal of safety and qual-

ity care for the incapacitated person.

Enablement

The enablement process is defined as a profes-

sional intervention aiming to recognize, support, 

and emphasize the patient’s capacity to have 

control over his or her health and life (Hudson, 

St. Cyr Tribble, Bravo, & Poitras, 2011). 

Enablement may even be appropriate for those 

with cognitive impairment (Dawson, Wells, & 

Kline, 1993). This perspective focuses on how 

the disease affects the client’s ability to carry out 

day-to-day activities. The purpose of this inter-

vention is to determine the client’s existing abili-

ties and to enhance those abilities. Three areas 

of human behavior considered by this approach 

are self-care, social interaction, and interpretive 

abilities. In the area of self-care, when the client 

is having difficulty achieving purposeful behav-

iors, certain nursing interventions have been 

identified that can assist the caregiver in enhanc-

ing the client’s abilities. These include object 

cueing, touch, direct physical assistance, and 

verbal prompting (Dawson et al., 1993). When a 

client with dementia loses many of the skills 

required for daily activity, there is the possibility 

of retention of some significant skill or pleasure, 

such as a music-related activity or game playing. 

The nurse should help preserve those abilities as 

much as possible by providing opportunities for 

their expression.  Having a time to play cards or 

a music hour is often very meaningful to resi-

dents in LTC.

Advocacy: The Role
of the Ombudsman

The LTC ombudsman is an advocate charged 

with the protection of the rights of all residents 

in LTC. The purpose of this role is to enhance 

monthly, or a significant hourly fee as a consul-

tant if additional services such as case manage-

ment are being provided—if there are funds 

from the estate to cover such costs. These 

arrangements are generally agreed upon through 

the court as part of the legal guardian’s accep-

tance of this responsibility.

There is some controversy as to the meth-

ods and process used for legal provisions for 

guardianship and assessment of a person’s 

capacity. A tri-state study (Moye, Butz, Marson, 

& Wood, 2007) found that the quality of written 

clinical evidence to establish the need for 

guardianship was significantly lacking and that 

key information about the individual’s values, 

preferences, and wishes was rarely docu-

mented. Persons were rarely present at the hear-

ing. Functional assessments of persons should 

be routinely used during the evaluation of the 

need for guardianship. An assessment template 

that incorporates six assessment domains of 

interest to the court is recommended. The areas 

that should be addressed according to one such 

model include: medical condition, cognition, 

functional abilities, values, risk for injury and 

supervision needed, and ways to enhance 

capacity (Moye et al., 2007). Continued com-

munication between clinical and legal team 

members is needed to protect the rights of vul-

nerable persons.

 Nurses and social workers often make excel-

lent guardians, because they are able to profes-

sionally address these areas and provide a holistic 

approach to care for the incapacitated person. 

Some court systems develop a rapport with cer-

tain professionals who act as guardians and will 

request their appointment in cases such as for 

older adults with dementia who reside in LTC 

facilities. To preserve the autonomy of persons as 

long as possible, guardians should encourage as 

much participation as possible in decision making, 
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Care that nurses provide in LTC facilities 

should be holistic and multidimensional. Eighty 

five percent of patients in LTC settings are over 

age 65 (Mezey, Stierele, Huba, & Esterson, 

2007). Because most persons in LTC settings 

are older, nurses would benefit from education 

in gerontology. The AACN, with funding from 

the Hartford Foundation, has released a set of 

standards outlining geriatric content for inclu-

sion in the baccalaureate educational process 

for nurses; each program should periodically 

review and update the curriculum to stay current 

and prepare exper t  nurses for practice 

(Thornlow, Latimer, Kingsborough, & Arietti, 

2006).

Pain Management

It is important for the nurse in LTC to adequately 

assess pain and to provide adequate treatment of 

that pain (Fink & Gates, 2010). Of particular 

importance is assessing clients’ suffering from 

the pain associated with arthritis, osteoporosis, 

or neuralgia. A great deal of information is avail-

able on appropriate pain management strategies, 

and the nurse dealing with such clients should 

access this body of literature. When implement-

ing pain management strategies in the LTC set-

ting, follow up is critical. Pain relief varies for 

many reasons, and pain might not be relieved by 

a method that had previously been successful for 

the client. When pain is chronic and affects the 

ability of the client to function, current treatment 

strategies include routine regular administration 

of medication to manage the pain. Breakthrough 

pain, or pain experienced intermittently when a 

client is on routine pain medication, is then 

treated with “as-needed” medication. Addiction 

is not generally considered to be a major 

quality of life for LTC residents and do the fol-

lowing (National Long-Term Care Ombudsman 

Resource Center, 2008, p. 1):

• Advocate for residents’ rights and quality 

care

• Educate consumers and providers

• Resolve residents’ complaints

• Provide information to the public 

The LTC ombudsman is a person hired by a 

state LTC service agency under the auspices of 

the state or local health department or the state-

wide aging services. Volunteers who report to 

the ombudsman supervisor may do many of the 

actual investigations. The contact information 

for the ombudsman should be posted conspicu-

ously in each LTC facility. Complaints may 

come from the LTC resident, concerned family, 

or caregivers. Findings must be reported to the 

client and/or family, and the ombudsman is 

responsible for achieving an equitable settle-

ment between the resident and the LTC facility. 

The role of the ombudsman is founded in ethi-

cal principles and is implemented on behalf of 

the vulnerable client. (Updates on the organiza-

tional activities contacts can be found at http://

www.ltcombudsman.org.)

Nursing Care

Nursing care is the primary service provided by 

residential LTC facilities. The further one pro-

gresses along the LTC continuum, the more 

intense are the nursing care needs. Nursing care 

in LTC settings is much more complex than it 

has been in the past and requires greater knowl-

edge and expertise on the part of the nursing 

staff to manage comorbidities and provide high-

quality care to all residents.



receive adequate nursing care during an out-

break of illness.

Certain screenings are recommended for 

older adults and can be helpful with early iden-

tification and treatment initiation. Screenings 

that are recommended by the U.S. Preventive 

Services Task Force and Healthy People 2020 

for older adults with chronic illness include: 

nutrition, tobacco, safety, immunizations, 

depression, alcohol abuse, lipids, hypertension, 

osteoporosis, vision and hearing, breast cancer, 

and colorectal cancer. Each of these screenings 

is rated as beneficial and supported by at least 

fair evidence that health outcomes and benefits 

outweigh the screening risk (Nelson, 2010).

Several key areas are considered standard 

for health promotion in older adults. These 

include exercise, not smoking, maintaining a 

healthy weight, social support, medication 

adherence, a safe environment, and activities 

that strengthen cognition and memory (Hardin, 

2010). One study of assisted living residents 

found that “social support is a key variable in 

bolstering residents’ psychological well-being” 

(Cummings, 2002, p. 300). Thus health promo-

tion, even for those with existing chronic illness, 

emphasizes the same important strategies that 

healthcare professionals should encourage in 

LTC residents.

Cognitive Impairment

Individuals in LTC may suffer cognitive impair-

ment from a variety of pathologic processes. 

These processes may be either acute or chronic. 

Individuals with cognitive impairment caused 

by irreversible causes such as closed head inju-

ries, stroke, or dementia from a number of 

pathologic processes such as Alzheimer’s dis-

ease, multi-infarct dementia, or Lewy body 

problem for elders suffering from chronic pain, 

but tolerance can become problematic.

For individuals unable to verbally express 

pain, its presence is noted in other ways. 

Evidence of pain may include facial expression 

(grimacing), groaning, body position, bracing, 

guarding, and rubbing of the painful body part. 

Alternative methods of dealing with pain should 

be considered. Massage, heat, cold, and support 

mechanisms such as knee or back braces may be 

helpful. The quality of life of the LTC client can 

be greatly affected by pain. With current 

advances in pharmacology and treatment, most 

pain can be managed effectively.

End-of-life care requires an intense man-

agement of comfort levels.  If the individual is 

suffering intractable pain, use of palliative seda-

tion may be necessary. Guidelines for such 

aggressive symptom management must be 

accessed through a process of evidence-based 

practice to ensure the most appropriate approach 

is used (Melnyk & Fineout-Overholt, 2010). 

Disease Prevention/Health Promotion

Although it may be impossible to prevent some 

of the chronic diseases seen in the LTC popula-

tion, others are certainly preventable. An impor-

tant preventive health measure is the provision 

of flu and pneumonia vaccines to LTC residents. 

A vaccination program in residential facilities is 

essential and usually mandated by public health 

guidelines; in such settings, infections such as 

influenza can spread rapidly and cause deaths 

among the frail elderly. These types of infections 

may affect a number of residents at one time, 

and place a difficult burden on staff to deal with 

a number of acutely ill clients. Admission of cli-

ents to acute care settings in such circumstances 

is not unreasonable to ensure that all clients 
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location such as a move from a long-time 

home to live with another family member or a 

move to an institutionalized setting. The nurse 

assessing the patient should consider these 

possibilities in order to provide appropriate 

interventions.

Because of the physiologic changes that 

occur with aging, the signs of delirium in a frail 

elder may develop over a period of days as a 

subclinical condition worsens to a crisis point. 

In addition, in a patient who has a complicated 

medication regimen, symptoms of increased 

confusion may initially be mild. The astute nurse 

will make the appropriate observations to detect 

delirium even when the symptoms are subtle. In 

a client population with fluctuating cognition, 

such as at many residential facilities, detection 

of delirium becomes more challenging.

Dementia differs from delirium in that the 

condition is chronic and the underlying patho-

logic process is progressive and irreversible. It is 

estimated that 13% of individuals older than age 

65, and 43% of those 85 and older, suffer from 

Alzheimer’s disease or a related dementia 

(Alzheimer’s Association, 2011). In addition, it 

is estimated that between 40% and 80% of those 

living in nursing homes have a cognitive impair-

ment (CDC, 2009). Dementia is defined as the 

development of multiple cognitive deficits man-

ifested by memory impairment and other prob-

lems, such as aphasia (inability to speak), 

apraxia (loss of ability to use familiar objects or 

carry out purposeful movements not caused by 

loss of sensory ability), and agnosia (loss of 

ability to determine the significance of sensory 

input, such as recognition of a familiar face or 

voice) (American Psychological Association, 

2000). Primary dementias have no cure, and 

although a large investment is being made in 

drugs that could affect the progression of 

disease, often need special assistance to manage 

activities of daily living. Individuals in LTC 

who have cognitive impairment caused by an 

acute condition (delirium) need to receive 

immediate intervention to reverse the cause of 

the impairment before permanent disability or 

death results.

The f irst and foremost consideration in 

dealing with cognitively impaired individuals is 

the determination of whether the cognitive 

impairment is caused by delirium or dementia. 

Even an individual who has a diagnosis of 

dementia may experience a sudden change in 

cognition with an acute cause. Appropriate 

assessment of the condition can prevent unnec-

essary suffering or death. 

Delirium is an acute condition brought 

on by one or more conditions that have altered 

brain functioning. The chief symptoms 

include sudden disturbance in consciousness 

and/or cognition. The underlying condition 

can be a single factor or a combination of 

conditions, which include but are not limited 

to fever, infection, allergic reaction, malnutri-

tion, vitamin deficiency, drug toxicity (over 

the counter or prescription), drug interactions, 

food supplement toxicity, hyper- or hypogly-

cemia, and hypoxia (Tullman, Mion, Fletcher, 

& Foreman, 2008). The underlying condition 

can be life threatening and must be corrected 

or the incident may result in death. If the 

nurse providing care in the LTC setting deter-

mines that a client is suffering from delirium, 

it may be necessary to arrange transportation 

to an acute care facility where appropriate 

emergent care can be provided. In addition to 

these physiologic processes, cognitive impair-

ment can be brought about by psychosocial 

factors such as depression, change in health 

brought on by aging or disease, or change in 



the client’s perspective. It is more important to 

validate the client’s personhood rather than to 

insist that he or she achieve “reality orientation.” 

The client may find comfort in some behavior, 

such as carrying a doll, and this behavior, 

although not grounded in immediate reality, is 

grounded in the reality of a universal human 

behavior regarding caring for others, specifically 

infants. An evidence-based practice approach 

should be used in structuring care and the envi-

ronment in LTC facilities responsible for patients 

with dementia. This ensures that the patient ben-

efits from the latest research findings regarding 

best practice in dementia care.

The nurse needs to work closely with the 

activity director to meet the needs of the clients 

and to find appropriate and enjoyable activities 

for those with dementia. The activity director is 

responsible for providing activities for resi-

dents; individuals at different stages of demen-

tia enjoy different types of activities. Those with 

mild dementia may still enjoy activities requir-

ing personal interaction and following rules 

such as games or group singing. Those with 

more advanced dementia may enjoy more iso-

lated activities such as the opportunity to fold 

laundry or a task related to food preparation.

Many nursing homes and even some 

assisted-living centers have special care units for 

dementia clients. The environment in such set-

tings allows for safe wandering. Ideally, the staff 

has received training specific to caring for cli-

ents with dementia. The units are generally set 

up with consideration given to lighting, color, 

noise levels, congregate areas, and room setups. 

Such considerations are used to make the envi-

ronment more pleasant for the residents. Again, 

an evidence-based practice approach will ensure 

that the latest research findings are incorporated 

into the caring regimen.

disease, outcomes of pharmacologic interven-

tions have shown varying levels of success.

It is estimated that as much as 80% of 

dementia care is delivered in the home by a fam-

ily caregiver (Alzheimer’s Association, 2011). In 

the community LTC setting, the role of the nurse 

is to support the family caregiver with problem 

solving or identifying resources such as respite 

care, adult daycare, or the local chapter of the 

Alzheimer’s Association. The nurse may play a 

key role in the decision making that takes place 

when caregiving for a demented loved one is 

negatively affecting the health of the spousal 

caregiver (Maas et al., 2004). When caregiving 

becomes overwhelming at home, the decision to 

place the individual with dementia in a residen-

tial facility is appropriate.

Periodic evaluation of individuals with 

chronic cognitive changes is necessary so that 

decline can be detected and care strategies 

adjusted. Many nurses working in the LTC set-

ting rely on intuitive detection of cognitive 

changes, but this method can be improved by the 

inclusion of an objective measure of cognition 

such as the Mini Mental Status Exam (MMSE) 

(Folstein, Folstein, & McHugh, 1975), the 

Dementia Rating Scale (Alexopoulos & Mattis, 

1991), or the Blessed Dementia Scale (Blessed, 

Tomlinson & Roth, 1968). Use of one or more of 

these instruments can provide data to track 

changes in cognitive functioning.

Nursing interventions that deal with demen-

tia generally address one or more of three symp-

tom domains: cognitive, functional, and/or 

behavioral. All clients with dementia demon-

strate functional difficulties, whereas only some 

demonstrate behavioral problems. Dealing with 

individuals suffering from permanent cognitive 

impairment takes patience and understanding. It 

is important that the caregiver not lose sight of 
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settings, the nurse has similar responsibilities to 

ensure client safety. Facilities should provide a 

safe environment with adaptations for those 

with chronic health problems that would place 

them at higher risk for injuries or falls.

Safe patient handling has become an impor-

tant issue in best nursing practice. Organized 

safety programs have been linked to positive out-

comes for both patients and staff (Nelson, 2006; 

Nelson, Collins, Siddharthan, Matz, & Waters, 

2008). Researchers found that implementing a 

safe patient-handling program in an LTC through 

Risk Reduction and Safety

One of the most important functions of the 

nurse in an LTC setting is to reduce risk and 

ensure client safety. In a community setting, 

part of the home assessment includes a thor-

ough examination of the environment to detect 

possible hazards and correct them. The most 

obvious hazards include throw rugs, electrical 

cords strung across traffic areas, stairs (espe-

cially those without handrails), loose tiles in the 

shower, slick flooring, small pets, and similar 

environmental conditions. In residential 

CASE STUDY

Mr. Havlin is a 92-year-old man who resides in an Alzheimer’s special care unit that is part of 

a nursing home.  Mr. Havlin’s prior occupation was as a union laborer, where he worked with 

his hands to help build bridges and roads. Prior to being diagnosed with dementia, he lived at 

home with his wife who died recently. The couple had no children and no other close relatives 

living in the area. Mr. Havlin’s neighbors had become concerned when he did not answer the 

door, had fallen several times at home, and appeared confused when they visited. Eventually, 

the Area Council on Aging was called in and appointed by the court as Mr. Havlin’s guardian 

because of lack of available family members willing to assume this job.  

Mr. Havlin spends much of his time wandering the halls on the Alzheimer’s unit and 

sometimes displays combative, aggressive behavior.  The nursing staff members try to get  Mr. 

Havlin more involved in group activities such as playing games and doing art projects, but his 

behavior becomes agitated at these attempts. 

Discussion QuestionsDiscussion Questions

1. Is it necessary for Mr. Havlin to be involved in group activities such as games and music 

therapy? What are the benefits or drawbacks to insisting on his involvement in these types 

of activities?

2. Is Mr. Havlin’s wandering a common problem for persons with dementia? How is this best 

handled by the nursing staff?

3. Describe what types of therapeutic activities might be most appropriate for  Mr. Havlin, 

considering his occupation and history.



Palliative and Hospice Care

Palliative care is defined as:

an approach that improves the quality of life 
of patients and their families facing the 
problem associated with life-threatening ill-
ness, through the prevention and relief of 
suffering by means of early identification 
and impeccable assessment and treatment of 
pain and other problems, physical, psycho-
social and spiritual. (World Health Organi-
zation [WHO], 2008, paragraph 1) 

The goal of this care is not curative, but 

centers around comfort. It is both a philosophy 

of care as well as a treatment system, and not 

necessarily just for those considered terminally 

ill. In palliation, physiologic needs are met and 

aggressive measures are taken for pain relief. A 

holistic view of the client should be maintained, 

and the personhood of the client is of primary 

consideration in this type of nursing care. 

Palliative care may be used in conjunction with 

life-prolonging care. For adults, the WHO 

(2008, paragraph 2) stated that palliative care:

• Provides relief from pain and other dis-

tressing symptoms

• Affirms life and regards dying as a normal 

process

• Intends neither to hasten or postpone death

• Integrates the psychological and spiritual 

aspects of patient care

• Offers a support system to help patients 

live as actively as possible until death

• Offers a support system to help the family 

cope during the patient’s illness and in their 

own bereavement

• Uses a team approach to address the needs 

of patients and their families, including 

bereavement counseling, if indicated

the VA system resulted in better quality of 

patient care for residents. Safe-handling pro-

grams include four key interventions: appropri-

ate patient-handling equipment and devices, 

assessment protocols, safe lifting policies, and 

patient lift teams. Key areas of change for resi-

dents after implementation of the program 

include: improved physical functioning, 

decreased sedentary states of residents, less dete-

rioration in activities of daily living, decreased 

fall rate, and increased wakeful states in the 

mornings (Nelson et al., 2008).

Another important safety consideration is 

the use of restraints. Falls are a significant prob-

lem in LTC, and of persons who fall, 20–30% 

suffer significant injuries such as hip fractures 

(Cowley, Deibold, Gross, & Hardin-Fanning, 

2006). Originally, restraints were thought to pre-

vent injury to clients and were applied to ensure 

patient safety through limiting movement. 

Research has demonstrated, however, that 

restraints do the opposite and are likely to cause 

injury (Lekan-Rutledge, 1997). Both physical 

and chemical restraints in LTC facilities are now 

strictly regulated. The most current reports 

regarding restraint use are available online 

(Agency for Healthcare Research and Quality, 

2009; CMS, 2011c).

Exercise has emerged as the “most effec-

tive factor in reducing the risk of falls and inju-

ries from falls” (Mitty & Flores, 2007b, p. 

349). All LTC facilities should have an exercise 

plan and program available to residents. The 

ideal environment for LTC residents is restraint-

free, with environmental and staffing accom-

modations made to meet the needs of each 

resident and promote optimum physical func-

tioning through exercise, adequate nutrition, 

and safety.
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elders, other LTC services may not be allowed 

by reimbursement policy.

The End-of-Life Nursing Education 

Consortium has made enormous strides in pro-

viding core information to nurses interested in 

end-of-life care. This project began in 2000 with 

a grant from The Robert Wood Johnson 

Foundation and has provided specialized educa-

tion and curricula to more than 4,000 nurses 

representing all 50 states, using a “train-the-

trainer” approach (AACN, 2010). During the 

next decade, it is expected that knowledge on 

palliative and end-of-life care will continue to 

increase and that this treatment methodology 

will advance.

Research in Long-Term Care 

The science of caring for those who have chronic 

illness is changing rapidly. Andersen and 

Horvath (2004) reported that 85% of seniors and 

45% of the working adult population have at 

least one chronic illness. This growing burden of 

care for long-term health problems accounts for 

78% of the nation’s healthcare spending. 

Research often begins with clinical observations 

of problems or recurring events that require 

solutions. A number of nurse researchers have 

focused research programs dealing with chronic 

illness and issues related to the nursing home 

experience (e.g., Cornelia Beck, Kathleen 

Buckwalter, Jeanne Kaiser-Jones, Meridian 

Maas, Matty Mezey, and Terri Fulmer). Nurses 

in a clinical role should take the opportunity to 

define a problem and propose a solution. A nov-

ice researcher may partner with a more experi-

enced researcher to develop an idea into a 

researchable question. Regional research organi-

zations such as the Southern Nursing Research 

Society, the Midwest Nursing Research Society, 

and local chapters of Sigma Theta Tau are avail-

able to provide assistance.

• Will enhance quality of life and may also 

positively influence the course of illness

• Is applicable early in the course of illness, 

in conjunction with other therapies that are 

intended to prolong life, such as chemo-

therapy or radiation therapy, and includes 

those investigations needed to better under-

stand and manage distressing clinical com-

plications

A person with chronic illness may benefit 

from palliative care services and yet not qualify 

for hospice. Hospice is a type of palliative care 

and is usually delivered in the home by a team 

of trained professionals who address the needs 

of the patient and the entire family. Hospice is 

covered under Medicare Part A, which pays for 

most of the needed services for the terminally 

ill. However, Medicare will not pay for curative 

treatment in hospice. The general requirement 

for Medicare reimbursement for hospice ser-

vice is that a physician must certify that the 

patient probably has 6 months or less to live 

(CMS, 2007). Determination of the terminal 

phase of an illness is sometimes difficult, and 

patients may improve during that 6-month 

period of time. Patients must be recertified by 

their physician as terminal in order to continue 

receiving hospice services. Hospice teams come 

into nursing homes to augment and oversee 

comfort care. In the terminal phase of life, 

appropriate care includes pain relief, comfort, 

and emotional and spiritual support for the cli-

ent and family (Tarzian, 2000). The client and 

family can be referred for grief counseling 

related to the experience of incurable illness 

(Ferrell & Coyle, 2010). Death is a natural part 

of life, and the nurse should be prepared to 

facilitate the client’s end-of-life transition and 

provide support to the family survivors 

(DeSpelder & Strickland, 2011). Once hospice 

services are begun for community-dwelling 



in LTC. Nurses can empower even frail older 

persons to obtain better outcome by good listen-

ing skills, working with them to identify the 

meaning of frailty to each person, and identify-

ing positive coping and self-care solutions (Hage 

& Lorensen, 2005).

As the body of literature grows, more 

opportunity for implementation of evidence-

based practice and translational research exists. 

One model of evidence-based practice known for 

its ease of use at the bedside is the PICO 

method—patient, intervention, compared to, and 

outcomes. Using the PICO model, questions can 

be formulated and evidence searched rapidly to 

find studies that can bring insight into specific 

problem solving for those in LTC (see http://

pubmedhh.nlm.nih.gov/nlm/picostudy/pico3.

html for a search engine designed for the PICO 

question).

OUTCOMES  

Simple medical models are rarely sufficient to 

address desired outcomes for those with compli-

cated chronic medical conditions (Mold, 1995). It 

is not sufficient to consider the quality of life 

based on absence of sickness, but one must con-

sider the overall well-being of the client. Outcomes 

will vary along the LTC continuum. For commu-

nity-based clients, the overall outcome may be to 

remain in their homes as long as possible. 

Interventions to support that outcome may include 

client and family teaching on medication manage-

ment, safety issues, or wound care. Rehabilitation 

may be a desired outcome for a community-based 

client following hospitalization.

For the resident in an LTC facility, out-

comes are different and may include a reduction 

in the exacerbations of a chronic illness such as 

congestive heart failure. A client in the rehabili-

tative area of the facility may determine living 

independently again to be an outcome. Outcomes 

for others may be to function at the highest 

potential within the limitations imposed by the 

chronic illness. A decrease in pain and/or nausea 

might be an appropriate outcome for an individ-

ual in palliative care. Living each day with opti-

mal quality of life is an outcome for most clients 

Evidence-Based Practice BoxEvidence-Based Practice Box

The purpose of this study was to “exam-

ine the impact of an intervention to 

improve the health of grandmothers rais-

ing grandchildren in parent-absent 

homes” (p. 379). The authors used a lon-

gitudinal, pre- and post-test design with a 

sample of 529 female caregivers with a 

mean age of 56.7 years (range 38–83 

years). Most subjects in the sample were 

African Americans of low income. Mental 

and physical health were measured after 

the intervention of home visits by RNs 

and social workers. The results indicated a 

significant improvement in vitality, physi-

cal and emotional effects on role function-

ing, and mental health. The authors 

concluded that grandmothers raising their 

grandchildren may benefit from increased 

home interventions and that the health of 

the grandmothers is critical to successful 

parenting of their grandchildren. Because 

this presents an increasingly common liv-

ing arrangement, nurses can play an 

important role in seeing that grandparents 

in this situation have the necessary social 

support to raise healthy grandchildren.

Source: Kelley, S. J., Whitley, D. M., & 

Campos, P. E. (2010). Grandmothers 

raising grandchildren: Results of an 

intervention to improve health outcomes. 

Journal of Nursing Scholarship, 42(4), 

379– 386.
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There are a number of issues in LTC today. 

What are the most essential issues for 

the federal government to address first?

Discuss the ethical principle of autonomy 

when constructing an appropriate plan 

of care for a LTC recipient.

Discuss the principle of autonomy in 

relation to the community-dwelling 

client versus the person in a residential 

facility.

Analyze nursing interventions that would 

most likely support the goals of an ideal 

LTC system.

How is LTC defined?

Describe the major settings in which LTC 

is provided, giving a specific example 

of each in your local community.

What are some of the precipitating factors 

for an individual to access the long-

term care system?

What are the major problems facing both 

caregivers and clients in today’s long-

term care continuum?

What individuals are considered vulnera-

ble populations?

STUDY QUESTIONS

 Across the States 2006: Profiles of Long-Term 

Care and Independent Living: assets.aarp.org/

rgcenter/health/d18763_2006_ats.pdf

INTERNET RESOURCE

Geriatric Nursing Education Project: www.aacn.

nche.edu/gnec.htm

Hartford Institute for Geriatric Nursing: http://

hartfordign.org/

Leading Age (formerly American Association of 

Homes and Services for the Aging): http://

www.leadingage.org/

Long-term care planning tool from CMS: www.

m e d i c a r e . g ov / LT C P l a n n i n g / I n c l u d e /

DataSection/Questions/SearchCriteria.asp?ver

sion=default&browser=IE%7C6%7CWinXP&

language=English&defaultstatus=0&pagelist=

Home

Medicare and You, 2012. Centers for Medicare & 

Medicaid Services publication: www.medi-

care.gov/Publications/Pubs/pdf/10050.pdf

Long-Term Care Ombudsman: www.ltcombuds-

man.org

Medicare Hospice Benefits: www.medicare.gov/

publications/pubs/pdf/02154.pdf

National Gerontological Nursing Association: 

http://www.ngna.org/

National Association of Professional Geriatric 

Care Managers: www.caremanager.org/

National Center for Assisted Living: http://www.

ahcancal.org/ncal/Pages/default.aspx

National Hospice and Palliative Care Organization: 

http://www.nhpco.org

Practicing physician education in geriatrics: www.

gericareonline.net

Internet Resources (Cont.)

For a full suite of assignments 
and additional learning activities, 
use the access code located in 
the front of your book and visit this exclusive 
website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
obtain one at the site.
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core concept of the integrity of the human per-
son and the relationship of the healthcare pro-
fessional to the patient. It builds on the earlier 
work of Pellegrino (1990). The framework 
involves relationships among the following 
components: external factors—the integrity of 
the health professional, organizational culture, 
and healthcare resources; internal factors—
spiritual domain, psychological domain, physi-
cal domain, functional domain, and community 
culture and family. Completing the framework 
are patient care goals and outcomes of care. 
Although end of life appears to be a prominent 
part of the framework, Nolan and Mock (2004) 
use the Institute of Medicine’s (IOM’s) defini-
tion of end of life that extends further up the ill-
ness trajectory to include “the period of time 
during which an individual copes with declining 
health from an ultimately terminal illness—
from a serious though perhaps chronic illness or 
from the frailties associated with advanced age 
even if death is not clearly imminent” (Lunney, 
Foley, Smith, & Gelband, 2003, p. 22).

The multidimensional nature of the frame-
work provides a structure for future research 
related to the factors that influence the integrity

INTRODUCTION  

The aging American population will eventu-

ally experience one or more chronic illnesses 

with which they will live with for years before 

death (Morrison & Meier, 2004). Four chronic 

diseases—heart disease, cancer, cerebrovascu-

lar disease, and chronic respiratory disease—are 

the leading causes of death for older adults 

(Centers for Disease Control and Prevention, 

2010). These chronic diseases share protracted 

illness trajectories that include phases of decline 

resulting in progressively advanced disease and 

disability. Individuals who have illness trajecto-

ries such as those in chronic disease can benefit 

from palliative care. In reality many aging 

adults experience several chronic illnesses 

simultaneously, which demand complex care 

and often overwhelm both the elder and their 

family members.

A conceptual framework published by Nolan 

and Mock (2004), A Conceptual Framework: 

Factors Influencing the Integrity of the Human 

Person, addresses the complexity of needs, inter-

ventions, and processes needed to provide pallia-

tive care. The framework is organized around the 

Palliative Care
When you do the common things in life in an uncommon way, you will command the attention 

of the world.

—George Washington Carver

Barbara M. Raudonis
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Dying (1969) was published. One of the out-

comes of her seminal work was the identifica-

tion of the stages of dying. More importantly, 

her work initiated a national dialogue recogniz-

ing the needs of the dying.

Hospice and palliative care is a complex 

service with the goal of improving the quality of 

life of terminally ill persons through a variety of 

programs in an individualized, flexible, and 

nonmedical environment (Hearn & Myers, 

2001). St. Christopher’s Hospice continues to 

serve as a prototype for hospice and palliative 

care throughout the world. However, Dame 

Saunders cautions not to clone St. Christopher’s 

but to refine the principles of hospice and palli-

ative care within the cultural context of the 

needs of the individuals served.

Although Dame Saunders died in 2005, she 

had already established Cicely Saunders 

International in 2002. This charity is the only 

one in the world with the specific mission to 

promote research and best practice in palliative 

care. In May 2010 the Cicely Saunders Institute 

of Palliative Care was officially opened. The 

institute’s new building is located next to King’s 

College Hospital and is a result of the partner-

ship between King’s College London and Cicely 

Saunders International. The Institute of 

Palliative Care was built to serve as the hub for a 

network of international research in palliative 

care to guide clinical practice, education, and 

policy with the goal of improving palliative care 

and quality of life for people throughout the 

world (Cicely Saunders International, 2010; 

Higginson, 2011).

Florence S. Wald, a nurse and pioneer in 

the hospice movement in the United States, 

strengthened her vision for improving the qual-

ity of life for terminally ill persons during a visit 

to St. Christopher’s Hospice. She conducted a 

of the person, patient care goals, and outcomes 

of care. In essence this framework summarizes 

the major points about palliative care discussed 

throughout this chapter. In addition, it provides 

a foundation to passionately go forward in clini-

cal practice, teaching, and research to build the 

science and the care to relieve suffering and 

improve quality of life.

Historical Perspectives

Palliative care grew out of the hospice move-

ment. Hospice is both a philosophy of care and 

an organized form of healthcare delivery. The 

Latin origin of the word is hospes, which relates 

to hospitality. During the Middle Ages, pilgrims 

to the Holy Lands stopped at way stations for 

food, water, and respite. These way stations 

(hospices) were also centers of refuge for poor, 

sick, and dying people.

Dame Cicely Saunders is considered the 

founder of the modern hospice movement. 

Educated as a nurse, social worker, and physi-

cian, she founded St. Christopher’s Hospice in 

Sydenham England in 1967. St. Christopher’s 

Hospice was the first research and teaching hos-

pice and is known for several innovations 

including pain and symptom management, a 

holistic approach to care, home care, family 

support throughout the illness, and bereavement 

follow up (Meier, 2010). The services provided 

by St. Christopher’s Hospice evolved over time 

to meet the needs of patients and families. 

Service settings include in-patient care, home 

care, and palliative daycare centers. Based on 

Saunders’s work, palliative care services have 

spread throughout the United Kingdom and the 

world (Hansford, 2010). Two years after the 

opening of St. Christopher’s Hospice, Dr. 

Elisabeth Kubler-Ross’s book On Death and 



aging population, 83% of hospice patients were 

65 years or older and one third of those were 85 

years or older (NHPCO, 2010). Although these 

numbers portray tremendous growth in the use 

of hospice services, the patients admitted were 

80.5% White/Caucasian. This is not a new find-

ing, but continued evidence that not all those in 

need of hospice services receive care.

In the 1990s two reports, the Study to 

Understand Prognosis and Preferences for 

Outcomes and Risks of Treatments (SUPPORT; 

1995) and the IOM report, Approaching Death: 

Improving Care at the End of Life (Field & 

Cassel, 1997) ignited a concern regarding the 

status of end-of-life care in the United States. 

As a result improving end-of-life care was 

placed on the national healthcare agenda.

SUPPORT Study

The landmark SUPPORT study (SUPPORT 

Principal Investigators, 1995) was funded by the 

Robert Wood Johnson Foundation for $29 mil-

lion to study the process of dying in f ive 

American major teaching hospitals. The study 

involved approximately 9,000 participants with 

diagnoses such as heart failure (HF), chronic 

obstructive pulmonary disease (COPD), colon 

and lung cancer, and liver failure. Findings 

included that more than 50% of patients had 

serious pain the last 3 days of life. In addition, 

there was poor communication between doctors 

and patients about their goals of care. There was 

substantial emotional suffering of patients, fam-

ilies, and professionals. Thirty-one percent of 

the families lost most of their life savings. The 

findings from this study sparked a groundswell 

of initiatives in research, education, and prac-

tice, with the goal of changing the culture of 

death and dying in the United States.

needs assessment for hospice care in Connecticut. 

In 1974 the first hospice program in the United 

States was established in Branford, Connecticut. 

At that time, the Connecticut Hospice was only a 

homecare program (no in-patient beds) and 

became a model of care for the entire United 

States. As services evolved, in-patient beds were 

added and Connecticut Hospice became the first 

independent hospice inpatient facility in the coun-

try (Meier, 2010). Wald’s work for the next 30 

years led the way in translating the English hos-

pice philosophy and models of care into the 

American hospice movement. She is considered 

the “mother of hospice and palliative nursing care 

in the United States” by the Hospice and Palliative 

Nurses Association (HPNA) and Hospice and 

Palliative Nurses Foundation (HPNF). She became 

the first recipient of the Hospice and Palliative 

Nurses Association Leading the Way Award in 

January 2004 (HPNA, 2011).

The National Hospice and Palliative Care 

Organization (NHPCO) (2010) estimated there 

were 5,000 operational hospice programs 

throughout the United States in 2009. An esti-

mated 1.56 million patients were served by 

these programs. These f igures illustrate the 

enormous growth and progress in hospice care 

in the United States since 1974. The majority of 

hospice patients, 68.61%, die at their place of 

residence. This could be their private residence, 

nursing home, or residential facility (NHPCO, 

2010), whereas approximately 50% of the gen-

eral population die in acute care hospitals (Teno, 

2004). In 2009 the median length of stay was 

21.1 days while the average length of stay was 

69 days (NHPCO, 2010). These numbers sug-

gest that late referrals remain a problem. Non-

cancer primary diagnoses accounted for 59.9% 

of hospice admissions in 2009 compared to 

40.1% for cancer diagnoses. As evidence of our 
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Clinical Practice Guidelines 
for Palliative Care

The landmark studies—the SUPPORT study 

and the IOM report—recognized the need to 

integrate palliative care into health care for all 

individuals with chronic, debilitating, and life-

limiting illnesses. This need resulted in the 

National Consensus Project for Quality 

Palliative Care (NCPQPC) and the establish-

ment of the Clinical Practice Guidelines for 

Quality Palliative Care (NCPQPC, 2004).

The first edition of the Clinical Practice 

Guidelines described the core precepts and 

structures of clinical palliative care programs 

needed to promote consistent high standards for 

palliative care. In addition, individual providers, 

regardless of the care setting, used the guide-

lines to provide palliative approaches in their 

daily clinical practice across the healthcare con-

tinuum. In 2006 the National Quality Forum 

(NQF) integrated the Clinical Practice Guide-

lines for Quality Palliative Care into their docu-

ment A National Framework for Palliative and 

Hospice Care Quality Measurement and Re-

porting (NCPQPC, 2009). The purpose of the 

NQF document is to provide a foundational 

framework for the development of quality mea-

surement and reporting systems and the recom-

mendation of 38 preferred palliative care 

practices endorsed by the NQF (2006). The 

Clinical Practice Guidelines for Quality Palliative 

Care was substantially revised in 2009. The ratio-

nale for the revision was to: 1) reflect the evolv-

ing scientific evidence and clinical practice; 2) 

ensure that the 38 preferred palliative care prac-

tices and the 8 domains from the Clinical 

Guidelines were in agreement; and 3) to 

provide real-life examples that demonstrate how 

the theory of the Clinical Guidelines were 

IOM Report

The second landmark study was the IOM’s 

Committee on Care at the End of Life report, 

Approaching Death: Improving Care at the End 

of Life (Field & Cassel, 1997). The committee 

found four broad deficiencies in the care of per-

sons with life-threatening and incurable ill-

nesses. Deficiencies included:

• Too many people suffer needlessly at the 

end of life both from errors of omission—

when caregivers fail to provide palliative 

and support care known to be effective—

and from errors of commission—when 

caregivers do what is known to be ineffec-

tive and even harmful.

• Legal, organizational, and economic obsta-

cles conspire to obstruct reliably excellent 

care at the end of life.

• The education and training of physicians 

and other healthcare professionals fail to 

provide them with the knowledge, skills, 

and attitudes required to care well for the 

dying patient.

• Current knowledge and understanding are 

inadequate to guide and support the consis-

tent practice of evidence-based medicine at 

the end of life. (pp. 264–265) 

Healthcare professionals, patients, fami-

lies, health plan administrators, agency adminis-

trators, and policymakers must work together to 

change attitudes, policies, and actions in order 

to surmount the deficiencies in palliative care 

(Field & Cassel, 1997). The report concluded 

with optimism that a “vigorous societal com-

mitment . . . would motivate and sustain indi-

vidual and collective efforts to create a humane 

care system that people can trust to serve them 

well as they die” (Field & Cassel, p. 13).



Boards collaborated in the offering of certifica-

tion in one specific area. The first certification 

examination was offered in October 2008 

(ABMS, 2006). This recognition as a subspecialty 

was the result of the diligent collaboration of the 

American Academy of Hospice and Palliative 

Medicine (AAHPM) and the American Board of 

Hospice and Palliative Medicine (ABHPM). The 

United States joined members of the international 

community such as Great Britain, Ireland, 

Australia, and Canada in formally recognizing 

palliative medicine as a subspecialty (von Gunten 

& Lupu, 2004). Palliative medicine is defined as 

“a sub-speciality that focuses on relieving suffer-

ing and improving quality of life for patients with 

serious illness and their families” (Gelfman & 

Morrison, 2008, p. 36).

The AAHPM is the professional organi-

zation for physicians specializing in hospice 

and palliative medicine. The academy’s pur-

pose is succinctly summarized in the organi-

zation’s tagline “Physicians caring for patients 

with serious illness” (AAHPM, 2011). The 

AAHPM celebrated its 20th anniversary in 

2008 and has grown to nearly 4,000 members, 

which include physicians and other medical 

professionals.

Palliative Care Nursing

Palliative care nursing parallels the continuing 

development of the art and science of palliative 

care. Individuals and families experiencing life-

limiting progressive illness are the focus of the 

nurse’s evidenced-based physical, emotional, 

psychosocial, and spiritual or existential care 

(HPNA & American Nurses Association, 2007). 

Coyle (2010) describes the distinctive features 

of palliative care nursing as “a whole person” 

philosophy of care. This care is provided across 

implemented in clinical practice (NCPQPC, 

2009). Although both documents operationalize 

palliative care theory and practice through defi-

nitions and recommended practices, each has its 

own function. The NQF framework is the first 

step in a process to generate quality measures 

for palliative care, whereas the guidelines are 

part of the NCPQPC’s ongoing mission to artic-

ulate a more expansive vision of quality pallia-

tive care.

The National Institutes of Health (NIH) 

recognized the need to evaluate the current sci-

ence regarding end-of-life care and convened a 

State-of-the-Science Conference on Improving 

End-of-Life Care in December 2004. His-

torically, this was the f irst NIH Consensus 

Conference on End-of-Life Care. The document 

produced from this conference provides only a 

snapshot of the medical knowledge and evidence 

available up to that 2004 meeting. Palliative care 

research and clinical practice continue to evolve, 

requiring one to read the literature on a regular 

basis to keep current.

Clinical Specialty of Palliative Care

Palliative care is the broad term used to describe 

the care provided by an interdisciplinary team 

consisting of physicians, nurses, social workers, 

chaplains, and other healthcare professionals. 

Palliative medicine is a medical specialty prac-

ticed by physicians (Derek, Hanks, Cherny, & 

Calman, 2004).

Palliative Medicine

On October 6, 2006, the American Board of 

Medical Specialties (ABMS) announced the 

addition of a new subspecialty certif icate in 

Hospice and Palliative Medicine. Historically, 

this was the first time that 10 ABMS Member 
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The first hospice nursing organization, the 

Hospice Nurses Association, was formed in 

1987 to serve the networking and support needs 

of nurses caring for terminally patients and 

their families who were receiving hospice care. 

In 1998 the name of the organization was 

changed to the Hospice and Palliative Nurses 

Association (HPNA) to reflect the needs of 

nurses working in palliative care settings out-

side of the realm of hospice agencies. HPNA is 

now the largest professional nursing organiza-

tion dedicated to the care of those with life-

threatening and terminal illness.

The HPNF was incorporated in 1998 to: 

1) support research and education in end-of-life 

care; and 2) to strive to meet the strategic goals 

of the HPNA. The foundation believes that evi-

denced-based practice is the key to quality care 

for people with life-limiting and terminal ill-

ness. HPNF is a source for funding research 

and supporting education related to hospice 

and palliative care to both individuals and 

groups. The 2008 HPNA Research Committee 

was given the charge to develop a research 

agenda that could guide nurse researchers in 

developing programs of research in palliative 

nursing and the HPNF in funding those pro-

grams (D. J. Sutermaster, personal communica-

tion, January 30, 2008). The 2009–2011 HPNA 

Research Agenda is the first such agenda for 

the organization. It focuses on the symptoms of 

dyspnea, fatigue, and constipation with the 

 purposes of 1) providing a focus for graduate 

 students, junior, and established researchers; 

2) guide HPNA and HPNF research funding; 

and 3) illustrate to other stakeholders the 

importance of these research foci (Campbell 

et al., 2009). HPNA expects that the research 

agenda will be revised  regularly to reflect 

needed research to support evidence-based 

practice in end-of-life care.

the lifespan, in different care settings, and 

throughout the illness trajectory, the patient’s 

death, and the family’s bereavement. A nurse’s 

individual relationship with the patient and 

family is a critical part of the healing relation-

ship. This healing relationship together with 

scientific knowledge (effective pain and symp-

tom management) and clinical skills (address-

ing the emotional, psychosocial, spiritual needs, 

and cultural values) is the essence of palliative 

care nursing, setting the specialty apart from 

other nursing specialty areas (Coyle, 2010, 

pp. 5–6). As a philosophy of care and therapeu-

tic approach, palliative care can be practiced by 

all nurses (Coyle, 2010).

Professional Associations Related 
to Hospice and Palliative Nursing

The Alliance for Excellence in Hospice and 

Palliative Nursing (AEHPN) includes the 

National Board for Certification of Hospice and 

Palliative Nurses (NBCHPN), the HPNA and 

the HPNF. The mission of the alliance is to “be 

the unified voice of professional membership, 

certification, research and education to advance 

quality palliative care for the benefit of the pub-

lic at large” (AEHPN, 2011).

The NBCHPN offers four certif ication 

examinations: the advanced practice nurse 

(APN), the registered nurse (RN), licensed prac-

tical/vocational nurse (LPN/LVN), and nursing 

assistant (NA). Role-delineation studies were 

conducted to support the original certification 

examinations for each of the respective levels of 

nursing practice. The role delineation studies 

are repeated periodically to ensure that the certi-

fication examinations match the reality of clini-

cal practice. Hospice and palliative nursing is 

the only nursing specialty that offers certifica-

tion at all levels of practice.



are frequently used interchangeably. Palliative 

care is a broader concept and includes the entire 

continuum of care. Hospice care is always 

 palliative care, but not all palliative care is 

 hospice care.

Differentiating Hospice Care 
and Palliative Care
It is critical to differentiate between hospice 

care and palliative care in the context of clinical 

practice. The terms hospice and palliative care 

CASE STUDY

Mr. James is an 80-year-old widower who resides alone in his first-floor apartment. He has a 

history of cardiac disease requiring a pacemaker and medication for hypertension. Mr. James 

was diagnosed with congestive heart failure (CHF) 4 years ago after increasing episodes of 

fatigue and dyspnea. He was recently discharged from the hospital after an episode of extreme 

shortness of breath and fluid retention. His daughter is visiting from out of town and brought 

him to his post-discharge appointment with his geriatric nurse practitioner (GNP). His recent 

hospitalization occurred because of his most severe exacerbation of his symptoms to date. His 

cardiologist changed his CHF classification to the New York Heart Association Functional 

Class III. His GNP reviews his medical record, medication profile, and family care conference 

notes. An advance directive has been completed and is now part of his medical record. His 

daughter is the designated healthcare power of attorney. 

Mr. James’s daughter is very concerned about her father’s physical and emotional health. 

He seems depressed and “ready to go home to be with his wife”. The daughter suggested that 

Mr. James consider moving so that the family could take care of him. Mr. James wants to 

remain in his own apartment and manage his symptoms at home rather than in the hospital. 

His GNP realizes that this is an opportunity to discuss Mr. James’s future, his options, and 

goals of care. Available treatment options include medication changes, antidepressants, home 

oxygen therapy, nutrition, physical therapy, home health care, and support groups for persons 

with heart failure (some are online). After the discussion with Mr. James and his daughter, the 

GNP will write up the plan chosen by Mr. James and document it in his medical chart to main-

tain continuity of care with all of his healthcare providers. 

Discussion QuestionsDiscussion Questions

1. Would you describe this situation as palliative care? If so, why? If not, why not?

2. What is your recommended plan of care for Mr. James?

3. Identify some examples of when Mr. James might be transitioning from palliative care to 

hospice care?

4. Why is it important that Mr. James’s daughter, his designated healthcare power of attor-

ney, be involved in the discussion regarding his future healthcare goals of care?

5. How would you respond to Mr. James when he stated, “I want to go home and be with my wife”?

6. Based on this case study how would you describe the difference between palliative care 

and hospice care?
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differentiating between hospice and palliative 

care is necessary for consumers and healthcare 

providers.

Although it appears that hospice and pallia-

tive care have much in common, there are two 

major distinctions. First, palliative care permits 

life-prolonging therapies. Secondly, palliative care 

is integrated throughout the course of a chronic, 

progressive, and incurable disease, from diagnosis 

through death, rather than only during the final 

6 months of life. The chronic illness experience of 

clients and their families demonstrates the need 

for comprehensive palliative care earlier in the 

disease trajectory (NCPQPC, 2009).

In response to the need for broadening the 

scope of palliative care, the Clinical Practice 

Guidelines for Quality Palliative Care 

(NCPQPC, 2009) describe palliative care as ap-

propriate from the time of a life-threatening or 

debilitating illness through cure or until death as 

well as into the family’s period of bereavement.

Palliative Care and Chronic Illness

According to Curtin and Lubkin (1995), chronic 

illness is never completely cured, and it involves 

the “total human environment for supportive 

care and self-care, maintenance of function 

and  prevention of further disability” (pp. 6–7). 

Symptoms may increase or decrease during phases 

of stability, exacerbation, remission, and eventually 

death (Corbin, 2001). The Last Acts Palliative Care 

Task Force developed five palliative care precepts 

or principles of care (see Table 22-2). Integration 

of these precepts into clinical practice enables cli-

nicians to provide a  continuum of care otherwise 

unavailable to clients with advancing illness and 

their families (Cumming & Okun, 2004). The 

meaning of these precepts are integrated into the 

eight domains of palliative care described in the 

Hospice is a specific type of palliative care, 

and in the United States it is generally consid-

ered a philosophy or program of care rather than 

a building of bricks and mortar. Hospice pro-

grams provide state-of-the-art palliative care 

and supportive services to dying persons and 

their families. This comprehensive care is avail-

able 24 hours a day, every day of the year in 

community-based settings, patients’ homes, and 

facility-based care settings. A medically 

directed interdisciplinary team (clients, family 

members, professionals, and volunteers) pro-

vides physical, psychosocial, and spiritual care 

during the final phase of an illness, the process 

of imminently dying, and the period of bereave-

ment (NCPQPC, 2009). In hospice care the 

dying person and the family are the unit of care. 

Client and family values direct the care. 

However, the current Medicare hospice benefit 

eligibility criteria for hospice services include a 

terminal diagnosis and a 6-month prognosis. In 

addition, it requires that clients discontinue 

curative or life-prolonging treatments to access 

comprehensive hospice care (Lynn, 2001). 

There are three outcomes of hospice care: self-

determined life closure; safe and comfortable 

dying, and effective grieving (National Hospice 

Organization Standards and Accreditation 

Committee, 1997). Humane, holistic, compre-

hensive plans of care involving an interdisci-

plinary healthcare team are critical to maintain 

quality of life for the person and family making 

the transition to end of life. One of the first defi-

nitions of palliative care accepted throughout 

the world was developed by the World Health 

Organization (WHO, 1990). Subsequent defini-

tions have been developed or refined by the 

NHPCO, IOM, and other professionals provid-

ing palliative care (Table 22-1). As the number 

of palliative care programs continues to grow, 



among patients, families, and their physicians 

led to undesired resuscitation efforts and exten-

sive use of hospital resources.

Communication is a core skill of palliative 

care. However, many clinicians are uncomfortable 

sharing bad news and poor prognoses. Some 

Clinical Practice Guidelines for Quality Palliative 

Care (NCPQPC, 2009).

The SUPPORT study (1995) findings iden-

tified several problems related to palliative care. 

Patient suffering included dying in pain with a 

severe symptom burden. Poor communication 

Table 22-1 Defi nitions of Palliative Care with Distinctions from Hospice Care

World Health Organization (WHO)

The active total care of clients whose disease is not responsive to curative treatment. Control of pain, of 
other symptoms, and of psychological, social, and spiritual problems is paramount. The goal of palliative 
care is achievement of the best quality of life for clients and families. It affi rms life and regards dying as 
a normal process. Palliative care neither hastens nor postpones death. It emphasizes relief from spiritual 
aspects of client care and offers a support system to help the family cope during the client’s illness and 
in their own bereavement.

National Hospice and Palliative Care Organization (NHPCO)

The treatment that enhances comfort and improves the quality of an individual’s life during the last 
phase of life. No specifi c therapy is excluded from consideration. The test of palliative care lies in the 
agreement between the individual, physician(s), primary caregiver, and the hospice team that the 
expected outcome is relief from distressing symptoms, the easing of pain, and/or enhancing the quality 
of life. The decision to intervene with active palliative care is based on an ability to meet the stated 
goals rather than affect the underlying disease. An individual’s needs must continue to be assessed and 
all treatment options explored and evaluated in the context of the individual’s values and symptoms. 
The individual’s choices and decisions regarding care are paramount and must be followed.

Institute of Medicine (IOM)

Palliative care seeks to prevent, relieve, reduce, or soothe the symptoms of disease or disorder without 
effecting a cure (Field & Cassel, 1997).

Distinctions Between Hospice and Palliative Care

The Center to Advance Palliative Care (CAPC) developed a website for patients and their families (www.
getpalliativecare.org). The website states that: Palliative care is not the same as hospice care. Palliative 
care may be provided at any time during a person’s illness, even from the time of diagnosis. And, it 
may be given at the same time as curative treatment. Hospice care always provides palliative care. 
However, it is focused on terminally ill patients—people who no longer seek treatments to cure them 
and who are expected to live for about 6 months or less.

Sources: Center to Advance Palliative Care. Resources for patients and families. Retrieved February 1, 2008, from: http://
getpalliativecare.org; Field, M. J., & Cassel, C.K. (Eds.). (1997). Approaching death: Improving care at the end of life. 
Committee on Care at the End of Life, Division of Health Care Services, Institute of Medicine. Washington, DC: National 
Academies Press; National Hospice and Palliative Care Organization (NHPCO). Retrieved January 28, 2008, from: http://
www.nhpco.org; World Health Organization. (1990). Cancer pain relief and palliative care. WHO Technical Report Series 804 
(p.11). Geneva, Switzerland: Author.
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nursing competencies in end-of-life care were 

proposed and disseminated by the American 

Association of Colleges of Nursing (AACN, 

2004) in the document, “Peaceful Death.” Matzo 

and Sherman (2001, 2006, 2010) used the AACN 

competencies as the framework for their nursing 

textbook entitled Palliative Care Nursing: Quality 

Care at the End of Life. The third edition (Matzo 

& Sherman, 2010) addresses both the undergrad-

uate and graduate AACN end-of-life nursing 

competencies. Ferrell and Coyle (2001, 2006) 

wrote a comprehensive volume—Textbook of 

Palliative Nursing—the third edition of which has 

been renamed as Oxford Textbook of Palliative 

Nursing to recognize it as a leading resource in 

the field of palliative nursing. An indication that 

the science of palliative care and palliative care 

nursing continues to grow is that these two text-

books are both in their third editions. Recognizing 

the special needs of older adults, Matzo and 

Sherman also authored Gerontologic Palliative 

Care Nursing (2004). Morrison and Meier, two 

expert palliative care physicians, authored the 

textbook, Geriatric Palliative Care (2003). 

Experienced clinicians and researchers continue 

to share their knowledge, skills, and passion for 

palliative care through diverse publications, web-

sites, conferences, and now social media such as 

Facebook and Twitter.

Palliative care seeks to treat, reduce, or pre-

vent symptoms of diseases, relieve suffering, 

and improve the patient and family’s quality of 

life without affecting a cure. It is not restricted 

to dying hospice patients (Field & Cassel, 

1997). The principles of palliative care extend to 

broader populations that could benefit from 

holistic, comprehensive plans of care involving 

interdisciplinary healthcare teams from the time 

of diagnosis and throughout the disease pro-

cesses and illness trajectory.

studies suggest that “patient-centered” interviews 

are associated with improved levels of satisfaction 

on the part of patients and their families (Dowsett 

et al., 2000; Steinhauser, Christakis, Clipp, 

McNeilly, & Tulsky, 2000).

The IOM study, Approaching Death: 

Improving Care at the End of Life (Field & 

Cassel, 1997), revealed a critical need for 

improvement in the education and training of 

healthcare professionals in palliative and end-of-

life care. Healthcare professionals have tradition-

ally received inadequate education and training 

in the safe and effective management of pain and 

other symptoms. They also lack the skills and 

confidence to address the psychological, social, 

and spiritual aspects of care (Sullivan, Lakoma, & 

Block, 2003).

Nursing curricula and textbooks are defi-

cient in palliative and end-of-life content and clin-

ical learning opportunities. If nurses are not 

taught that their professional role includes provid-

ing quality palliative and end-of-life care, then 

they cannot practice it (Ferrell, Virani, & Grant, 

1999). In response to these identified needs, 

resources for teaching palliative care nursing to 

students and practicing nurses have been and con-

tinue to be developed and disseminated. Essential 

Table 22-2 Precepts of Palliative Care

1. Respecting patient goals, preferences, and 
choices

2. Providing comprehensive caring
3. Utilizing the strengths of interdisciplinary 

resources
4. Acknowledging and addressing caregiver 

concerns
5. Building systems and mechanisms of support

Source: Lomax, K. J., & Scanlon, C. (1997). Precepts of 
palliative care. Princeton, NJ: The Robert Wood Johnson 
Foundation.



die at home. In 2009, 68.6% of all hospice 

patients died at a place they called “home”—

40.1% died in their private residence, 18.9% died 

in nursing homes, 9.6% died in residential facili-

ties, and 21.2% died in hospice in-patient units 

(NHPCO, 2010). Consumers’ and communities’ 

lack of understanding of what comprehensive 

palliative care programs offer and poor commu-

nication about patient and family preferences and 

denial of death all impede timely referrals to pal-

liative care services (End-of-Life Nursing 

Education Consortium [ELNEC], 2009a).

Family Caregiving: Burden

In palliative care, the client and family are the 

unit of care. Family caregivers provide support-

ive care throughout the chronic illness trajectory, 

in all care settings, and for all types of needs 

(McMillan, 2004). The caregiver’s burden is 

increasing significantly as more complex health 

care moves into the home setting. Evidence is 

growing that extended service as a caregiver can 

negatively impact the physical, social, and emo-

tional well-being of caregivers (Pinquart & 

Sorenson, 2003). Some caregivers experience 

sustained stress related to highly stressful times 

of caregiving, and this negatively impacts their 

bereavement process (Schulz et al., 2003; Schulz, 

Newsom, Fleissner, DeCamp, & Nieboer, 1997).

Successful intervention studies have been 

carried out with caregivers of clients with 

Alzheimer’s disease, but little has been done 

with caregivers of hospice and palliative care cli-

ents. The NIH (2004) consensus statement on 

improving end-of-life care concluded that more 

randomized clinical trials examining decreasing 

caregiver burden are needed. Studies are needed 

to determine which caregivers are at greatest risk 

for distress and specific interventions that are 

According to von Gunten and colleagues 

(2001), palliative care is interdisciplinary care that 

focuses on relief of suffering and improving quality 

of life. This simple definition illustrates the fit 

between chronic illness and palliative care. Based on 

the preceding description, it is clear that persons with 

chronic illness would benefit from palliative care.

PROBLEMS AND BARRIERS 
RELATED TO PALLIATIVE CARE  

Barriers to palliative care exist for numerous rea-

sons. The major underlying resistance to pallia-

tive care stems from a medical philosophy that 

emphasizes cure and prolongation of life over 

quality of life and relief of suffering (Morrison & 

Meier, 2004). Insurance reimbursement also 

forces consumer choice between cure and com-

fort care. Regular Medicare reimburses for cura-

tive treatment only, leaving the Medicare hospice 

benefit to cover comfort care (Fisher et al., 2003).

Prognostication in chronic, debilitating, and 

life-threatening illness presents a major challenge 

for healthcare professionals and is a barrier to ade-

quate palliative care (Christakis & Lamont, 2000). 

Our current healthcare system forces patients and 

families to choose between curative treatment and 

comfort care. However, there is growing recogni-

tion that palliative care is needed from diagnosis 

through the process of dying (Foley, 2001). To 

reiterate, palliative care can be defined as: inter-

disciplinary care focused on the relief of suffering 

and improving quality of life; it removes any bur-

den of prognostication and the requirement of a 

terminal diagnosis (von Gunten & Romer, 1999).

The public’s lack of understanding related to 

the options available to dying patients and their 

families results in delayed access to hospice and 

palliative care services (Field & Cassel, 1997). 

Surveys consistently indicate patients prefer to 
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resolve the four identified areas of deficiency in 

palliative and end-of-life care. Change is occur-

ring in part because of the increased involve-

ment of 21st-century healthcare consumers in 

the issues related to quality of care, quality of 

life, advance care planning, and the burdens of 

caregiving (Berry, 2004).

Approximately 100 articles have been pub-

lished based on the findings of the SUPPORT 

study (1995). Implications of the data for future 

reform suggest that improved individual, patient-

level decision making may not be the most 

 effective strategy for improving end-of-life care. 

The SUPPORT investigators recommended 

most likely to relieve the distress (see Chapter 

10: Family Caregiving).

Although these barriers seem overwhelm-

ing, progress has been made since the release of 

the two seminal reports (Field & Cassel, 1997; 

SUPPORT Principal Investigators, 1995) 

brought the unfavorable conditions of dying 

persons in the United States to the forefront of 

the national healthcare agenda.

INTERVENTIONS  

The IOM report (Field & Cassel, 1997) made 

seven recommendations (see Table 22-3) to 

Table 22-3 Recommendations from the IOM Committee on Care at the End of Life

1. People with advanced, potentially fatal illnesses and those close to them should be able to expect and 
receive reliable, skillful, and supportive care.

2. Physicians, nurses, social workers, and other health professionals must commit themselves to improving 
care for dying patients and to using existing knowledge effectively to prevent and relieve pain and other 
symptoms.

3. Because many defi ciencies in care refl ect system problems, policymakers, consumer groups, and 
purchasers of health care should work with healthcare providers and researchers to:
a. Strengthen methods for measuring the quality of life and other outcomes of care for dying patients and 

those close to them
b. Develop better tools and strategies for improving the quality of care and holding healthcare 

organizations accountable for care at the end of life
c. Revise mechanisms for fi nancing care so that they encourage rather than impede good end-of-life care 

and sustain rather than frustrate coordinated systems of excellent care
d. Reform drug prescription laws, burdensome regulations, and state medical board policies and practices 

that impede effective use of opioids to relieve pain and suffering
4. Educators and other healthcare professionals should initiate changes in undergraduate, graduate, and 

continuing education to ensure that practitioners have the relevant attitudes, knowledge, and skills to care 
well for dying patients.

5. Palliative care should become, if not a medical specialty, at least a defi ned area of expertise, education, 
and research.

6. The nation’s research establishment should defi ne and implement priorities for strengthening the 
knowledge base for end-of-life care.

7. A continuing public discussion is essential to develop a better understanding of the modern experience of 
dying, the options available to dying patients and families, and the obligations of communities to those 
approaching death.

Source: Field, M. J., & Cassel, C. K. (Eds.). (1997). Approaching death: Improving care at the end of life. Committee on 
Care at the End of Life, Division of Health Care Services, Institute of Medicine (pp. 270–271). Washington, DC: National 
Academies Press.



and policy. Each domain is an area for an inter-

vention for improving end-of-life care and 

meeting the needs of palliative care patients and 

families. Palliative care interventions logically 

flow from goals of care. Therefore, the first step 

in palliative care is to establish the goals of care 

(Morrison & Meier, 2004). In the context of 

chronic, debilitating, and life-threatening ill-

ness, realistic and attainable goals of care that 

relieve pain and other symptoms, improve qual-

ity of life, limit the burden of care, enhance per-

sonal relationships, and provide a sense of 

control are crucial to the dying person and their 

families (Steinhauser et al., 2000).

Healthcare professionals must work with 

clients and their families to establish appropri-

ate goals of care (Vollrath & von Gunten, 2007). 

Using open-ended and probing questions may 

be helpful when interviewing the client 

(Morrison & Meier, 2004). Examples of possi-

ble questions are: “What makes life worth living 

for you?” “Given the severity of your illness, 

what are the most important things for you to 

achieve?” “What are your most important 

hopes?” “What are your biggest fears?” and 

“What would you consider to be a fate worse 

than death?” (Quill, 2000).

Goals of care are dynamic across the tra-

jectory of a disease (EPEC Project, 2004; Quill, 

2000). Meier, Back, and Morrison (2001) 

describe some of the warning signs of ineffec-

tive or contradictory goals as: frequent or 

lengthy hospitalizations, physician feelings of 

frustration, anger or powerlessness, and feelings 

of caregiver burden.

Assessment and Treatment 
of Symptoms

A core principle of palliative care is comprehen-

sive care that includes the relief of pain and other 

symptoms (Steinhauser et al., 2000). Effective 

system-level innovations and quality improvement 

in routine care as potentially effective strategies 

for change (Lynn et al., 2000; Lynn, Schuster, 

Wilkinson, & Simon, 2008).

Interventions for palliative care must relate 

to the domains of its science and practice. 

Researchers (Emanuel & Emanuel, 1998; 

Steinhauser et al., 2000; Teno, 2001) and profes-

sional organizations such as the NHPCO (2006) 

and the American Geriatrics Society (Lynn, 

1997) have published standards of care as well as 

philosophical or conceptual frameworks describ-

ing proposed domains of end-of-life care (Ferrell, 

2004).

Recognizing a need for clarity in the defini-

tions of key concepts or domains of end-of-life 

care and a framework for advancing research 

and practice, the NCPQPC (2009) developed the 

following domains:

Domain 1: Structure and processes of care

Domain 2: Physical aspects of care

Domain 3: Psychological and psychiatric 

aspects of care

Domain 4: Social aspects of care

Domain 5: Spiritual, religious, and existential 

aspects of care

Domain 6: Cultural aspects of care

Domain 7: Care of the imminently dying 

patient

Domain 8: Ethical and legal aspects of care

As described earlier in this chapter, the sec-

ond edition of the clinical guidelines was 

released in 2009 and will continue to be revised 

to reflect changes over time in the professional 

practice, education, evidence base, and health-

care system related to palliative care.

Determining Goals of Care

The domains identified by the NCPQPC guide 

decision making regarding research, practice, 
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Care (2004), assessment and management of 

symptoms have been studied most thoroughly in 

clients with cancer. Clients with other life-limit-

ing illnesses, such as CHF, have their own chal-

lenges. Regardless of the diagnosis, there are 

symptoms common to advanced disease. These 

common symptoms include anorexia and 

cachexia, anxiety, constipation, depression, 

delirium, dyspnea, nausea, and pain (Morrison 

& Meier, 2004). It is beyond the scope of this 

chapter to describe in detail the assessment and 

management recommendations for these symp-

toms; however, there are numerous resources in 

the literature with specific protocols and inter-

ventions, including the AGS Panel on Persistent 

Pain in Older Persons (2002); Block (2000); 

Casarett and Inouye (2001); Luce and Luce 

(2001); and Strasser and Bruera (2002).

Palliative care is needed across the life-

span, and assessments and interventions should 

be tailored to the specific population served. 

Often the literature categorizes adults as a 

homogenous group needing palliative care. 

Experts in gerontology, however, are calling for 

recognition of the unique palliative care needs 

of older adults (Cassel, 2003). Amella (2003) 

described the common goal of helping clients 

experience the best quality of life as the touch-

stone for collaboration between geriatric and 

palliative care nurse specialists. Symptoms of 

illness and dying may appear differently, for 

longer periods, and in greater numbers in older 

adults (Amella, 2003). Pain, confusion, dys-

pnea, fatigue, satiety and anorexia, gastrointes-

tinal distress, infection and fever, and fears and 

depression are symptoms that can present dif-

ferently in older adults.

At the other end of the lifespan, initiatives 

are underway that address palliative care in chil-

dren. In 2003, the IOM released its report, When 

symptom management begins with a thorough 

assessment. Research findings support the prac-

tice of routine and standardized symptom assess-

ment with validated instruments (Morrison & 

Meier, 2004). Benefits attributed to routine 

assessments include identification of overlooked 

or unreported symptoms (Bookbinder et al., 

1996; Manfredi et al., 2000). Dissemination and 

increased use of the same validated instruments 

will facilitate the comparison of findings across 

practice settings and research studies. The Center 

to Advance Palliative Care (CAPC) (www.capc.

org) and Brown University’s Center for 

Gerontology and Health Care Research provide 

access to clinically useful instruments through 

their respective websites. Brown’s website fea-

tures a tool kit of instruments to measure end-of-

life care (www.chcr.brown.edu/pcoc/toolkit.htm).

The nursing assessment of clients who are 

receiving palliative care is the same as a standard 

nursing assessment. However, the palliative care 

assessment focuses on enhancing the client’s 

quality of life. Ferrell’s (1995) quality-of-life 

framework is useful in organizing the assessment 

according to four domains: physical, psychologi-

cal, social, and spiritual well-being. Based on the 

changing needs of clients and families across the 

trajectory of the chronic illness, quality of life 

should be assessed four times: 1) at the time of 

diagnosis; 2) treatment, post-treatment; 3) long-

term survival or terminal phase; and 4) active 

dying. A comprehensive assessment serves as 

the foundation for goal setting, developing a plan 

of care, implementing interventions, and evalu-

ating the outcomes and effectiveness of care 

(Glass, Cluxton, & Rancour, 2001).

The prevalence and symptom burden for 

clients at the end of life is high. According to the 

NIH National Institutes of Health State-of-the 

Conference Statement: Improving End-of-Life 



(Teno et al., 1997). Morrison and Meier (2004) 

suggest that as the number of advance directives 

increase, more consumers and healthcare pro-

fessionals will become familiar with the docu-

ments, thus improving their effectiveness.

However, current literature suggests that the 

focus of advance-care planning should shift to 

determine an acceptable quality of life and goals 

of care (Fried, Bradley, Towle, & Allore, 2002; 

Meier & Morrison, 2002). This type of discus-

sion is the crucial element, not the mere comple-

tion of the forms. Consumers and healthcare 

professionals can use a variety of resources such 

as the Caring Conversations Program developed 

through the Center for Practical Bioethics 

(2011). Workbooks can be purchased that help 

families discuss their values and wishes regard-

ing medical treatment if they cannot speak for 

themselves. It is also important to be aware of 

each state’s required documents and process for 

the completion of advance directives. The pro-

cess and forms vary from state to state. The 

names of the documents may also vary. The 

basic two forms are: 1) power of attorney for 

health care (this document appoints an agent or 

proxy who becomes the decision maker when 

the client can no longer do so) and 2) directive to 

physician (living will; this document gives direc-

tion to a physician regarding what type of care/

procedures are wanted or not wanted—for 

example, artif icial nutrition, hydration, or 

mechanical ventilation—if the individual cannot 

speak for him- or herself).

Psychosocial, Spiritual, 
and Bereavement Needs

Psychosocial, spiritual, and bereavement care 

are key components of palliative care. Pro-

fessional and accrediting bodies such as The 

Children Die: Improving Palliative and End-of-

Life Care for Children and Their Families (Field 

& Behrman, 2003). The report identified chal-

lenges that can be used to focus efforts and 

resources to improve palliative care for children 

and their families (see Table 22-4). Many palli-

ative care textbooks are now including chapters 

addressing pediatric palliative care (Ferrell & 

Coyle, 2006, 2010).

Advance Directives

Following the establishment of the goals of care, 

the next logical intervention is the completion of 

advance directives. Goals of care reflect the 

 values, beliefs, and culture of the person with a 

serious, life-threatening illness. Numerous 

 studies (Miles, Koepp, & Weber, 1996) report 

that most people do not have advance directives 

and that the documents that do exist are ineffec-

tive in improving communication between cli-

ents and their physicians (Morrison & Meier, 

2004). Other authors report that advance direc-

tives are ineffective related to the decision mak-

ing  relative to cardiopulmonary resuscitation 

Table 22-4 Four Basic Challenges to 
Improve Pediatric Palliative Care

1. Children should have care that is focused on 
their special needs and the needs of their 
families.

2. Health plans should make it easier for children 
and families to get palliative care.

3. Healthcare professionals should be trained to 
give palliative care to children.

4. Researchers should fi nd out more about what 
care works best for children.

Source: Field, M. J., & Behrman, R. E. (Eds.). (2003). 
When children die: Improving palliative and end-of-life 
care for children and their families. Washington, DC: 
National Academies Press.
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inventory) (Chochinov, 2011, p. 354). The model 

serves as the basis for the psychotherapeutic inter-

vention, dignity therapy. In dignity therapy, dying 

patients are interviewed about aspects of their life 

that they would like recorded and remembered. 

The interviews are transcribed and edited to read 

“like well-honed narratives.” The narratives are 

returned to the patient and ultimately given to the 

patient’s loved ones. Chochinov reported that 76% 

of the 100 patients in a clinical trial of the dignity 

therapy intervention reported a sense of height-

ened dignity, and 91% were satisfied with the 

intervention (Chochinov et al., 2005). Ninety-five 

percent of the family members of the dignity ther-

apy participants reported that they would recom-

mend dignity therapy for other patients and 

families faced with a terminal illness; 77% would 

continue to use the recorded narratives as a source 

of remembrance and comfort (McClement et al., 

2007). These researchers acknowledge that dig-

nity-conserving care must be validated in diverse 

populations. However, they urge that the concept 

of “conserving dignity in end-of-life care should 

become part of the palliative care lexicon and the 

overarching standard of care for all patients near-

ing death” (Chochinov, 2011, p. 359).

Culture and Palliative Care

Culture is a defining component of the human 

experience. Each individual’s culture provides the 

sense of security, belonging, and guidelines 

regarding how to live and die (ELNEC, 2009b). 

Cultural diversity refers to differences between 

people based on shared teachings, beliefs, cus-

toms, language, and so forth, which influence an 

individual’s and family’s response to illness, 

treatment, death, and bereavement (Showalter, 

1998). Despite the enormous differences among 

individuals, an understanding of common 

Joint Commission require documentation of 

spiritual assessments of patients. Members of 

interdisciplinary palliative care teams assess and 

intervene to meet the spiritual and psychosocial 

needs of clients and their families. Bereavement 

support is part of the follow up after an individ-

ual dies. Research demonstrates that family 

members with spiritual and psychological dis-

tress are more likely to experience an extended 

or complicated grief and bereavement process 

(McClain, Rosenfield, & Breitbart, 2003).

The act of acknowledging spiritual distress 

can be an intervention. However, a common lan-

guage and mutual comfort must be present for a 

meaningful exchange to occur (Chochinov, 

2004). Helping clients die with dignity is a basic 

tenet of palliative care. Empirical work with 

dying clients found that the paradigm of dignity, 

which includes matters of spirituality, meaning, 

purpose, and other psychosocial issues related 

to dying, included acceptable language and top-

ics for discussion (Chochinov et al., 2004). This 

work is adding to the growing empirical evi-

dence that palliative care is more than symptom 

management and must include the spiritual, 

psychosocial, and existential concerns. It must 

be person centered and maintain a person’s dig-

nity through his or her last breath of life.

Chochinov and associates developed a dig-

nity-conserving model and interventions based on 

the analysis of 50 qualitative interviews of patients 

with advanced cancer. The interviews were con-

ducted in order to understand the patients’ percep-

tions of dignity. The dignity-conserving model of 

care consists of three areas of influence on a per-

son’s perception of dignity: 1) influences stem-

ming directly from the illness, 2) influences from 

the person’s psychological and spiritual resources 

or self (dignity-conserving repertoire), and 

3) environmental influences (social dignity 



culturally sensitive care originally developed by 

the Council on Social Work Education (CSWE) 

Faculty Development Institute in 2001, as cited 

in Sherman (2004).

An example of the cultural beliefs of Hispanic 

Americans (Latinos) that may impact palliative 

care for this population follows. Hispanics from 

Mexico, Puerto Rico, and Central and South 

America all have distinct cultures. However, many 

non-Hispanics use the frequently shared language 

(Spanish) or religion (Catholicism) to group these 

clients together.

Sullivan (2001) identif ied Latino views 

regarding end-of-life care using focus groups as 

the method of data collection. The focus groups 

were conducted in Latino communities. The 

Latino participants believed that they could not 

communicate effectively with healthcare provid-

ers because of language barriers, and they did 

not understand the concept of informed consent 

even with the use of interpreters. Latinos believe 

it is the responsibility of the family to care for 

their relatives and not send them away to nursing 

homes. Consequently, these participants did not 

want to die in nursing homes. Most of the par-

ticipants were unaware of hospice services or 

had inaccurate information. Religious beliefs, 

primarily reliance on God, and fatalism were 

critical components of their decision making 

regarding end-of-life care. Racial discrimination 

and cultural insensitivity were perceived by 

many of the participants.

Several beliefs in the Hispanic culture can 

influence the experience of palliative care for 

individuals. Many Hispanic families will assume 

the responsibility of caring for their dying mem-

ber at home based on their belief in strong family 

support, including extended family members. 

The dying member is protected from the prog-

nosis. A major challenge to thorough pain 

cultural characteristics is helpful in providing 

culturally sensitive and effective care (Kemp, 

1999). It is beyond the scope of this chapter to 

describe all the cultural perspectives of individual 

populations regarding dying, death, and bereave-

ment. However, it is important to be aware of the 

principles of culturally sensitive care to provide 

quality palliative care for clients and their 

 families. Table 22-5 outlines 10 principles of 

Table 22-5 Principles of Culturally 
Sensitive Care

Healthcare providers should:

1. Be knowledgeable about cultural values and 
attitudes

2. Attend to diverse communication styles
3. Ask the patient for his/her preferences for 

decision making early in the care process
4. Recognize cultural differences and varying 

comfort levels with regard to personal space, 
eye contact, touch, time orientation, learning 
styles, and conversation styles

5. Use a cultural guide from the palliative care 
patient’s ethnic or religious background

6. Get to know the community, its people, and its 
resources available for social support

7. Create a culturally friendly physical environment 
(e.g., decorate facilities with artwork or pictures 
valued by the cultural groups to whom care is 
most commonly provided)

8. Determine the acceptability of patients being 
physically examined by a practitioner of a 
different gender

9. Advocate for availability of services, accessibility 
in terms of cost and location, and acceptability 
of services that are compatible with cultural 
values and practices of the person served

10. Conduct a self-assessment of the healthcare 
provider’s own beliefs about illness and death

Source: Adapted from Council on Social Work Education 
(CSWE) Faculty Development Institute, 2001 as cited in 
Sherman, D. W. (2004). Cultural and spiritual backgrounds 
of older adults. In M. L. Matzo & D. W. Sherman (Eds.), Ge-
rontologic palliative care nursing (p. 11). St. Louis: Mosby.
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Physicians have a parallel program to 

ELNEC: The EPEC Project, Education on 

Palliative and End-of-Life Care. However, the 

mission of EPEC is to educate all healthcare 

professionals on the essential clinical competen-

cies in palliative care. Conferences using the 

Train-the-Trainer methodology are also used. In 

addition, the entire curriculum is available 

online (see www.epec.net). Another useful 

resource for healthcare professionals is the End 

of Life/Palliative Education Resource Center 

(www.eperc.mcw.edu). Its purpose is advancing 

end-of-life care through an online community of 

educational scholars. Case studies, presenta-

tions, and articles are a few of the resources 

available. At this website there is access to a pal-

liative care blog: Pallimed: A Hospice and 

Palliative Medicine Blog (www.pallimed.org). 

The site has a main page for discussion and 

posts, an arts page (i.e., book reviews related to 

hospice and palliative medicine topics) and a 

page of case studies for discussion.

Research

The continued evolution of palliative care to 

meet the needs of an aging population rests in 

part on research. These needs include interven-

tions to manage the symptoms and distress of 

chronic illness. However, the knowledge base to 

support symptom management, communication, 

and decision-making skills and models for the 

delivery of palliative care are inadequate. The 

National Palliative Care Research Center 

(NPCRC; see www.npcrc.org) was developed in 

direct response to this need, consistent recom-

mendations from multiple IOM reports, and the 

National Institutes of Health State-of-the 

Conference Statement: Improving End-of-Life 

Care (2004)—which called for the development 

assessment in palliative care is the reluctance of 

Hispanics to acknowledge, report, or describe 

pain. Stoicism is highly regarded. However, 

moaning is acceptable but cannot serve as a 

valid indicator of the severity of pain (Kemp, 

1999). Although death is an adversity, funerals 

are an integral part of family life, lasting several 

days. They hold a belief in the afterlife. The Day 

of the Dead is celebrated in November on the 

same day that All Souls Day is celebrated in the 

Catholic religion. Day of the Dead is a day of 

celebration with special foods and decorating 

of the graves.

Education for Healthcare 
Professionals

The AACN and City of Hope National Medical 

Center received major funding from the Robert 

Wood Johnson Foundation for the development 

and dissemination of the ELNEC Curriculum 

(2011). Versions for baccalaureate, graduate, 

continuing education/in-service, pediatric, 

oncology, and geriatric nurses and nurse educa-

tors have been developed with Train-the-Trainer 

methodology utilized. A quarterly newsletter 

“ELNEC Connections” is sent to all ELNEC 

trainers. The newsletter provides updates, ongo-

ing resources, and project ideas from the 

ELNEC staff as well as trainers throughout the 

country. Collegial sharing is in the spirit of 

improving and disseminating the science and art 

of palliative care nursing. One of the outcomes 

of the project was the award-winning series of 

palliative care articles that ran every other 

month in the American Journal of Nursing from 

August 2004 through December 2006, which 

included 17 articles. ELNEC celebrated its 10th 

anniversary with its 78th national ELNEC 

Summit in January 2011.



sources of caregiver burden; 6) reevaluating ser-

vice delivery, 7) adapting research methodolo-

gies specif ically for palliative care, and 8) 

increasing the number of geriatricians trained in 

palliative care research (Goldstein & Morrison,  

2005, p. 1594).

As we build the science supporting the 

practice of palliative care, the question becomes 

whether the research, education, and clinical 

interventions already funded to improve care 

for individuals with life-limiting or terminal ill-

nesses were effective. Measuring the effective-

ness of palliative care is a challenge that 

requires both prospective and retrospective 

studies (Steinhauser, 2004). Four challenges 

exist related to outcome measurement in pallia-

tive care:

• End of life is a complex multidimensional 

experience in which understanding of the 

interrelatedness of domains is unclear.

• The period “end of life” is ill-defined.

• Both patient and family are the unit of care, 

yet little is known about the correlations 

between the trajectories of their experi-

ences.

• Patients, the primary focus of care, are often 

unable to communicate in their last days or 

weeks, rendering their subjective experience 

unable to be evaluated. (Steinhauser, 2004, 

p. 33) 

Palliative Care and Genomics

The sequence of the human genome was com-

pleted in April 2003. Advances in technology 

now allow the exploration of genetic material 

ranging from genetic screening to genomic-based 

therapies (Conley & Tinkle, 2007). The genetic 

risk for many diseases, such as Huntington’s dis-

ease, can be determined, but there is no cure yet 

of a prioritized research agenda, researchers 

committed to palliative care research, and a 

developing new generation of palliative care 

researchers. NPCRC’s initial funding of research 

grant proposals occurred in 2007. The NPCRC is 

located in New York City and receives direction 

and technical assistance from the Mount Sinai 

School of Medicine. It also works closely with 

the CAPC (www.capc.org).

The NHPCO developed a Research Agenda 

in 2004 to guide researchers in developing the 

scientific knowledge to support hospice and pal-

liative care. The broad topics include improving 

access to hospice and palliative care, improving 

the quality of hospice and palliative care, and 

improving the conduct of research in hospice 

and palliative care. According to the NHPCO 

strategic plan for 2010–2012, one of its objec-

tives is to update the 2004 agenda by defining 

and disseminating a comprehensive research 

agenda for end-of-life care that will guide future 

doctoral dissertations, academic, and other for-

mal types of research (NHPCO, 2010).

Goldstein and Morrison (2005) called for a 

new research agenda for geriatric palliative care. 

Their premise, based on the NIH (2004) and 

IOM (Field & Cassel, 1997; Cleeland, 2001) 

reports, was that the evidence base for palliative 

care in older adults is sparse. Adults 75 years or 

older with comorbidities and noncancer diagno-

ses have repeatedly been excluded from pallia-

tive care research. Their proposed research 

agenda for palliative care in geriatrics includes 

the following: 1) establishing the prevalence of 

symptoms in patients with chronic disease, 2) 

evaluating the association between symptom 

treatment and outcomes, 3) increasing the evi-

dence base for symptom treatment, 4) under-

standing patients’ psychological/spiritual 

well-being and quality of life, 5) elucidating 
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including those in palliative, care understand the 

impact of genotypic variation on the therapeutic 

effect and adverse effects of medications. The 

cytochrome P450 system is an example. A spe-

cific cytochrome enzyme, CYP2D6, converts 

codeine to morphine. Genotypic variants of the 

CYP2D6 enzyme in 5–10% of the population 

results in too little or no CYP2D6 enzyme pro-

duced. Therefore, these individuals cannot change 

codeine into morphine and have little or no anal-

gesic relief with codeine or codeine-derivative 

medications (e.g., hydrocodone, oxycodone, ethyl-

morphine, and dihydrocodeine) (Howe & Eggert, 

2007; Meyer, 2000; Prows, 2004).

Scientists discovered genetic variations in 

the gene that plays a major role in an individual’s 

initial sensitivity to warfarin treatment (Schwarz 

et al., 2008). Members of the NIH Phar-

macogenetics Research Network found that 

these variations explain why some patients 

require a higher or lower dose to reach the thera-

peutic benefit of the drug. The U.S. Food and 

Drug Administration (FDA) now recommends 

genetic testing to assist in the quick and precise 

determination of optimal warfarin doses. These 

are just two examples that illustrate the impact of 

pharmacogenomics in providing safe and effec-

tive care regardless of the trajectory of illness.

In palliative care, the client and the family 

are the unit of care. However, what is the impact 

of a family’s health history? Is the client who is 

receiving palliative care worried about an illness 

that may be transmitted to other family mem-

bers? Are family members concerned that they 

may be carriers of an incurable disease? The 

U.S. Surgeon General spearheaded the Family 

History Initiative. Family history is the best 

inexpensive, noninvasive genetic test available 

(http://familyhistory.hhs.gov). Many diseases 

“run in families.” Detailed family histories allow 

available (Heitkemper & Bond, 2003). How does 

this apply to hospice and palliative care? This 

discussion focuses on three connections between 

palliative care and genomics: pharmacogenom-

ics, family history, and nurse competencies in 

genetics and genomics. See Table 22-6 for defi-

nitions of terms used in this section.

Pharmacogenetics (role of inheritance in the 

individual variation in drug response) has con-

verged with knowledge from the sequencing of the 

human genome resulting in pharmacogenomics 

(effect of DNA sequencing on the effect of a drug; 

science combining pharmacology and genomics) 

(Weinshilboum, 2003). Medications are a major 

intervention for symptom management in pallia-

tive care. It is important that physicians and nurses, 

Table 22-6 Defi nition of Terms Related 
to Genetics and Genomics

Allele—An alternative form of a gene

Genetics—The study of individual genes and 
their impact on relatively rare single gene 
disorders (Guttmacher & Collins, 2002)

Genomics—The study of the functions and 
interactions of all the genes in the genome, 
including their interactions  with environmental 
factors (Guttmacher & Collins, 2002)

Genotype—A person’s genetic makeup as 
refl ected by his or her DNA sequence

Pharmacogenetics—The study of genetic 
factors that infl uence an organism’s reaction 
to a drug (Howe & Eggert, 2007)

Pharmacogenomics—The study of how an 
individual’s genetic inheritance affects the 
body’s response to drugs (Howe & Eggert, 
2007)

Phenotype—The clinical presentation or 
expression of a specifi c gene or genes, 
environmental factors, or both (Guttmacher & 
Collins, 2002)



It may seem strange to some readers to find a 

section of this chapter on genomics and pallia-

tive care, but palliative care is not practiced in a 

vacuum. Nurses must be aware of the advances 

in science that impact the health of clients and 

their families prior to interacting with them. The 

advances in the science of comfort and the art of 

caring must converge to improve the quality of 

life for those with life-limiting or terminal ill-

ness.

OUTCOMES  

Outcomes research in palliative care continues 

to develop. There is consensus about the broad 

domains related to end of life: physical or psy-

chosocial symptoms, social relationships, spiri-

tual or philosophical beliefs, hopes, expectation 

and meaning, satisfaction, economic consider-

ations, and caregiver and family experiences. 

Quality of life is also considered an outcome, 

but quality of life needs a clearer definition and 

consistent measurement in order to strengthen 

the relationship.

The CAPC has identified major outcomes 

of  palliative care (www.capc.org),  including: 

1) relief of pain and other distressing symp-

toms; 2) clear communication and decision 

making regarding goals of care and develop-

ment of treatment plans; 3) completion of 

 life-prolonging or curative treatments; and 

4) increased patient and family satisfaction. 

The next steps in palliative care are to develop 

the science, the care delivery systems, and the 

instruments to deliver and evaluate the out-

comes of quality palliative care.

Morrison (2005) eloquently described the 

progress of the palliative care movement in the 

United States as well as the next steps that need 

individuals at risk to be identified and to imple-

ment disease-prevention strategies. Patterns of 

inheritance may be sources of guilt in persons 

with advanced disease or concerns of bereaved 

individuals. The current palliative literature does 

not yet discuss these types of concerns.

What is the role of palliative care for indi-

viduals diagnosed with genetic diseases? How 

can palliative care providers help those diag-

nosed with the genotype for a terminal disease 

that is not yet expressed? Huntington’s disease 

is such an example. These individuals would 

benefit from the support of palliative care. The 

HPNA along with 48 other professional nursing 

organizations have endorsed the Genetic and 

Genomic Nursing Competencies (http://www

.genome.gov/pages/careers/healthprofessionale-

ducation/geneticscompetency.pdf). Regardless 

of specialty and setting, all nurses need to 

understand that all diseases have a genetic and 

genomic component. Patients and their families 

may turn to the nurse seeking genetic and 

genomic information involved in the prevention, 

screening, diagnostics, prognostics, and selec-

tion of and effectiveness of treatment. Within 

the context of hospice and palliative care, 

requests for this information may occur during 

bereavement and thus add another layer of com-

plexity to the grief process. The following are 

two examples of the competencies relevant to 

the preceding discussion:

1. Domain: Professional Responsibility. 

Incorporate genetic and genomic technolo-

gies and information into RN practice

2. Domain: Professional Practice. Demon-

strates an understanding of genetics/genom-

ics to health, prevention, selection of 

treatment, monitoring of treatment effec-

tiveness. (Consensus Panel, 2006) 
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to be taken to continue to meet the needs of an 

aging population:

As we look at the growth and development 
of the field of palliative care in the United 
States, we have moved from recognition of a 
public health crisis (poor quality of life for 
clients with serious illness and their fami-
lies), to identifying the system and care 
gaps that result in this compromised quality 
of life (inadequate assessment and treatment 
of pain and other symptoms, disjointed and 
unclear goals of care, poor transition man-
agement), to developing interventions (pal-
liative care education at all levels of 
professional training, creation of hospital-
based palliative care teams) to address these 
care and system gaps. What is now needed 
is comprehensive and rigorous research to 
evaluate the effect of well-delineated and 
generalizable palliative care structures and 
process on important clinical and utilization 
outcomes to guide the further development 
of the field. (p. 14) 

Evidence-Based Practice BoxEvidence-Based Practice Box

Metastatic non-small cell lung cancer is 

a debilitating disease with a high symp-

tom burden, poor quality of life, and a 

prognosis of death within a year of diag-

nosis. The purpose of this study was to 

examine the effect of early palliative care 

given simultaneously with standard 

oncologic care on patient-reported out-

comes among patients with metastatic 

non-small cell lung cancer in an ambula-

tory care setting.  A randomly assigned 

sample of 151 patients (power of 80% 

and effect size of 0.5 SD required 120 

patients; to account for loss of any par-

ticipants, an additional 30 were enrolled 

in the study). Patient-reported measures 

included health-related quality of life as 

measured by the Functional Assessment 

of Cancer Therapy-Lung (FACT-L) Scale. 

This scale assesses multiple dimensions 

of quality of life including physical, 

functional, emotional, and social well-

being. Mood was measured with the 

Hospital Anxiety and Depression Scale 

(HADS)  and  the  Pa t i en t  Hea l th 

Questionnaire 9 (PHQ-9). The patients’ 

use of health services and end-of-life 

care were collected from the electronic 

medical record.

The patients receiving early pallia-

tive care met with a member of the 

 palliative care team within 3 weeks of 

enrollment in the study and at least 

monthly in the outpatient setting until 

death. Guidelines for the palliative care 

visits were adopted from the NCPQPC 

and were part of the study protocol. 

Standard care patients did not meet with 

members of the palliative care team 

unless specif ically requested by the 

patient, family, or oncologist. All partici-

pants in the study continued to receive 

routine oncologic care.

These two groups were well matched, 

and there were no significant differences 

in their demographic characteristics. 

Participants receiving early palliative care 

had an average of four visits within the 

first 12 weeks of the study. Comparing 

the quality of life scores at 12 weeks 

found that the patients assigned to early 



palliative care had significantly higher 

scores than the standard care group. 

Depression scores in the palliative care 

group were also significantly lower at 

12 weeks. Patients assigned to the stan-

dard care only group received more 

aggressive end-of-life care and had less 

documentation regarding their resuscita-

tion preferences in their electronic 

 medical records.

This study clearly demonstrated the 

effect of palliative care when provided 

from the time of diagnosis through death 

for advanced lung cancer: prolonged sur-

vival by 2 months and improved quality 

of life and mood. The authors of the study 

hypothesized that improvements in qual-

ity of life and mood may account for the 

increased survival, a benefit of early pal-

liative care.

Source: Temel, J. S., Greer, J. A., Muzi-

kansky, A., Gallaher, E. R., Admane, S., 

Jackson, V. A., et al. (2010). Early pallia-

tive care for patients with metastatic 

non-small cell lung cancer. New England 

Journal of Medicine, 363, 733–742.

Discuss the differences in the definitions 

of palliative care listed in Table 22-1.

Describe how the goals of care might dif-

fer for an 85-year-old man diagnosed 

STUDY QUESTIONS

with heart failure (HF) at the time of 

diagnosis and goals of care in an 

advanced stage of the illness.

Explain the following statement: Hospice 

care is palliative care but not all pallia-

tive care is hospice care.

List the domains of end-of-life care devel-

oped by the NCPQPC.

Identify barriers to palliative care for an 

individual with a serious, life-limiting 

illness.

Identify the components of Ferrell’s 

framework/model for quality of life.

What is your vision of palliative care?

Discuss how stoicism may impact pallia-

tive care for a Latino grandmother?

List three online resources to use to con-

tinue your education in palliative 

care.

Go online and find support information 

appropriate for the family caregiver of a 

palliative care patient.

Describe how you could you use Nolan 

and Mock’s (2004) Integrity of the 

Person: A Conceptual Framework for 

End-of-Life Care as an organizing 

framework in your clinical practice.

Identify two nurse competencies in genet-

ics and genomics.

Discuss how pharmacogenomics can help 

relieve the pain for future patients 

receiving hospice care.

How would palliative care assist a man 

diagnosed with Huntington’s disease?

Discuss your vision for integrating 

genomics into palliative care.

Study Questions (Cont.)
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healthcare delivery system by influencing the pol-

icymaking process. To have an impact on patient 

care and nursing practice, nurses should be able 

to: 1) assess and understand current health poli-

cies, 2) identify the strengths and limitations of 

healthcare policies, and then 3) act to influence 

changes in health policy to improve care for 

patients with chronic illnesses and conditions and 

their caregivers.

Health Policy Defined

Policy has been defined as the “choices society, 

segments of society, or organizations make 

regarding its goals and priorities and the ways it 

will allocate its resources to attain those goals” 

(Mason, Leavitt, & Chaffee, 2007, p. 3). Policy is 

never static; it is continuously influenced by cul-

tural, political, and financial factors in the envi-

ronment (Chopoorian, 1986). The U.S. healthcare 

delivery system is influenced by a complex mix 

of private- and public-sector policies. Private-

sector policies are decisions made by executives 

at private entities, such as private insurance com-

panies and pharmaceutical companies, whereas 

INTRODUCTION  

For individuals with chronic illness, access to 

high-quality healthcare services that are safe, 

effective, patient centered, timely, eff icient 

(affordable), and equitable is critical. Although 

many Americans receive high-quality healthcare 

services, others receive care that is substandard 

(The President’s Advisory Commission on 

Consumer Protection and Quality in the Health 

Care Industry, 1998). Much of the work that 

healthcare professionals perform and experience 

as they deliver care to patients is influenced by 

laws, regulations, and other policies. For exam-

ple, policy affects the availability of affordable 

health insurance for individuals and families, 

coverage of home health care, outpatient ther-

apy, and durable medical equipment. Further, 

changes in health policy can positively or nega-

tively affect access to the healthcare delivery 

system and the quality of care delivered. 

Increasingly, nurses are expected to have 

knowledge of key health policy issues and the 

policy development process. This knowledge is 

fundamental for nurses who want to improve the 

Health Policy
The purpose of the healthcare system must be to continuously reduce the impact and burden of

 illness, injury, and disability and to improve the health and functioning of the people of the

 United States.

—The President’s Advisory Commission on Consumer Protection and Quality in the Health Care 

Industry: Final Report, 1998

Anne Deutsch and Betty Smith-Campbell
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Knickman, 2008; Sultz & Young, 2009). For most 

stakeholder groups, their perspective on key issues 

can be anticipated. For example, a key stakeholder 

group is patients, who tend to favor comprehen-

sive insurance coverage, high-quality healthcare 

delivery, and low out-of-pocket expenses and tend 

to oppose limited access to care and increased 

patient payments. A second key stakeholder group 

is providers, including individuals and entities, 

who tend to favor maintaining income, autonomy, 

and comprehensive coverage and tend to oppose 

limits on provider payments. Another key stake-

holder group is taxpayers, who tend to favor limits 

on provider payments and tend to oppose higher 

taxes. Regulators (government) are also a stake-

holder group and tend to favor disclosure and 

reporting by providers, cost containment, access 

to care, and high-quality health care, and tend to 

oppose provider autonomy. Another key stake-

holder group is employers, who tend to favor cost 

containment, administrative simplification, and 

the elimination of cost shifting, and tend to oppose 

government regulation. Pharmaceutical manufac-

turers, biotechnology companies, assistive tech-

nology vendors, and suppliers tend to favor 

comprehensive coverage and tend to oppose limits 

on provider payments, and private insurance com-

panies tend to favor business autonomy. Consumer 

organizations, such as the American Stroke 

Association and the Paralyzed Veterans Asso-

ciation, favor securing money for research and 

public education. 

PROBLEMS AND KEY ISSUES  

U.S. Health Care: A Fragmented 
System of Care

The United States does not have a national 

healthcare system or health insurance system. 

public health policy decisions are made within 

any of the three branches of government (the 

executive, legislative, or judicial branches) and at 

any level of government (federal, state, or local) 

(Longest, 2006). Examples of federal legislation 

include Medicare’s prescription drug program 

and funding to the National Institutes of Health 

to support research related to chronic diseases 

such as Alzheimer’s disease, stroke, arthritis, and 

diabetes. Local government examples include 

city or county governments restricting smoking 

in public buildings. State and local boards of 

health have policies that monitor water quality 

and provide minimum safety requirements for 

nursing homes and daycare centers. 

Health is determined by many factors, in-

cluding our genetic makeup, our physical envi-

ronment, our employment and home situations, 

our social environment, our behaviors, and 

access to healthcare services and the delivery of 

healthcare services. This chapter focuses pri-

marily on health policy related to the access to 

and delivery of healthcare services.

Major Stakeholders in the U.S. 
Healthcare Industry

An important feature of the U.S. healthcare deliv-

ery system is its large and diverse collection of 

stakeholders (Kovner & Knickman, 2008; Sultz & 

Young, 2009). Health policies can affect individu-

als with a common characteristic (e.g., nurses, the 

elderly, the disabled, the poor) or certain types of 

organizations (e.g., hospitals, skilled nursing facil-

ities [SNFs], health plans, biotechnology compa-

nies, or employers). A stakeholder group’s interest 

level and its support for or opposition to health 

policy changes vary by issue, and it is not uncom-

mon for some stakeholder groups to agree on one 

issue, but disagree on another issue (Kovner & 



to 26.8% (51 million) (Martinez & Cohen, 2010). 

More recently, an estimated 26 million adult 

workers who lost their jobs between 2007 and 

2010 reported that they bought or tried to buy a 

health plan in the individual market; more than 

one third (35%), or 9 million people, were turned 

down or charged a higher price because of a 

health problem.  It can be assumed that many of 

these health problems were chronic conditions 

(Collins, Doty, Robertson, & Garber, 2011). The 

Affordable Care Act of 2010 seeks to eliminate 

the increasing gap in health insurance coverage 

by making affordable coverage more accessible, 

including an expansion of the Medicaid program 

and a requirement that individuals obtain health 

insurance. Starting in 2014 no one will be charged 

a higher premium or denied coverage because of 

a preexisting health condition. 

Health insurance coverage does not always 

ensure access to care. As of 2007, there were an 

estimated 25 million underinsured adults in the 

United States, 60% more than the 16 million 

who were underinsured in 2003 (Schoen, 

Collins, Kriss, & Doty, 2008). There are often 

limitations on coverage for special services, 

such as behavioral health care, preventive care, 

long-term care, catastrophic illnesses or acci-

dents, and psychiatric care. Also, exclusions or 

waiting periods for illnesses or conditions may 

exist at the time the person enrolls in the health 

plan. Most health insurance plans also include 

copayments or deductibles to discourage over-

use of services and to reduce premium costs. 

Copayments and high deductibles can discour-

age some patients from seeking preventive care 

(e.g., immunizations, mammograms) and essen-

tial care for the management of a chronic condi-

tion. This is particularly a problem for people 

with a low income. Rising costs have become a 

major problem for insured people with chronic 

The prevailing value of individual choice over 

government care and a strong cultural belief that 

if one works hard enough, one should be able to 

support one’s self and one’s family imply that 

one should then be able to afford health care 

(Bellah, Madsen, Sullivan, Swidler, & Tipton, 

1985). In addition, current health policy is 

guided by society’s value that a competitive mar-

ket is the best way to provide healthcare services. 

Policymakers, with the approval of society, have 

agreed that some segments of the population 

need assistance, such as the elderly, the very 

poor, and the disabled. This has led to separate 

programs for the elderly and disabled (Medicare), 

the poor (Medicaid), and uninsured children 

(SCHIP—State Children’s Health Insurance 

Program). Policymakers have also agreed to 

reward, through healthcare coverage, those who 

have provided service to the nation (military and 

veterans), leading to another separate healthcare 

system (Veterans Affairs). The mix of privately 

and publicly funded healthcare coverage has 

given us a fragmented and complex healthcare 

system. To better understand this system, an 

overview of health insurance, including privately 

and publicly funded options, is discussed. 

Health Insurance

Most Americans under the age of 65 have private 

health insurance coverage through an employer, 

and almost all older adults receive coverage 

through Medicare. Medicaid and SCHIP provide 

insurance for millions of non-elderly, low-income 

people and children. However, program limits and 

gaps in employer coverage have resulted in many 

people not having health insurance. In 2010, 

22.7% of individuals under 65 (60.2 million peo-

ple) were uninsured for part of the past year, and 

this rate increased for adults 18 to 65 years of age 
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employees. One solution for employers has been 

to select managed care organizations (MCOs) for 

health insurance plans.

Managed Care Organizations

MCO generally refers to any non–FFS plan that 

attempts to contain costs and manage the deliv-

ery of care (KFF, 2004). Types of MCOs include 

health maintenance organizations (HMOs), pre-

ferred provider organizations (PPOs), and point 

of service (POS) plans. The percentage of per-

sons with MCOs has risen dramatically from 

27% in 1988 to 85% in 2010 (KFF & HRET, 

2010). With the increase of MCOs in the 1990s, 

many were hopeful that there would be a system 

to promote health and assist in preventing dis-

ease, and reduce costs. MCOs could help elimi-

nate inappropriate overutilization of services 

and also offer advantages in setting standard 

protocols by providing preventive healthcare 

services. Most experts agree that the main sys-

tem change MCOs, especially HMOs, have 

emphasized is that of controlling costs.  Average 

family annual premiums in 2010 were: MCO—

$4,357 per employee and $9,768 per employer; 

PPO—$3,823 per employee and $10,210 per 

employer; POS—$5,195 per employee and 

$8,018 per employer.

Consumer-Directed Health Plans

Politicians and employers have been advocating 

health savings accounts (HSAs), which are a 

component of consumer-directed health plans 

(CDHPs) or high-deductible health plans with 

savings options (HDHP/SO). The majority of 

covered workers (58%) in 2010 were enrolled in 

an HDHP/SO (KFF & KRET, 2010). HSAs 

have lower premiums, but higher deductibles 

and out-of-pocket spending limits. In 2010, the 

conditions. Nearly 40% of nonelderly adults 

with three or more chronic conditions had out-

of-pocket expenses and premiums exceeding 

5% of their income compared with 14% of those 

who had no chronic conditions (Cunningham, 

2009). 

Traditional or Conventional
Health Insurance

In the 1970s, the most common type of health 

insurance was a traditional fee-for-service (FFS) 

plan. Traditional health insurance plans generally 

allowed the insured person to choose a healthcare 

provider, and the healthcare provider made most 

healthcare decisions with minimal oversight by 

the insurance company. The covered services 

included acute care services, such as hospitaliza-

tion, medication, and medical equipment, with 

little or no emphasis on prevention, health mainte-

nance, or supportive healthcare services. This 

type of coverage typically included acute care ser-

vices and limited the services needed to prevent 

chronic conditions and long-term care services. 

The number of traditional or conventional plans 

have declined dramatically from 73% in 1988 to 

just 1% in 2010 (Kaiser Family Foundation [KFF] 

& Health Research and Education Trust [HRET], 

2010).

A major problem with the traditional FFS 

plans has been the lack of control on service use 

that led to high costs. Healthcare providers have 

few incentives to control costs. Therefore, insur-

ance premiums increased to cover the rising costs 

of services. Rising insurance costs have become a 

major issue for employers, who pay for some of 

the insurance premiums on behalf of employees. 

As the cost of providing insurance continues to 

rise above inflation, employers often look for less 

costly options to provide coverage for their 



Insurance for the Aged and Disabled (Pulcine & 

Hart, 2007). In 2010, Medicare provided health 

insurance coverage to 47 million people, of 

which 39 million were age 65 or older and 8 mil-

lion people with permanent disabilities who were 

younger than 65. With federal government 

spending estimated to be $3.6 trillion in 2010, 

the Medicare program accounted for 12% of the 

federal budget and 23% of the national health 

expenditures (KFF, 2010; Medicare Payment 

Advisory Commission, 2010). Medicare includes 

four parts:

• Part A: Hospital Insurance. The hospital 

insurance component includes coverage for 

inpatient hospital services, home health 

care (skilled care only), hospice care, and 

short-term stays in SNFs. Most Medicare 

beneficiaries do not pay a monthly pre-

mium for the hospital insurance plan but 

are responsible for a deductible ($1,100 in 

2010) for a hospital stay, a co-insurance for 

an extended hospital stay ($275 per day for 

days 61 to 90 in 2010) and co-insurance for 

extended SNF stays ($137.50 per day for 

days 21 to 100 in 2010). Medicare Part A is 

financed through the Hospital Insurance 

Trust Fund by taxes paid by employers and 

their employees.

• Part B: Supplemental Medical Insurance. 

The supplementary medical insurance pro-

gram covers physician, outpatient, home 

health, and preventive services. It is 

f inanced through the Supplementary 

Medical Insurance Trust Fund by federal 

taxes and monthly premiums paid by bene-

ficiaries (typically $110.50 in 2010).

• Part C: Medicare Advantage. The Medicare 

Advantage program allows beneficiaries to 

enroll in private health plans. Plans include 

average family HDHP deduction was $3,577 

(Claxton et al., 2010).

HDHP/SOs are insurance plans where 

financial incentives or disincentives are pro-

vided to the consumer or person to become 

more involved with purchasing their healthcare 

services. To enroll in an HSA, a consumer must 

be in an HDHP that meets certain requirements. 

For 2011, the U.S. Department of the Treasury 

(2010) defined a high-deductible health plan 

with an annual deductible that is not less than 

$1,200 for an individual or $2,400 for family 

coverage. Annual out-of-pocket expenses 

(deductibles, copayments, and other amounts, 

but not premiums) cannot exceed $5,950 for 

self-only coverage or $11,900 for family cover-

age. Supporters of these plans believe they will 

help individuals become more aware of their 

healthcare needs and, therefore, influence their 

decisions related to cost and quality of services. 

Opponents are concerned that individuals will 

not seek out preventive or needed healthcare 

services because of high cost. Research studies 

found enrollees of CDHPs are less satisf ied 

with their plans; spend significantly more of 

their income on out-of-pocket expenses; and 

often avoid, skip, or delay health care because of 

costs. People in these healthcare plans were also 

more aware of the cost of their care and consid-

ered the cost of care when deciding to use 

healthcare services when compared to enrollees 

of other plans (Fronstin & Collins, 2006). The 

results of these and other studies suggest that 

CDHPs/HSAs negatively affect people with low 

incomes and those with chronic illnesses.

Medicare

Medicare was implemented in 1965 through Title 

XVIII of the Social Security Act—Health 
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home health agency participating in Medicare.  

Therefore, if a nurse practitioner’s client with 

diabetes and congestive heart failure needed 

skilled nursing care for leg ulcers, the client 

would first have to be referred by a physician. 

Second, if the client could leave his or her home 

to obtain groceries from the store across the 

street but could not physically tolerate the half-

hour bus ride to the practitioner’s office, the cli-

ent would not be eligible to receive home health 

services through Medicare. It is important to 

note, especially for those with chronic illness 

and disabilities, that Medicare does not cover 

nursing home care.

Medicaid

Medicaid was an amendment to Title XIX of the 

Social Security Act in 1965 and was imple-

mented in 1966. Medicaid was established to 

provide health insurance to low-income families 

with dependents. Individual states define the pro-

gram, and it is jointly funded by federal and state 

governments. Medicaid covers a wide range of 

health and long-term care services, but because 

coverage by Medicaid is administered at the state 

level, coverage varies from state to state, and 

there are vast differences regarding who is eligi-

ble (Rowland & Tallon, 2004). In most states, 

adults who are not pregnant are usually not cov-

ered. To receive matching federal dollars, the 

state program must offer certain basic medical 

services, such as inpatient and outpatient hospital 

care and physician and family nurse practitioner 

services. Medicaid managed care and non–man-

aged care options are available. Some states 

require enrollment in a managed care plan. 

Covered services include long-term care, mental 

health care, and services and supports needed by 

individuals with disabilities. Medicaid covers 

comprehensive services for children. Medicaid is 

PPOs, provider-sponsored organization 

(PSOs), private FFS plans, high-deductible 

plans linked to medical savings accounts, 

and special needs programs (SNPs) for 

individuals who are dually eligible for 

Medicare  and Medicaid .  Medicare 

Advantage covers hospital and physician 

care, often includes prescription drug cov-

erage, and is an alternative to Part A, Part 

B, and Part D coverage.  The plans receive 

payments from Medicare Advantage to 

provide Medicare-covered benefits; it is 

not separately financed from Parts A, B, 

and D. Medicare Advantage enrollees gen-

erally pay the monthly Part B premium and 

often pay an additional premium directly to 

their plan (average was $56 per month in 

2010).

• Part D: Prescription Drug Benefit. The 

prescription drug benefit provides coverage 

for outpatient prescription drugs offered 

through private companies. Coverage var-

ies depending on the plan chosen. The pre-

scription drug benefit is financed through 

taxes, beneficiary premiums, and state pay-

ments for individuals with both Medicare 

and Medicaid coverage. 

Medicare services seem comprehensive 

and clearly defined; yet, as with all health insur-

ance programs, when assessing how a policy is 

implemented, either through specific laws or 

administrative regulatory policy, services are 

often found to be neither comprehensive nor 

clearly defined. For example, to receive home 

health care through Medicare, an individual 

must meet each of the following requirements: 

1) be confined to his or her home; 2) have a phy-

sician prescribe treatment; 3) need intermittent 

skilled nursing care, physical therapy, or speech 

therapy; and 4) receive services from a certified 



immunizations (e.g., hepatitis) or disabilities cre-

ated because of lack of treatment (e.g., hearing 

loss from otitis media). Early in 2009, President 

Obama signed into law the Children’s Health 

Insurance Program Reauthorization Act of 2009 

(CHIPRA) (Garner, 2009).  CHIPRA provides 

additional resources to states to cover more chil-

dren and women and expands the option for states 

to include low-income adults.

Costs, Access, and Quality

Costs

The increasing cost of delivering health care has 

been a challenge for policymakers for several 

decades. The national health expenditures repre-

sented 5.1% of U.S. gross domestic product 

(GDP) in 1960. In 2009, the percentage of GDP 

rose to 17.3% from 16.2% in 2008—the largest 

1-year increase since 1960 (Truffer et al., 2010). 

It is expected to be 19.3% of the GDP in 2012, 

which is almost one fifth of our GDP, and public 

spending is projected to account for more than 

half of all U.S. healthcare spending. The rising 

costs are attributed to many factors, including 

population growth, advances in healthcare tech-

nology, increased utilization of services, increas-

ing labor costs, and increases in the costs of 

pharmaceuticals and malpractice insurance. 

While almost everyone agrees that rising health-

care costs are a problem, the development of 

policies aimed at controlling costs is challeng-

ing, because one or more stakeholder groups 

may receive less money, and access to care may 

become more limited. Issues that have been pro-

posed to control costs include: managed care, 

use of information technology, evidence-based 

care, management initiatives, controlling pre-

scription drug costs, Medicare and Medicaid 

reform, using competition, fraud prevention and 

detection, and price controls.

the largest funding source for coverage of long-

term care, covering approximately 70% of all 

nursing home residents (The Kaiser Commission 

on Medicaid and the Uninsured [KCMU], 2010). 

Medicaid will cover services such as prescription 

drugs, eyeglasses, and hearing aids. Medicaid 

also covers those with disabilities and the elderly 

who are enrolled in Medicare, known as “dual 

eligibles,” but have incomes below a certain 

level. This limited coverage for low-income 

Medicare beneficiaries assists with premiums, 

deductibles, and coinsurance.

In 2007, Medicaid covered 59.4 million 

people (U.S. Department of Health and Human 

Services [USDHHS], 2011). Medicaid spending 

was approximately $339 billion in 2008. The 

Affordable Care Act is expected to provide cov-

erage for an additional 16 million people by 

2014 with eligibility reform, simplified enroll-

ment, improved access to care, and changes in 

financing (KCMU, 2010). By 2014, Medicaid is 

anticipated to include the majority of people 

younger than 65 with income up to 133% of the 

poverty level (KCMU, 2010). 

SCHIP: State Children’s Health 
Insurance Program

The Balanced Budget Act (BBA) of 1997 

expanded health insurance coverage to children 

through SCHIP. SCHIP was created to help states 

cover uninsured children who do not meet 

Medicaid eligibility requirements (KCMU, 2007). 

Similar to Medicaid, SCHIP is administered 

through states, and the type of program offered 

varies by state. As employer insurance coverage 

has declined, the rate of children who are unin-

sured has risen. Without health insurance, chil-

dren often do not receive care to prevent chronic 

conditions or illnesses such as complications 

from diseases that could have been prevented by 
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for individuals and populations increase the like-

lihood of desired health outcomes and are con-

sistent with current professional knowledge” 

(2006, p. 468), and the only way to know if 

healthcare quality is improving is to document 

performance using measures of quality. The term 

quality measure has been defined as the “quanti-

fication of the degree to which a desired health 

care process or outcome is achieved or the extent 

that a desirable structure to support health care 

delivery is in place” (p. 42). 

Quality measures (also known as quality 

indicators, performance measures, and perfor-

mance indicators) evaluate healthcare perfor-

mance in a manner that permits comparisons 

across facilities and across time. Uses of quality 

measures are public reporting, quality improve-

ment, and pay-for-performance activities (IOM, 

2006). The Centers for Medicare & Medicaid 

Services (CMS) and private-sector payers have 

been leaders in using quality measures for public 

reporting and pay for performance. Proponents 

of public reporting of quality information argue 

that it helps patients, referring physicians, and 

purchasers of health care make better, more 

informed choices about providers who offer the 

best care. Another use of quality measures is 

rewarding providers that demonstrate better qual-

ity of care based on performance data (i.e., pay-

for-performance programs). The Affordable Care 

Act expands the development of quality mea-

sures and pay-for-performance programs in post-

acute care settings.

Quality measures can include structure 

measures, process measures, and outcome mea-

sures (Donabedian, 2005). Structure measures 

document whether a particular mechanism or 

system is in place, process measures track per-

formance of a particular action, and outcome 

measures document the end results of care, such 

Access to Care

There are many reasons why individuals do not 

have equal access to healthcare services. The 

most common reason for reduced access to nec-

essary health services is the inability to pay for 

care (Sultz & Young, 2009). A growing number 

of people have no health insurance or are under-

insured, and when individuals and families are 

either uninsured or underinsured, they are: less 

likely to have a usual source of care outside the 

emergency room; often go without screenings 

and preventive care; often delay or forgo needed 

medical care; are sicker and die earlier than those 

who have insurance; and pay more for their care. 

This lack of access places a higher burden on 

those with chronic illness. In Great Britain, 

Canada, and The Netherlands, individuals state 

they rarely forgo needed medical care because of 

cost; yet in the United States, 54% of those with 

chronic diseases “had skipped medications, not 

seen a doctor when sick, or foregone recom-

mended care in the past year because of costs” 

(Schoen, Osborn, How, Doty & Peugh, 2009). 

More than 84% of individuals who are consid-

ered high users of the emergency room have 

chronic conditions (Peppe, Mays, Chang, Becker, 

& DiJulio, 2007). The Affordable Care Act seeks 

to address the issue of uninsurance, with some 

provisions already implemented and more signif-

icant ones due for implementation in 2014. 

There are many other individuals with lim-

ited access to care, particularly specialty care, 

because healthcare personnel and facilities are 

not close to where they live (e.g., rural locations), 

culturally acceptable, or capable of providing the 

type of care needed (Sultz & Young, 2009).  

Quality and Quality Measures

The Institute of Medicine (IOM) has defined 

quality as the “degree to which health services 



their own medical information and clinical 

knowledge. 

5. Evidence-based decision making. Patients 

should receive care based on the best scien-

tific knowledge. 

6. Safety. Patients should be safe from injury 

that is caused by the healthcare delivery 

system. 

7. Transparency. The system should make 

information available to patients and their 

families that allows them to make informed 

decisions when selecting a health plan, 

hospital, or clinician. 

8. Anticipation of needs. The system should 

anticipate patients’ needs. 

9. Continuous decrease in waste. The health 

system should not waste resources, includ-

ing patients’ time. 

10. Cooperation among clinicians. Clinicians 

and institutions should actively collaborate 

and communicate to foster greater coordi-

nation of care and integration.  

The Affordable Care Act includes several 

initiatives that focus on improving the coordina-

tion of healthcare services. Care coordination is 

a critical component of high-quality care for 

individuals with chronic illness, who may be 

seeing more than one health professional and 

may have multiple hospitalizations. One initia-

tive is the Accountable Care Organization, which 

is defined as a network of healthcare providers 

that provide a full continuum of healthcare ser-

vices. Proposed accountable care organization 

pilot programs in Medicare and Medicaid focus 

on improving quality and reducing costs by 

offering financial incentives to these goals. A 

second initiative, medical homes, involves 

healthcare settings that offer comprehensive pri-

mary care services, as well as nonemergent 

as morbidity and mortality resulting from a dis-

ease. The IOM identified the six aims of health-

care delivery as care that is safe, effective, 

patient centered, timely, efficient, and equitable. 

Safe care is the avoidance of injuries to patients 

as a result of care that is intended to help. 

Effective care means that services are based on 

scientific knowledge and provided to all who 

could benefit and not providing services to those 

who would not likely to benefit. Patient-centered 

care refers to care that is respectful of and 

responsive to individual patient preferences, 

needs, and values, and timely care is provided in 

a way that reduces wait times. Efficient care 

avoids waste, including waste of equipment, 

supplies, ideas, and energy; and equitable care 

refers to care that does not vary in quality 

because of personal characteristics (e.g., gender, 

ethnicity, geographic location, and socioeco-

nomic status).

In the book Crossing the Quality Chasm, 

the IOM (2001) proposed 10 rules for redesign-

ing healthcare processes to improve care: 

1. Care based on continuous healing relation-

ships. Care should be available 24 hours a 

day, 7 days a week, and access to care should 

occur over the Internet, by telephone, and by 

other means as well as face-to-face.

2. Customization based on patient needs and 

values. The system should meet the most 

common types of patient needs and have 

the ability to respond to patient choices and 

preferences.

3. The patient as the source of control. Patients 

should be given the necessary information 

and the opportunity to be involved in shared 

decision making.

4. Shared knowledge and the free flow of 

information. Patients should have access to 
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illness for whom interventions may be required. 

Such interventions involve influencing policy or 

becoming politically active.

Stages of Influencing Policy

Health policy making can be separated into 

three phases (see Figure 23-1): 1) policy formu-

lation (agenda setting and legislation), 2) policy 

implementation, and 3) policy modif ication 

(Longest, 2006). At each phase, a person can 

take on an important role in the development of 

policy, which can have a significant impact on 

healthcare delivery. 

Policy Formulation: Agenda Setting

Policy formulation begins with agenda setting, 

which refers to the identification of problems 

and possible solutions. Most national policy 

agenda setting begins with Congressional mem-

bers or comes from the off ice of the U.S. 

President. The personal values and beliefs of 

public officials and the values and desires of 

their constituents influence governmental offi-

cials in determining new agenda items or 

attempting to change agenda items. Agendas 

may be pushed to the forefront at local, state, or 

national levels, because of a single injustice or 

tragedy. Before the organization Mothers 

Against Drunk Driving (MADD) existed, most 

of the American populace viewed drinking and 

driving as normal; yet, drunk drivers were caus-

ing death and disabling individuals across the 

nation. Because one mother felt passionate 

about the injustice of her child being killed by a 

drunk driver, a new advocacy organization was 

formed and MADD chapters that fight drinking 

and driving now exist across the nation. Policies, 

as well as national values, have changed regard-

ing drinking and driving, all because one woman 

primary, secondary, and tertiary care. The medi-

cal home primary care provider directs and coor-

dinates care for patients. 

INTERVENTIONS: POLITICS, 
A CARING ACTION  

Public policy has greatly influenced the U.S. 

healthcare system. Basic health services are 

provided to the majority of U.S. elderly and the 

severely disabled, but, as discussed, the health 

system is fragmented and complex. Initiating 

changes in current policies can benefit individu-

als with chronic illness, but to do so requires 

political action.

To influence and change policy requires 

more than a one-time intervention; it requires 

continued action (Smith-Campbell, 1999). 

Being active in politics allows nurses the ability 

to shape policy that influences the care individ-

uals with chronic illness receive and gives 

nurses an opportunity to partner with clients to 

meet common goals. Helping individuals with 

chronic conditions and their families understand 

the political process and the power of politics 

can empower them to work to improve the 

healthcare system.

As healthcare providers for individuals 

with chronic illness, it is imperative that we rec-

ognize the need to intervene on policy issues for 

our patients/clients—because it does affect their 

health. Can an individual with a chronic illness 

get health insurance—even if they can pay for 

it? Will their health insurance cover their medi-

cations? Will Medicare or Medicaid provide 

needed healthcare services for those with 

chronic illnesses? Does the public health system 

have enough funding to educate the public on 

ways to prevent chronic illnesses? These are just 

a few policy issues affecting those with chronic 
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House or the Senate, it is then sent to the other 

chamber of Congress, where the process is 

repeated. If the second chamber passes the bill, 

any differences between the Senate and House 

versions must be resolved before the bill is sent 

to the White House for presidential action. The 

president then has the option to sign the bill to 

make it a law or to veto the bill and return it to 

Congress with an explanation for the rejection. 

A presidential veto may be overridden by a two-

thirds vote in both houses of Congress. If the 

president does not sign or veto the bill after 10 

days, the bill automatically becomes law. The 

process is similar at the state level, with the end-

point being the governor of the state.

There are many ways to influence the pro-

cess of legislation. This can be done directly 

with legislators themselves, but other players 

may impact the legislative process. These groups 

include legislative staff persons, interest groups, 

research, media, and constituents (Hanley & 

Falk, 2007). The key players not only influence 

the form of the final bill but can also have an 

impact on the bill’s continuation or abandon-

ment at any time during the process. Broad lan-

guage is used to write laws for flexibility and 

adaptability of their application over time. 

Once a bill becomes law, it is the responsi-

bility of administrative agencies to write regula-

tions based on the approved law. 

Policy Implementation

After a law is enacted, policy implementation 

begins. Policy implementation includes rule mak-

ing and policy operation, and becomes the 

responsibility of the executive branch of the gov-

ernment. Cabinet departments such as the 

USDHHS and its agencies, such as the Centers 

for Disease Control and Prevention (CDC) and 

the CMS, oversee the implementation of the law. 

Oversight of the implementation is the 

became passionate about an injustice (Dodd, 

2004). MADD was successful because the polit-

ical climate was ripe for change.

As conditions in society change or there is a 

shift in values and beliefs, new agenda items take 

on more importance. Recently such issues have 

been and continue to be: affordable health insur-

ance, the war on terror, and illegal immunization. 

Agenda setting can also be influenced by other 

factors such as publication of research findings. 

Based on an IOM report on errors in the health-

care system, patients, families, and legislators 

continue to ask questions about the safety of 

healthcare delivery (Kohn, Corrigan, & 

Donaldson, 2000). This report continues to impact 

health care through new and modified Medicare 

policies. Once an agenda becomes recognized, 

governmental officials legislate programs and 

develop and/or change policy to address problems 

identified in agenda setting. However, only a 

small number of issues reach policy formulation.

Policy Formulation: Legislation 

The legislative process begins with proposals, 

such as bills, which are drafted by senators or 

representatives and their staff members, by mem-

bers of the executive branch, by political or spe-

cial interest groups, or by individual citizens. 

Only members of Congress can officially spon-

sor a bill. On occasion, bills that are identical are 

introduced simultaneously in the Senate and the 

House of Representatives for consideration. Each 

bill is assigned to the appropriate committee(s) 

based on the content of the bill and the jurisdic-

tion of the committees and subcommittees. 

Hearings are held, and the bill is marked up. 

Once the bill is approved by the full com-

mittee, the House or Senate receives the bill and 

places it on the legislative calendar for floor 

action. The bill may be amended further during 

debate on the floor. If the bill passes either the 



stages of policy development. These skills can 

also be taught to individuals with chronic condi-

tions and their families so they, too, can influence 

the system. Vance (1985) identified communica-

tion, collectivity, and collegiality as the three 

components of political influence.

Communication

Skillful communication can be influential in the 

political process. Nurses usually are expert one-

to-one communicators, but to affect policy, 

nurses must broaden their communication skills. 

The first step of communication is listening and 

learning. It is essential to learn about the politi-

cal process. Knowing how a bill becomes law is 

one way of learning about the political process. 

It is also important to identify the key players at 

different steps in the process. Knowing when a 

bill is in committee and knowing the chairperson 

and committee membership is important infor-

mation that can help one attempt to apply influ-

ence. In addition to directly trying to influence 

public policymakers, indirect influence is also a 

strategy. Communicating with Congressional/

executive staff members, the media, and constit-

uents also can influence policymakers. Knowing 

who one is trying to influence and how one 

wants to influence their actions are key factors. 

Once these details are determined, there are sev-

eral communication strategies that one can use: 

• Send a message and/or position statement 

by email, fax, or letter. In small states, it 

may be possible to contact legislators 

directly; in larger states or at the national 

level either talk with a staff person or leave 

a short message. Email, fax, or phone calls 

are probably the best ways to communicate 

with legislators. In addition, many elected 

or policy leaders have their own website 

where there is usually a mechanism to send 

a message (Table 23-1).

responsibil i ty of  agencies such as the 

Congressional Budget Office, the Government 

Accountability Off ice, the Congressional 

Research Office, and the Office of Technology 

and Assessment. Laws are often vague on imple-

mentation details, so the entity responsible for 

implementing the law publishes a “Notice of 

Proposed Rule Making” and a “Final Rule” in the 

Federal Register provide the details. Any person 

may comment on the proposed rules/regulations. 

This is an important and potentially powerful way 

for stakeholders to influence the regulations that 

direct policy implementation. The administrative 

agency reviews the comments based on the pro-

posed rule making and may make changes to the 

final rules and regulations. Once approved by an 

executive level agency, the regulations go into 

effect. After regulations are approved, programs 

are then established or past programs are modi-

fied, based on the new regulations.

Policy Modification

In the policy modification phase, prior decisions 

are reviewed and in some cases, the decisions are 

modified once the outcomes, perceptions, and 

consequences of existing policies are discovered. 

Modifications to any legislation begin at the 

agenda-setting stage. For example, national and 

state policies have attempted to deinstitutionalize 

individuals with mental illness. Although the 

program goals to decrease the number of indi-

viduals that are institutionalized have been suc-

cessful, the problem of inadequate community 

services has led many with chronic mental ill-

ness to become homeless or housed within the 

criminal justice system.

Nursing Interventions—Action 
Steps

To affect public policy, nurses need to learn the 

skills necessary to influence policymakers at all 
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needed skills (Leavitt, Chaffee, & Vance, 2007). 

Mentors can assist in learning about the policy 

process as well as provide access to key stake-

holders. Working to change policy at any level of 

government requires group action and collabora-

tion. The American Nurses Association, which 

speaks for more than 2.8 million nurses, has tes-

tified on many key issues relevant to nursing and 

the patients they serve, including healthcare 

• Write letters to newspaper editors; talk on 

the radio/TV.

• Visit legislators and/or their staff (Table 
23-2).

• Testify at public hearings.

• Vote and get others to vote. 

Collectivity

Collectivity is critical to the development of 

political influence and is built on a foundation of 

networking, coalition building, and collaboration 

(Vance, 1985). One of the first steps in advocacy 

is finding mentors who can assist in developing 

Table 23-1 Guidelines for Writing an 
Email, Letter, or Fax to Policymakers 
and Their Staff

Writing to a policymaker is one of the easiest and 
most effective ways for individuals and groups to 
correspond with policymakers. 

  1. Be  professional. Use the proper forms of 
  address when writing to any policymaker. Use
  a polite tone and present your  message 
  clearly, concisely, and with respect.

  2. State who you are and why you are writing.
  3. Be concise and informed. 
  4. Personalize your letter by including a

 description of a personal experience or patient
      story.
  5. Be accurate and clear.
  6. Be modest with the request.
  7. Offer your assistance as a resource.
  8. Express thanks for their time and

  consideration.
  9. Ask for a response.
10. If you do not get a response in about

 1 month, follow up with the policymaker.

Source: Adapted from Association of Rehabilitation Nurses. 
(2011). Health policy toolkit. Retrieved September 16, 
2011, from: http://www.rehabnurse.org/advocacy/con-
tent/toolkit.html

Table 23-2 Guidelines for Meeting with 
Policymakers and Their Staff

  1. Be prepared and be on time for your 
  appointment. Always introduce yourself,  even
  if this is your third or fourth meeting. State
  that you are a registered nurse, or if a client is
  speaking, have that person share the nature of 
  the chronic condition he or she or the family 
  member has.

  2. Thank the legislator for seeing you and then 
  briefl y and clearly identify the issue you want
  to discuss. If it is a specifi c bill, state its
  number, its title, your position, and what you 
  want the legislator to do.

  3. Provide a real-life example or personal story to
  illustrate your position. 

  4. Listen to the policymaker’s/staffer’s comments
  and respond to any questions.

  5. Ask the policymaker’s/staffer’s position on the
  issue.

  6. Bring written materials on the issue that can be 
  left with policymakers.

  7. Leave your contact information, such as a 
  business card.

  8. Summarize your requests of the policymaker.
  9. Follow up your visit with a thank-you note.
10. Summarize your meeting in writing and share

  with the organization(s) with which you are
  working.

Source: Adapted from Association of Rehabilitation Nurses. 
(2011). Health policy toolkit. Retrieved September 16, 
2011, from: http://www.rehabnurse.org/advocacy/con-
tent/toolkit.html



taker requires support from colleagues. It is help-

ful to work with others with an attitude of mutual 

respect and shared convictions. Sometimes 

diverse groups (i.e., stakeholders) can work 

together on a mutual issue, even if they are oppo-

nents on other issues. Disassociating the emo-

tional context of working with opponents is key. 

Politics is neither negative nor positive, but each 

side often has different values and beliefs. 

Working in solidarity with a group provides sup-

port during conflict and can assist in an important 

factor in political influencing—not taking it per-

sonally. Influencing policy changes requires 

patience, perseverance, and compromise. Working 

with those who share similar values, beliefs, and 

convictions will be of great assistance when work-

ing for change.

The strategies discussed in this section 

emphasize influencing policy at the national 

level. These same strategies can also be used to 

influence local and state policy, as well as policy-

makers in work and community organizations. It 

is vital that nurses become political, or they risk 

being excluded from important decisions that 

affect nursing practice or the care provided to 

their patients with chronic illness.

Becoming a political person can be an 

overwhelming experience as you realize you 

cannot change a whole system alone. As a 

beginning political advocate—start by voting. 

Next, choose an issue about which you feel pas-

sionate (e.g., the inability of your clients with 

chronic illness to get long-term home care). 

Educate yourself on the issue, and join others 

who are interested in the issue. Communicate 

your position to the key players. Know that your 

cause is just, and be proud of the political influ-

ence you, your clients, and your colleagues can 

accomplish.

reform, Medicare funding, and funding for nurs-

ing education programs.

National and state professional and com-

munity organizations also work for policy initia-

tives that impact their organizations or members 

of their organizations. The American Heart 

Association has specific legislative goals related 

to heart disease and stroke. It works with indi-

viduals and groups in policy initiatives, includ-

ing help in finding local legislators, how and 

when to write legislators, as well as keeping the 

public informed about policy issues that impact 

their stated goals. Professional and community 

organizations, especially at the local level, can 

provide great mentoring opportunities. These 

organizations are often looking for individuals 

to help with their advocacy strategies and may 

often help in the development of those skills.

Networking is key, because sometimes suc-

cess comes down to having just one important 

personal connection (Leavitt, Cohen, & Mason, 

2007). Networking with client groups can also 

be helpful. Having clients communicate with 

legislators about how they or their families have 

been or will be affected by legislation is an 

important strategy to influence policymakers. 

Working with groups that have been active in 

advocacy can provide a novice political advocate 

needed assistance and support. Advocacy groups 

such as the American Association of People with 

Disabilities (2007) can help professionals or 

families of individuals with disabilities provide 

testimony at public hearings.

Collegiality

Central to the political process is collegiality—a 

spirit of cooperation and solidarity with associates 

(Vance, 1985). To be a political activist and risk 
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OUTCOMES  

Through public policy, society has made 

choices to assist many Americans. There are 

policies to care for the elderly and severely dis-

abled through Medicare and provide health 

insurance to the poor through Medicaid. 

Society’s belief in the market system and indi-

vidual rights has left many with inadequate or 

absent health insurance. The U.S. healthcare 

system is complex, fragmented, and difficult to 

navigate, especially for vulnerable populations 

such as the individual with chronic illness, the 

individual with disabilities, and the elderly. 

Changes are expected with the implementation 

of the Affordable Care Act, but many details 

remain unclear as key issues are debated by 

policymakers and the public. The profession of 

nursing and individuals with chronic illness and 

their families can influence change through 

political action. 

CASE STUDY

As a nurse who works in a heart failure clinic, you recognize the importance of preventing and 

reducing heart disease. Lately you have seen younger patients being diagnosed with heart fail-

ure related to lifestyle behaviors such as obesity and smoking. You have also noted that many 

of these individuals have not sought out health care prior to their diagnosis of heart failure 

because they lack health insurance.

Discussion QuestionsDiscussion Questions

1. What national and statewide advocacy organization might be able to mentor/assist you in 

advocacy efforts to reduce heart disease and stroke risks?

2. If your state had a bill pending to ban smoking in all public buildings, who would you 

contact to support passage of the bill?

3. Who are the potential stakeholders related to a statewide smoking ban and what strategies 

would you utilize to influence them?

Evidence-Based Practice BoxEvidence-Based Practice Box

The evidence clearly shows that health 

policy impacts the health of individuals. 

Policies related to insurance are associ-

ated with the health of individuals:

• The treatment and control of hyper-

tension and hypercholesterolemia are 

lower among uninsured adults when 

compared to insured individuals 

(Brooks et al., 2010). 

• Medicare beneficiaries who qualify for 

Medicare as a result of disabilities, 

when compared with the beneficiaries 

who qualify because of age, reported 

more problems with accessing care and 

finding affordable care. The beneficia-

ries who were disabled reported a 



higher rate of health consequences as a 

result of delayed or missed care because 

of cost concerns, including a worsening 

in the primary disability or existing 

medical condition, more problems that 

require medical attention, a higher level 

of a significant amount of stress or anx-

iety and a higher level of a significant 

amount of physical pain (Cubanski & 

Neuman, 2010).

• Using the 2002–2004 Medical Expen-

diture Panel Survey, researchers found 

that among 92 million adults with 

chronic conditions, 21% experienced 

at least 1 month uninsured during the 

average year. The gaps in health insur-

ance coverage were associated with 

significantly higher levels of access 

problems, fewer ambulatory visits, and 

higher out-of-pocket costs (Gulley, 

Rasch, & Chan, 2010).

Describe the trends of chronic illness and 

how these trends are significant in rela-

tion to health policy.

Differentiate between Medicare and 

Medicaid.

Identify the major social issues affecting 

health policy for the individual with 

chronic illness.

How does the current U.S. healthcare sys-

tem affect those with chronic illness?

Explain how a bill becomes law.

Identify the three components of political 

influence, and explain each.

What are the first steps in which you can 

engage to become politically active?

STUDY QUESTIONS

• How to find and communicate with 

legislators and stakeholders:

Federal Legislative link site: http://thomas.loc.gov

Leading Age (formerly AAHSA): www.leadin-

gage.org

Policy/political resources:

• Health System Change policy analy-

sis site: http://www.hschange.com

• Summary of national political news: 

www.politicalwire.com

• State policy and politics: www.state-

line.org/live

Government websites:

• Centers for Medicare & Medicaid 

Services (CMS): www.cms.gov

• Department of Veterans Affairs: 

www.va.gov

• U.S. House of Representatives and 

U.S. Senate: www.house.gov

Advocacy or other relevant websites:

• American Association of People with 

Disabilities: www.aapd.com

• American Heart Association: http://

www.heart.org/HEARTORG/Advocate/

Advocate_UCM_001133_SubHome

Page.jsp

• American Nurses Association-

government affairs: http://www.nurs-

ingworld.org/MainMenuCategories/

ANAPoliticalPower.aspx

• Consor t ium for  Ci t izens  with 

Disabilities: www.c-c-d.org

• Families USA:  www.familiesusa.org

• National Alliance for Caregiving: 

www.caregiving.org

INTERNET RESOURCES

(continues)
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use of a mechanically adapted wheelchair such 

as a Sip-N-Puff chair. Both persons have achiev-

able goals that are based upon their capacity and 

functional limitations that have resulted from ill-

ness or injury.

The goals of rehabilitation may be summa-

rized with a few concepts: restoring or maximiz-

ing the level of function, facilitating independence, 

preventing complications, and promoting quality 

of life. Rehabilitation typically involves an inter-

disciplinary team of professionals working toward 

a common goal. The client and family are consid-

ered the most important team members. Pro-

fessional team members may include physicians, 

nurses, therapists, social workers, vocational 

counselors, nutritionists, orthotists, prosthetists, 

and chaplains. Additional professionals may be 

consulted to help meet the unique needs of the 

individual.

Rehabilitation is commonly associated with 

certain disorders or illnesses in which therapeu-

tic interventions have been shown to be effec-

tive. These include health alterations such as 

stroke, spinal cord injury, traumatic or other 

brain injury; neurologic diseases such as 

Parkinson’s disease, multiple sclerosis (MS), 

Guillain-Barré syndrome; orthopedic problems 

such as arthritis, fractures, or joint replacements; 

and less commonly, burns, cancer, or respiratory 

INTRODUCTION  

“Rehabilitation refers to services and programs 

designed to assist individuals who have experi-

enced a trauma or illness that results in impair-

ment that creates a loss of function (physical, 

psychological, social, or vocational)” (Remsburg 

& Carson, 2006, p. 579). Rehabilitation is also 

an approach to care in which persons with 

chronic illness and disability are “made able” 

again (Pryor, 2002).

Rehabilitation assists individuals with long-

term health alterations to regain independence 

and adapt to changes that have occurred as a 

result of deviations in their health status. A pop-

ular rehabilitation saying is that “rehabilitation 

begins day one” and thus should be considered 

as part of the overall plan of care for most acute 

illness episodes and throughout the duration of 

most chronic illnesses.

The primary goal of rehabilitation is to 

achieve the highest level of independence possi-

ble for the client. This goal is highly individual-

ized. For example, a person with a mild stroke 

may have the goal to walk again and resume 

gainful employment at the same job he held pre-

viously. Another person with a high-level spinal 

injury may realistically have a different goal of 

being able to be mobile independently with the 

Rehabilitation
Kristen L. Mauk
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independence and function. The Institute of 

Medicine (IOM) has defined rehabilitation as 

“the process by which physical, sensory or men-

tal capacities are restored or developed. . . . 

Rehabilitation strives to reverse what has been 

called the disabling process, and may therefore 

be called the enabling process” (Brandt & Pope, 

1997, pp. 12–13).

Rehabilitation Nursing

Rehabilitation is a continuous process, and cli-

ents rehabilitate themselves through the influ-

ence of the comprehensive approach to care 

provided by the rehabilitation nurse. Reha-

bilitation nurses are leaders who specialize in 

assisting individuals affected by chronic illness 

and disability to maximize their health through 

health restoration, maintenance, and promo-

tion (Association of Rehabilitation Nurses 

[ARN], 2007). The ARN (2008) defines reha-

bilitation nursing as “the diagnosis and treat-

ment of human responses of individuals and 

groups to actual or potential health problems 

related to altered functional ability and life-

style” (p. 13).

General information for rehabilitation 

nurses and advanced rehabilitation nurses is 

included in the Standards and Scope of 

Rehabilitation Nursing Practice (ARN, 2008) 

and Scope and Standards of Advanced Clinical 

Practice in Rehabilitation Nursing (1996). 

Because of the growth of the specialty of reha-

bilitation nursing, there are many subspecialties 

associated with this field. The ARN has devel-

oped role descriptions of each of the emerging 

areas where rehabilitation nurses work.

Restorative Care

“The purpose of restorative care is to actively 

assist individuals in long-term care settings to 

disorders. In each of these conditions, persons 

can be assisted to regain maximal functioning 

that may have been altered because of a disease 

process, injury, or congenital defect.

One of the foci of the rehabilitation process 

is community reintegration or re-entry, some-

times referred to as resocialization. This is a pro-

cess by which individuals are reintegrated into 

society after a life-altering health condition or 

situation changes their previous roles and abili-

ties. Within a rehabilitation setting, reintegration 

is an ongoing goal. Rehabilitation professionals 

work with disabled clients or individuals with 

chronic illness and their families to help them 

re-enter their communities; they may have to 

accomplish significant adjustments to adapt to 

changes that have occurred in every area of their 

lives. Often this process involves the client re-

learning how to do self-care with activities of 

daily living (ADLs) such as bathing, grooming, 

toileting, eating, and dressing. Rehabilitation is 

a hopeful process that encourages individuals to 

maximize their strengths while making positive 

adaptations to their limitations.

Definitions

Rehabilitation

Rehabilitation refers to services and programs 

designed to assist individuals who have experi-

enced a trauma or illness that results in impair-

ment that creates a loss of function (physical, 

psychological, social, or vocational) (Remsburg 

& Carson, 2006). Common themes among these 

def initions should be considered. Concepts 

include the complex, dynamic interactions 

among the individual, the disease or health con-

dition, and the environment. Most definitions of 

rehabilitation include assisting an individual with 

a limitation to attain his or her maximal 



Rehabilitation Models 
and Classification Systems

Models are used to help explain, guide, or direct 

practice or processes. Rehabilitation models can 

aid in understanding how chronic conditions 

and disability develop and progress, or how they 

can be managed. There are several major classi-

fication systems used to document rehabilita-

tion processes and outcomes (Brandt & Pope, 

1997; World Health Organization [WHO], 

1980;  WHO, 2002).  These include the 

Functional Limitations System (FLS), the 

Enabling–Disabling Model, and the WHO 

International Classif ication of Functioning, 

Disability, and Health (ICF).

The IOM recommends the use of the 

Enabling–Disabling Process Model, whereas 

the WHO recommends the use of the ICF to 

help standardize and effectively communicate 

information about diagnoses, care, and treat-

ment. The model used may depend largely on 

the facility and its preferences and choices. The 

use of standard terminology within these mod-

els can help facilitate communication, but reha-

bilitation professionals must be thoroughly 

familiar with the chosen model and understand 

the terminology within it.

The Enabling–Disabling Process

The Enabling–Disabling Process was developed 

at the IOM in 1997 as a framework for profes-

sional rehabilitation practice. It emphasizes the 

uniqueness of each individual client by revising 

the original Disability in America model gener-

ated by the IOM (Pope & Tarlov, 1991). A com-

mittee of professionals enhanced the 1991 IOM 

model “to show more clearly how biological, 

environmental (physical and social), and life-

style/behavioral factors are involved in reversing 

maintain their highest level of function and to 

assist residents in retaining the gains made dur-

ing formal therapy” (Remsburg & Carson, 2006, 

p. 580). Restorative care differs from rehabilita-

tion in that it does not include activities directed 

by therapists but emphasizes nursing interven-

tions that promote adaptation, comfort, and 

safety within a long-term care setting. 

Restorative care focuses on maximizing an indi-

vidual’s abilities, helping to rebuild self-esteem 

and to achieve appropriate goals (Nadash & 

Feldman, 2003; Resnick & Fleishall, 2002; 

Resnick & Remsburg, 2004). Restorative care 

often focuses on assisting individuals with 

ADLs as well as walking and mobility exercises, 

transferring, amputation/prosthesis care, and 

communication. Self-care skills, such as man-

agement of one’s diabetes, ostomy care, or med-

ication set-up and administration, are also 

emphasized (Remsburg, 2004). Restorative care, 

although conceptually similar to rehabilitation, 

is most appropriate for those individuals who 

either have already reached their maximal func-

tional level and need to maintain that function, 

or for those who are not appropriate candidates 

for intensive rehabilitation services.

Vocational Rehabilitation

Vocational rehabilitation assists the disabled 

individual to return to gainful employment and 

focus on financial independence through pro-

grams specifically designed for this purpose 

(Kielhofner et al., 2004; Lysaght, 2004; O’Neill, 

Zuger, Fields, Fraser, & Pruce, 2004; Targett, 

Wehman, & Young, 2004). The federal govern-

ment requires each state to have an office of 

vocational rehabilitation to provide these ser-

vices for people with disabilities, and provides 

funding and support to integrate clients into the 

work community (Parker & Neal-Boylan, 2007).
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a disability was related to a loss of ability to per-

form an activity, and a handicap was a disadvan-

tage for a person related to the environment.

The ICF is the WHO’s framework for mea-

suring health and disability at both individual 

and population levels: “ICF is a classification of 

health and health related domains that describe 

body functions and structures, activities and 

participation. The domains are classified from 

body, individual and societal perspectives” 

(WHO, 2007, p. 1). The ICF provides a shift in 

viewing disability as gradually becoming a part 

of the majority of person’s lives over time. It 

provides a holistic look at the process of disabil-

ity related to health, considering all aspects, not 

just the medical or physical (WHO, 2007). The 

four major sections of the classification docu-

ment are body functions (by system and includ-

ing mental health), body structures (by system), 

activities and participation (such as learning, 

communication, self-care, community involve-

ment), and environmental factors (such as prod-

ucts, technology, attitudes, service, and policy) 

(WHO, 2007). Table 24-2 provides an overview 

of ICF.

Other models that can guide rehabilitation 

practice have emerged from rehabilitation nurse 

scientists. These middle-range theories are not 

classification systems for general rehabilitation, 

but provide insight and direction about specific 

processes or phenomena. An example of an area 

in which several new frameworks or models 

have arisen is in stroke rehabilitation and recov-

ery. Secrest and colleagues (Secrest & Zeller, 

2007; Secrest & Thomas, 1999) have explored 

the relationship of continuity and discontinuity 

following stroke. They continue to publish about 

the relationship of this phenomenon with 

the disabling process, i.e., rehabilitation, or the 

enabling process” (Brandt & Pope, 1997, p. 13). 

In the new Enabling–Disabling Process, “disabil-

ity does not appear in this model since it is not 

inherent in the individual but, rather, a function 

of the interaction of the individual and the envi-

ronment” (Brandt & Pope, 1997, p. 11). 

Disability is seen as a product of the interaction 

of an individual with the environment. The model 

posits that rehabilitation depends largely upon 

the individual and his or her unique characteris-

tics, and that the disabling process may even be 

reversed with appropriate rehabilitation interven-

tions (Lutz & Bowers, 2003). The basic concepts 

of the model include pathology, impairment, 

functional limitation, disability, and society limi-

tation (Brandt & Pope, 1997). Table 24-1 pro-

vides a summary of the concepts of the 

Enabling–Disabling Process.

Enabling America (Brandt & Pope, 1997) 

urged rehabilitation professionals to adopt a 

framework that better described the rehabilita-

tion process. Since its introduction, however, the 

Enabling–Disabling Model has not received the 

recognition or use within healthcare professions 

that was probably hoped for by the IOM. A 

search of several notable scholarly databases 

over the last 10 years revealed few articles writ-

ten by rehabilitation professionals in healthcare 

professions that mentioned this process or used 

it as a framework for research.

International Classification of Functioning, 
Disability, and Health

In 1980, the WHO developed a classification 

system that was widely used for years interna-

tionally. The WHO originally defined impair-

ment as a loss related to structure and function; 



with others, and independence (Secrest & 

Zeller, 2003).

Mauk (Easton, 2001; Mauk, 2006) devel-

oped a model from grounded theory that 

functional ability, depression, and quality of 

life. Their work resulted in the development of a 

tool to measure themes common to the post-

stroke experience such as control, connection 

Table 24-1 Concepts of the Enabling–Disabling Process

Pathophysiology Impairment
Functional 
Limitation Disability Societal Limitation

Interruption of or 
interference with 
normal physiologic 
and developmental 
processes or 
structures

Loss and/ or 
abnormality of 
cognition, and 
emotional, physiologic, 
or anatomic 
structure or function, 
including all losses 
or abnormalities, not 
just those attributable 
to the initial 
pathophysiology

Restriction or 
lack of ability 
to perform an 
action in the 
manner or 
within a range 
consistent with 
the purpose 
of an organ or 
organ system

Inability or 
limitation in 
performing 
tasks, 
activities, and 
roles to levels 
expected 
within physical 
and social 
contexts

Restriction, 
attributable to 
social policy or 
barriers (structural 
or attitudinal), that 
limits fulfi llment 
of roles or denies 
access to services and 
opportunities that are 
associated with full 
participation in society

Level of Impact

Cells and Tissues
Organs and Organ 
Systems

Function of 
the Organ and 
Organ System Individual Society

Structural or 
functional

Structural or functional Action or activity 
performance or 
organ or organ 
system

Task 
performance 
by person 
in physical, 
social contexts

Societal attributes 
relevant to individuals 
with disabilities

Patient Examples

Lacunar infarct of 
the cerebellum 
(right hemisphere) 
related to 
microvascular 
changes associated 
with chronic 
hypertension

Neuromotor function 
of the brain

Left hemiparesis 
or diffi culty 
with spatial–
perceptual 
tasks, diffi culty 
sequencing, 
memory defi cits

Defi cits in 
ambulation, 
self-care, 
shopping, 
work

Lack of adaptations in 
the work environment 
that would enable the 
person to continue 
employment

Source: Whyte, J. (1998). Enabling America: A report from the Institute of Medicine on rehabilitation science and engineering. 
Archives of Physical Medicine and Rehabilitation, 79(11), 1477–1480. Reprinted with permission from Elsevier. 
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disabled, disenfranchised, and elderly prevailed 

in European countries and the United States. 

England was the first developed country to pass 

legislation in The Poor Relief Act of 1662 to pro-

vide assistance to the poor and disabled 

(Edwards, 2007).

There was some interest in rehabilitation in 

the 1800s, mainly with regard to helping “crip-

pled” children (Edwards, 1992). In the first half 

of the 1900s, society began to focus more on the 

needs of persons with physical limitations. 

Susan Tracy, a nurse and teacher, helped to 

develop the discipline of occupational therapy. 

The first medical social service department was 

established at Bellevue Hospital in New York 

City, and Lillian Wald began the first visiting 

nursing service (Easton, 1999).

The World Wars provided an impetus for the 

growth of rehabilitation. The number of 

American soldiers wounded in World War I led 

to the establishment of a national rehabilitation 

identified six phases of post-stroke recovery that 

may help guide practice and interventions. She 

found that stroke survivors journey through a 

predictable pattern, with certain variables influ-

encing the ease of adaptation after stroke. Other 

rehabilitation nurse scientists have explored the 

experience of caregivers of stroke survivors 

(Hartke & King, 2002; Pierce, Steiner, Govani, et 

al., 2004; Pierce, Steiner, Hicks, & Holzaepfel, 

2006). Each of these examples suggest that 

although large, general models and classification 

systems are necessary and helpful, more man-

ageable models, frameworks, and instruments 

are also needed to better reflect the unique expe-

riences in rehabilitation and to guide practice.

Historical Perspectives

Rehabilitation as a specialty within medicine, 

and later nursing, was slow to develop (see 

Table 24-3). A general apathy toward the poor, 

Table 24-2 Concepts of the International Classifi cation of Functioning, Disability, 
and Health

Major Concepts

Health Condition Impairment Activity Limitation Participation Restriction

Diseases, disorders, 
and injuries, e.g., 
leprosy, diabetes, 
spinal cord injury

Problems in body 
function or structure 
such as a signifi cant 
deviation or loss, e.g., 
anxiety, paralysis, loss of 
sensation of extremities

Problems in body function 
or structure such as a 
signifi cant deviation or 
loss, e.g., anxiety, paralysis, 
loss of sensation of 
extremities

Problems an individual may 
experience in involvement 
in life situations, e.g., 
unable to attend social 
events, unable to use 
public transportation to 
get to church, unable to 
perform job functions

Example

Spinal cord injury Paralysis Incapable of using public 
transportation

Unable to attend religious 
activities

Source: World Health Organization. (2002). Towards a common language for functioning, disability and health ICF. Retrieved 
September 21, 2011, from: www.who.int/classifi cations/icf/training/icfbeginnersguide.pdf.



Table 24-3 Historical Events and Legislative Initiatives Affecting Rehabilitation

Date Event/Initiative Purpose

1910 ‘‘Studies of Invalid 
Occupation’’

Published by nurse Susan Tracy; beginning of occupational therapy

1917 American Red Cross 
Institute for Crippled and 
Disabled Men personnel

Created to provide vocational training for wounded military

1918 Smith-Sears Legislation (PL 
65-178)

Authorized Federal Board for Vocational Education to administer 
a national vocational rehabilitation service to disabled veterans of 
World War I

1920 Smith-Fess Legislation (PL 
66-236)

Provided vocational rehabilitation services to people disabled in 
industry and otherwise

1930 Veteran’s Administration 
(VA)

Created by Executive Order 5398 to care for those with service-
related disabilities, signed by President Herbert Hoover. At this 
time there were 54 hospitals and 4.7 million living veterans.

1935 Social Security Act (PL 74-
271)

Provided permanent authorization for the civilian vocational 
rehabilitation program

1938 American Academy of 
Physical Medicine

Organization formed; physical medicine and rehabilitation 
emerges as a specialty

1941 First comprehensive book 
on physical medicine and 
rehabilitation

Krusen’s Handbook of Physical Medicine and Rehabilitation, 
written by Frank Krusen, MD

1942 Sister Kenny Institute Institute and Sister Kenny’s research led to the development of the 
profession of physical therapy and provided support for physiatry 
as a specialty

1943 Welsh-Clark Legislation (PL 
78-16)

Provided vocational rehabilitation for disabled veterans of World 
War II

1943 United Nations 
Rehabilitation 
Administration

Organization established with representatives from 44 countries to 
plan care for disabled WWII veterans

1946 Department of Medicine 
and Surgery

A department within the VA established to provide medical care 
for veterans; succeeded in 1989 by the Veterans Health Services 
and Research Administration, renamed the Veterans Health 
Administration in 1991

1947 Bellevue Medical 
Rehabilitation Services

First U.S. rehabilitation program, established by Howard Rusk, MD

1947 American Board of Physical 
Medicine and Rehabilitation

Board formed, and rehabilitation becomes a board-certifi ed 
specialty

(continues)
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Table 24-3 Historical Events and Legislative Initiatives Affecting Rehabilitation 
(Continued)

Date Event/Initiative Purpose

1954 Hill-Burton Act (PL 83-565) Provided greater fi nancial support, research and demonstration 
grants, state agency expansion, and grants to expand rehabilitation 
facilities

1958 Rehabilitation Medicine H. Rusk and colleagues publish a rehabilitation text

1965 Vocational Rehabilitation Act 
(PL 89-333)

Expanded and improved vocational rehabilitation services

1973 Rehabilitation Act (PL 93-112) Expanded services to the more severely handicapped by 
giving them priority; affi rmative action in employment and 
nondiscrimination in facilities

1974 Association of Rehabilitation 
Nurses

Organization formed; rehabilitation nursing emerges as a specialty

1975 Education for All Handicapped 
Act (PL 94-142)

Provided for a free appropriate education for handicapped children 
in the least restrictive setting possible

1975 National Housing Act 
Amendments (PL 94-173)

Provided for the removal of barriers in federally supported 
housing; established Offi ce of Independent Living for disabled 
people in Department of Housing and Urban Development

1975 Rehabilitation Nursing First issue published

1981 Rehabilitation Nursing: 
Concepts and Practice—A 
Core Curriculum

First core curriculum of rehabilitation nursing published

1982 Tax Equity and Fiscal 
Responsibility Act (TEFRA)

Originally designed to be a bridge from the old fee-for-service 
system to the DRG system; free-standing rehabilitation hospitals 
reimbursed based on reasonable costs (with limits)

1984 Diagnosis-Related Groupings 
(DRGs)

Established to decrease Medicare payments through the 
establishment of a prospective payment system for acute care

1989 Omnibus Budget 
Reconciliation Act (OBRA)

Contained legislation on nursing home reform; required standards 
for nursing assistant education and certifi cation; required Health 
Care Financing Administration (HCFA) to develop a standardized 
assessment instrument and move from a fee-for-service system to 
a prospective payment system

1989 Department of Veterans 
Affairs

VA becomes the 14th department in the President’s Cabinet.

1990 Americans with Disabilities Act 
(PL 101-336)

Established a clear discrimination on the basis of disability

1997 Balanced Budget Act (BBA) Enacted to restructure Medicare Part A reimbursement methods; 
mandated a prospective payment reimbursement system for 
rehabilitation hospitals and units



cause, that rather than convalescence, rehabilita-

tion could promote recovery (Kottke, Stillwell, & 

Lehmann, 1982). Rusk showed that disabled per-

sons could still be productive members of society 

and enjoy a good quality of life. As technology 

continued to explode in the 1940s, the number of 

civilians with industry and motor vehicle injuries 

increased, leading to a need for rehabilitation to 

address continuing disability. In 1947, Dr. Rusk 

established the first hospital-based medical reha-

bilitation services for civilians (Edwards, 2007).

The American Academy of Physical 

Medicine and Rehabilitation was established in 

1938, and rehabilitation medicine was recog-

nized as a board-certified medical specialty in 

1947. In 1974, the ARN was created, recogniz-

ing rehabilitation as a nursing specialty.

program for veterans. It is interesting to note that 

rehabilitation services at this time were not gen-

erally available to the public. With the discovery 

of sulfa drugs and antibiotics, those injured in 

World War II had a much greater chance of sur-

vival. So, the numerous veterans of World War II 

coming home with multiple trauma, amputations, 

traumatic brain injuries, and spinal cord injuries 

necessitated a more comprehensive rehabilitation 

program. During this time, Dr. Howard Rusk 

(1965) emerged as both a pioneer and champion 

for rehabilitation, believing that these therapeutic 

services should be available not just to veterans, 

but to the entire world population. He demon-

strated to the military powers through his per-

sonal assistance with the rehabilitation of those 

whom other medical professionals deemed a lost 

Table 24-3 Historical Events and Legislative Initiatives Affecting Rehabilitation 
(Continued)

Date Event/Initiative Purpose

1999 Balanced Budget Act 
Amendment

Provided adjustments to PPS for skilled nursing facilities

2001 PPS for Inpatient 
Rehabilitation Facilities

PPS mandated by the 1997 BBA phase-in begins

2001 New Freedom Initiative President George W. Bush launches a nationwide effort to 
remove barriers to community living for people of all ages with 
disabilities and long-term illnesses; goals of the initiative include 
increasing access to assistive technologies, expanding educational 
opportunities, and promoting full access to community life.

2003 PPS for Inpatient 
Rehabilitation Facilities

Phase-in complete; case-mix groups (CMGs) are used as the basis 
for reimbursement.

2004 CMS modifi es criteria used to 
classify inpatient rehabilitation 
facilities (IRF)

Phase-in begins for “75% rule.” By 2007, 75% of population 
treated in the facility must match one or more specifi ed medical 
conditions.

Sources: Adapted from Larsen, P. (1998). “Rehabilitation.” In I. Lubkin & P. Larsen (Eds.), Chronic illness: Impact and 
interventions (4th ed., p. 534); Easton, K. (1999). Gerontological rehabilitation nursing (pp. 32, 41). Philadelphia: W.B. 
Saunders; Kelly, P. (1999). Reimbursement mechanisms. In A. S. Luggen & S. Meiner (Eds.), NGNA core curriculum for 
gerontological nursing (pp. 185–186). St. Louis: Mosby; Blake, D., & Scott, D. (1996). Employment of persons with 
disabilities. Physical Medicine and Rehabilitation (p. 182). Philadelphia: W.B. Saunders; Department of Veterans Affairs. 
(2000). Facts about the Department of Veterans Affairs. Retrieved from: http://www.va.gov/vetdata/Quick_Facts.asp 
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each year, so clients need to be aware of signifi-

cant changes annually. Medicare Part A is the 

hospital insurance, providing funds for hospital 

care, skilled nursing, hospice, and home health 

care. Medicare Part B covers medically neces-

sary services as well as some preventive services, 

with a monthly charge. Part B covers 80% of the 

costs of physician services, and other services 

including physical and occupational therapy, 

durable medical equipment, cardiac rehabilita-

tion, pulmonary rehabilitation (for those with 

moderate to severe chronic obstructive pulmo-

nary disease [COPD] within certain parameters), 

and prosthetics and orthotics (Centers for 

Medicare & Medicaid Services [CMS], 2011b). 

Many services that a rehabilitation client may 

need are not covered under Medicare. For exam-

ple, Medicare has limited coverage for eye or 

hearing exams in special cases, but it does not 

cover routine foot care or nursing home care. 

Medicare Part C, referred to as the Medicare 

Advantage Plan, is a combination of Parts A and 

B, and functions much like a preferred provider 

organization or health maintenance organization 

using managed care (Doherty, 2004; Emmer & 

Allendorf, 2004; Stuart, 2006). Medicare Part D 

(CMS, 2011b) is a prescription drug plan in 

which private companies issue plans through 

Medicare. Part D is available for anyone with 

Medicare regardless of income. Costs vary 

greatly within this plan and clients would be 

wise to compare and review various plans each 

year prior to re-enrollment or plan changes.

The major changes in Medicare for 2011 

were summarized in the CMS (2011b) publica-

tion Medicare and You and include: 1) no coin-

surance or deductible for most preventive 

services, 2) a paid yearly wellness exam, 3) hav-

ing to use certain suppliers for durable medical 

equipment, and 4) specific dates for making 

changes to health and prescription drug coverage.

As societies continue to pursue medical 

and technologic advances that allow persons 

with extreme levels of physical disability to live 

longer, rehabilitation has become a specialty in 

demand. In the civilian population, more per-

sons are living with disabilities, as first respond-

ers are better equipped to aid survival of serious 

injury. However, the need to address continuing 

adjustment to disability remains. In addition, as 

life expectancy in developed countries increases, 

chronic illness rates also rise, providing addi-

tional opportunities for rehabilitation profes-

sionals to enhance quality of life for those aging 

with disability or acquiring it with age.

For soldiers, the types of weapons used in 

the wars in Iraq and Afghanistan have resulted in 

polytraumatic injuries never seen before. Reha-

bilitation professionals are being called upon to 

address multiple injuries that may include a com-

bination of multiple traumatic amputations, 

burns, internal organ and soft-tissue damage from 

explosive forces, brain and spinal injuries, as well 

as post-traumatic stress.

Public Policy and Rehabilitation

There are several ways in which rehabilitation 

services may be paid for. These include Medicare, 

Medicaid, workers’ compensation, private insur-

ance, and social security disability benefits. 

Rehabilitation professionals should be familiar 

with these types of reimbursement and what is 

covered under the client’s insurance provider. 

Case managers and social workers are team 

members who may be excellent resources regard-

ing payment for rehabilitation.

Medicare

Medicare is a federal social insurance program 

that provides care for persons over the age of 65 

and for certain younger persons with disabilities. 

The coverage and costs for Medicare change 



option) allowed through Medicaid to save the 

federal budget $2.29 billion over 5 years. Nearly 

75% of persons receiving rehab services under 

Medicaid were those with mental health needs, 

and they were responsible for 79% of the rehab 

option spending (Kaiser Commission, 2007). 

Currently 47 states provide some type of mental 

or physical health services under the rehab 

option.

Establishing Medicaid is a complex pro-

cess that varies among states (Santerre, 2002). 

Although each state sets standards for its own 

programs, the federal government provides 

broad guidelines for those who may qualify 

under categorically needy, medically needy, and 

special groups (such as some persons with dis-

abilities). States must provide long-term care 

for persons who are Medicaid eligible. State 

Medicaid programs offer a variety of services 

within a variety of settings. Services that are 

provided relative to rehabilitation for the cate-

gorically needy include: hospitalization, lab and 

X-rays, nursing facilities for those age 21 and 

older, physician and some nurse practitioner 

services, medical-surgical dental needs, and 

home health (CMS, 2005).

Workers’ Compensation

Workers’ compensation is a state income-support 

program. To be eligible, the injury or condition 

must be work related. Benefits are usually calcu-

lated as a percentage of the employee’s weekly 

earnings at the time the injury occurred. There 

are restrictions placed by each state on the maxi-

mum amount of benefits, often two-thirds of the 

gross salary (Deutsch & Dean-Baar, 2007). The 

types of benefits may range from temporary par-

tial or total disability to permanent partial or total 

disability, or death. Some states have a maximum 

benefit period and some may require a waiting 

period. Disabled workers may be compensated 

Rehabilitation facilities and hospitals, col-

lectively called inpatient rehabilitation facilities 

(IRFs), currently receive reimbursement using a 

Prospective Payment System (PPS) through the 

Social Security Act (CMS, 2011a). The IRF PPS 

uses information from the Uniform Data System 

for Medical Rehabilitation (UDSMR), better 

known as the Functional Independence Measure 

(FIM) tool, “to classify patients into distinct 

groups based on clinical characteristics and 

expected resource needs. Separate payments are 

calculated for each group, including the applica-

tion of case and facility level adjustments” (CMS, 

2011a, paragraph 2). Codes are assigned to case-

mix groups (CMGs), and Medicare pays a spe-

cific amount per discharge.

Since 2004, Medicare has been phasing in 

new rules for IRFs. The case-mix classifications 

for 2008 used the same as those for 2007. Common 

medical conditions covered under the IRF rule 

include stroke, brain injury, spinal cord injury, 

amputation, multiple trauma, neurologic disorders, 

cardiac and pulmonary conditions, osteoarthritis, 

rheumatoid arthritis, pain syndrome, and certain 

joint replacements (Federal Register, 2007).

Medicare limits the amount it pays for 

physical, occupational, and speech therapy ser-

vices. There is a deductible for Part B Medicare, 

after which Medicare pays 80% and the individ-

ual pays 20% up to the set limits for medically 

necessary therapies. There are some allowable 

exceptions to this rule, and appropriate docu-

mentation by the provider is essential.

Medicaid

Medicaid is a state-run program in concert with 

the federal government that is the largest source 

of medical care payments for persons with low 

income and limited resources. In 2007, President 

Bush introduced a plan to place new restrictions 

on the rehabilitative services (called the rehab 
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program before the disability. SSDI is paid as a 

monthly benefit.

Supplemental Security Income (SSI) may 

provide disability benefits for persons who have 

not worked long enough to receive SSDI. The 

SSI program pays benefits to disabled adults 

and children with limited income and resources, 

or certain older persons with severely limited 

income. Persons may receive a monthly check, 

and the SSI program also helps individuals to 

access Medicare benefits and take advantage of 

other possible assistance through the federal 

government. Qualifying for the program is 

based on income and resources (Social Security 

Online, 2007).

Disability Benefits for Veterans

The Department of Veterans Affairs, often 

called the VA, provides a number of benefits for 

veterans: “Disability compensation is a benefit 

paid to a veteran because of injuries or diseases 

that happened while on active duty, or were 

made worse by active military service. It is also 

paid to certain veterans disabled from VA health 

care” (VA, 2011). These benefits are tax free 

and may include a monthly stipend (ranging 

from $123 to $2673), priority medical care 

through the VA, clothing and housing allow-

ances (to make accommodations), adaptive 

equipment, and various grants as needed (VA, 

2010). The VA also provides vocational rehabil-

itation by maintaining working relationships 

with many businesses to employ veterans with 

physical and mental or emotional disabilities. 

Consultation is available in many areas includ-

ing employment, assistive technology, case 

management, work site and job analysis, and 

help in addressing Americans with Disabilities 

Act (ADA) compliance issues (VA, 2010).

through spousal benefits (in case of death), med-

ical and rehabilitation expense coverage, and lost 

wages (Kiselica, Sibson, & Green-McKenzie, 

2004). Current workers’ compensation programs 

are more restrictive than they once were; they 

limit physician choice and eligibility, provide 

lower benefits, and use managed care for cost 

containment (D’Andrea & Meyer, 2004).

Private Insurance

Most private insurances pay for at least some 

rehabilitative services. There is generally a 

deductible and often a co-pay, which may be 

higher if the provider is not within the network 

of providers supplied by the insurance company. 

In the case where the person has private insur-

ance and Medicare as a secondary payer, much 

of the therapy services may be covered, pro-

vided there is sufficient and ongoing documen-

tation of medical necessity and progress toward 

goals. Private insurance may also provide dis-

ability income insurance, accidental death and 

dismemberment insurance, or other benefits.

Social Security Disability Income

Social Security Disability Income (SSDI) was 

established in 1956 as part of the Social Security 

Disability Act of 1954. This is a federally 

administered disability insurance program for 

those who meet the strict definition of disability 

under Social Security. The criteria for disability 

is threefold: 1) the person cannot do the same 

work he or she did before; 2) it is determined 

that the person cannot adapt to other work 

because of the existing medical condition; and 

3) the disability has lasted for at least 1 year, or 

is expected to result in death (Social Security 

Online, 2007). The person must also have 

worked and paid into the Social Security 



personal counseling, mental and physical health 

services, and assistance with vocational place-

ment and job training (Kielhofner et al., 2004; 

Lysaght, 2004; O’Neill et al., 2004; Targett et 

al., 2004). In addition, the RSA helps adminis-

ter projects with specific groups of persons such 

as migrant and seasonal farm workers, American 

Indians, older adults, and the visually impaired. 

One principle of vocational rehabilitation is that 

informed consumer choice promotes enhanced 

employment outcomes. For vocational rehabili-

tation to be effective and enhance quality of life 

for the person with mental disabilities, the 

agency and counselors must work closely with 

the employer and the client to find the working 

environment suited to that individual (Inman, 

McGurk, & Chadwick, 2007; Morgan, 2007). 

Employment outcomes are most frequently used 

as the measure of the success of vocational 

rehabilitation for those with disabilities 

(Kosciulek, 2007). More research is needed to 

explore the factors related to positive outcomes 

of vocational rehabilitation.

Vocational rehabilitation may not be a goal 

for all rehabilitation clients. Many older adults 

requiring rehabilitation services are retired, and 

employment is not a goal. However, for those 

younger persons with functional limitations or 

mental health impairments, work may be 

directly related to their sense of self and identify 

within their culture. For these persons, voca-

tional rehabilitation plays an important part in 

the comprehensive rehabilitation process, and 

the vocational rehabilitation counselor will be 

an essential team member.

Americans with Disabilities Act

The ADA enacted in 1990 guarantees individu-

als with physical disabilities equal access to 

Vocational Rehabilitation

Vocational rehabilitation is an important part of 

the rehabilitation process, carrying heavier 

weight for those of working age and certain 

racial–ethnic groups for whom work is part of 

personal identify and reputation. In 1918, 

Congress passed the Smith-Sears Act to assist 

with national vocational rehabilitation services 

to veterans who served in World War I. In 1920, 

The Smith-Fess Act made vocational rehabilita-

tion services available for all persons with dis-

abilities, not just those with war-related injuries 

(Buchanan, 1996). More significant legislation 

was enacted when The Rehabilitation Act of 

1973 provided funds to support state vocational 

rehabilitation programs. The Rehabilitation 

Services Administration (RSA) of the U.S. 

Department of Education (2005) coordinates 

vocational rehabilitation services. The RSA 

(2007) states that it “oversees grant programs 

that help individuals with physical or mental dis-

abilities to obtain employment and live more 

independently through the provision of such sup-

ports as counseling, medical and psychological 

services, job training and other individualized 

services” (p. 1). This is accomplished through 

dispensing funds to state grant programs to assist 

them with finding work-related services or pro-

grams for persons with disabilities, particularly 

the severely disabled.  The RSA is the 

Congressionally appointed federal agency 

charged with implementing the various titles 

associated with The Rehabilitation Act of 1973. 

This agency acts as a resource for information 

and a leader in advocating at all levels for 

national programs that help to remove barriers 

for persons with disabilities (RSA, 2007).

The services provided in vocational reha-

bilitation are many, but generally include 
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four major areas it addresses: employment, 

public services, public accommodations ser-

vices by practice entities, and telecommunica-

tions relay.

REHABILITATION ISSUES 
AND CHALLENGES  

Rehabilitation services provided by an interdis-

ciplinary team within a variety of settings sug-

gest several possible challenges for providers. 

These include the rising costs of care, caregiver 

burden, inequities among those with disabili-

ties, the negative image of disability, the chang-

ing composition of the disabled population, 

ethical issues, providing culturally competent 

public accommodations related to transporta-

tion, education, and employment. Employment 

discrimination of qualified applicants because 

of disabilities is prohibited by this law (U.S. 

Equal Employment Opportunity Commission, 

2008). Although the Rehabilitation Act of 

1973 and its amendments covered accessibility 

to buildings of organizations that received fed-

eral financial assistance, the ADA also requires 

private organizations to comply with accessi-

bility and employment laws. The concept of 

reasonable accommodation was introduced, 

requiring employers to make those accommo-

dations within reason that may be necessary 

for a person with disability. Table 24-4 pro-

vides a summary of the ADA related to the 

Table 24-4 Americans with Disabilities Act

Title 1: Employment Employers cannot discriminate against a qualifi ed disabled job 
applicant or employee in any manner related to employment and 
benefi ts.

Employers must make their existing facilities accessible and usable 
by individuals with disabilities.

Accommodations in all aspects of job attainment and performance 
are required in order to place individuals on an equal plane with the 
nondisabled.

Title 2: Public Services Qualifi ed disabled individuals must have access to all services 
and programs provided by state or local governments. Public rail 
transportation must be made accessible to disabled individuals and 
supplemented with paratransit.

Title 3: Public Accommodations 
Services Operated by Private Entities

Virtually every entity open to the public must now be made 
accessible to the disabled. A study is to be conducted concerning 
accessibility of the over-the-road transportation.

Title 4: Telecommunications Relay Telephone companies are required to furnish telecommunication 
devices to enable hearing- and speech-impaired individuals to 
communicate by wire or radio.

Source: Reprinted from Watson, P. (1990). The Americans with Disabilities Act: More rights for people with disabilities. 
Rehabilitation Nursing, 15, 326. Published by the Association of Rehabilitation Nurses, 4700 W. Lake Avenue, Glenview, IL 
60025-1485. Copyright © 1990 by the Association of Rehabilitation Nurses. Used with permission.



cope with the care demands is influenced by a 

variety of factors including the type and severity 

of illness, the length of quality of recovery, 

social support, inherent caregiver factors, and 

coping ability. This may hold true for both for-

mal and informal caregivers (Bushnik, Wright, 

& Brudsall, 2007). For example, the caregiver 

spouse of a person with uncomplicated coronary 

bypass surgery may be able to meet care 

demands over a limited period of rehabilitation, 

whereas the older spouse caregiver of a stroke 

survivor with severe aphasia and functional def-

icits may be facing years of caregiving—a bur-

den that is often overwhelming.

Caregiver burden, the effects of caregiving-

related stress on family members or other care 

providers, has been associated with a number of 

health problems in the caregiver. Emotional dis-

tress, anxiety, depression, decreased quality of 

life, hypertension, lowered immune function, 

and increased mortality are among the concerns 

noted by researchers of caregivers (Anderson, 

Linto, & Stewart-Wynne, 1995; Brouwer et al., 

2004; Canam & Acorn, 1999; das Chagas 

Medeiros, Ferraz, & Quaresma, 2000; Grunfeld 

et al., 2004; Hughes et al., 1999; King, Hartke, & 

Denby, 2007; Kolanowski, Fick, Waller, & Shea, 

2004; Lieberman & Fisher, 1995; Mills, Yu, 

Ziegler, Patterson, & Grant, 1999; Schulz & 

Beach, 1999; Shaw et al. ,  1999; Ski & 

O’Connell, 2007; Weitzenkamp, Gerhart, 

Charlifue, Whiteneck, & Savic, 1997; Wu et al., 

1999). There is sufficient research since 1995 to 

demonstrate that the burden of caregiving over 

time can have a deleterious effect on the health 

of the family caregiver.

The caregiver burden is thought to be 

greater when more care is required. Research 

suggests that although education and training 

programs have some effect on caregiver stress 

care, and professional and informal caregiver 

issues.

Rising Care Costs

It is estimated that 133 million Americans have at 

least one chronic illness, with 25% of those indi-

viduals having one or more daily activity limita-

tion (Centers for Disease Control and Prevention 

[CDC], 2009). Forty-two million persons (17% 

of the U.S. population) were uninsured and 32 

million (13%) received Medicaid assistance. Of 

those uninsured, the major reason cited was cost. 

About 10.7 million (5%) adults were unable to 

work because of health-related problems. Persons 

with less education and who were poor were less 

likely to be able to work because of health prob-

lems (Adams, Dey, & Vickerie, 2007). The 

American government spends about $200 billion 

per year on assistance for persons with disabili-

ties (Council of State Administrators of 

Vocational Rehabilitation, 2004–2005). Given 

these statistics, major challenges for rehabilita-

tion professionals are to assist persons to attain 

and regain their health and become productive, 

working members of society, and to explore other 

means of providing access to health care.

Caregiver Burden

Because an event requiring rehabilitation hap-

pens to the entire family and community, not 

just the client, it is important to address the 

needs of caregivers throughout the rehabilitation 

process and/or chronic illness trajectory. Family 

members comprise the vast majority (72%) of 

paid and unpaid caregivers of older persons with 

functional limitations from chronic disease, with 

adult children caregivers (42%) and spouses 

(25%) bearing the largest burden of care (Shirey 

& Summer, 2000). The caregiver’s ability to 
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for 98,649 persons living in 38,509 house-
holds, reflecting a household response rate 
of 86.5%. (Adams et al., 2007, p. 8) 

The survey looked at multiple factors 

including respondent-assessed health status, 

functional ability, healthcare access, and health-

care insurance coverage. The data revealed sev-

eral inequities among disabled Americans, 

similar to the results of the National Organization 

on Disability (NOD) survey (2004).

The NHIS showed that 3.8 (2% of the U.S. 

population) million adults need help with ADLs 

and 7.8 million adults (4%) need assistance with 

(instrumental activities of daily living [IADLs] 

such as shopping or household chores). The need 

for assistance dramatically increases with age, 

with 10% of those older than 75 years requiring 

assistance with ADLs and 19% needing help 

with IADLs (Adams et al., 2007; Fried, Bradley, 

Williams, & Tinetti, 2001). It is estimated that in 

2004, 34% of the noninstitutionalized American 

population older than age 65 had activity limita-

tions caused by chronic health conditions 

(Adams et al., 2007). Add to that those older 

adults who reside in long-term care facilities, 

and there is a significant number of older adults 

whose daily lives are affected by chronic illness.

Many persons in minority groups experi-

ence a double jeopardy or double minority status 

when they acquire disability. Caucasians and 

Asians were more likely to report excellent 

health than African Americans. Hispanic persons 

younger than age 65 (34%) were more than 2.5 

times as likely as non-Hispanics (14%) in the 

same age cohort to be uninsured. Both older age 

and poverty are factors that are associated with 

poorer health status and increased disability. The 

poor elderly were three to four times more likely 

to need assistance with ADLs and IADLs than 

those who were not poor (Adams et al., 2007).

levels, the benefit is short term and caregivers 

are likely to need ongoing involvement from 

care professionals to help maintain their own 

health (Draper et al., 2007; Halm, Treat-

Jacobson, Lindquist, & Savik, 2007; King et al., 

2007). Assessment of caregiver burden should 

be included in the rehabilitation plan of care 

(see Chapter 10). Early identification and inter-

ventions related to managing caregiver stress 

may result in better outcomes for the entire fam-

ily, and appropriate discharge planning and fol-

low up are an important part of the process.

Inequities Among Disabled 
Americans

According to the CDC (CDC, 2007b):

Despite great improvements in the overall 
health of the nation, Americans who are 
members of racial and ethnic minority 
groups, including blacks or African Ameri-
cans, Hispanics or Latinos, and other Pa-
cific Islanders, are more likely than whites 
to have poor health and die prematurely. 
(paragraph 2)

The groups experiencing the most disparity 

are the ones predicted to grow at a faster rate 

than the general population. This is especially 

true of the Hispanic group, with minorities 

accounting for about 90% of the predicted pop-

ulation growth by 2050 (Minority Business 

Development Agency, 1999).

The National Health Interview Survey 

(NHIS) of 2005

is a household, multistage probability sam-
ple survey conducted annually by interview-
ers of the U.S. Census Bureau for the CDC’s 
National Center for Health Statistics. In 
2005, household interviews were completed 



hearing, orthopedic conditions, and mental 

health problems (Lomay & Hinkebein, 2006). 

Additional research is needed with these high-

risk minority groups to understand these health-

care disparities in order to develop strategies to 

address them.

Stigma of Disability

Although much progress has been made on a 

national policy level toward dispelling the nega-

tive image and stigma associated with disability 

through modifying rehabilitation models 

(Brandt & Pope, 1997; WHO, 2002), many per-

sons with disabilities still report feelings of neg-

ative reactions from others regarding their 

differences. The disability could be something 

as relatively invisible as a hearing aid worn by 

an adolescent (Kent & Smith, 2006) to obvious 

employment discrimination for a person with 

mental illness (Stuart, 2006; Lloyd & Waghorn, 

2007). One study found that a positive factor 

such as exercise done by a person with a physi-

cal disability may undermine the negative 

impressions that some persons have and fight 

the stigma of disability (Arbour, Latimer, Ginis, 

& Jung, 2007).

Changes made in today’s rehabilitation 

models portray disability on a continuum, with 

a prominent factor being the environment. In a 

classic work by Zola (1982), the author toured a 

65-acre utopia in The Netherlands as a profes-

sional visitor. The village was designed for 

those with disabilities who did not fit well into 

other existing societies, with complete and full 

accessibility, environmental adaptation, and 

removal of barriers. Each of the 400 members of 

the village had to contribute to their self-crafted 

society. However, in such an environment, per-

sons functioned well and without stigma, 

The survey from the NOD revealed sig-

nificant differences among groups within the 

United States related to the factors of employ-

ment, income, education, socialization, reli-

gious involvement, access to health care, and 

transportation (NOD, 2004). This survey 

examined participation gaps between able-

bodied and disabled Americans in 10 life areas. 

Only 35% of disabled Americans reported 

working full- or part-time compared with 78% 

of non-disabled Americans. Three times as 

many disabled Americans live in households 

with a total income of less than $15,000. 

Twenty-two percent of disabled Americans 

reported experiencing job discrimination. 

Persons with disabilities were less likely to 

attend church services, dine out, and socialize 

than nondisabled persons.

In the United States, the groups considered 

vulnerable populations (in which disparities in 

access to health care and transportation are often 

most prominent) include some minority groups, 

children, the elderly, the poor, those living in 

rural areas, and those with mental illness 

(Havercamp, Scandlin, & Roth, 2004; Reichard, 

Sacco, & Turnbull, 2004; U.S. Department of 

Health and Human Services & the Agency for 

Health Quality and Research, 2003). Prisoners 

are also a vulnerable group. The National Health 

and Nutrition Examination Survey indicated 

that  non-Hispanic blacks and Mexican 

Americans generally report more disability than 

nonminorities, with minority women reporting 

more disability than men (Ostchega et al., 2000). 

American Indians have the highest disability 

rate (25%) of any other ethnic group. The most 

common types of self-reported disabilities 

include spinal cord injury, complications from 

diabetes, blindness, difficulty with ambulation, 

traumatic brain injury, deafness or hardness of 
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Ethical and Legal Issues

Rehabilitation professionals are often in posi-

tions that require diff icult decision making. 

Masters-Farrell (2006) states that the “conflict 

occurs when a choice must be made between two 

equal possibilities” (p. 590) and that an ethical 

dilemma is present when a situation forces one to 

evaluate and choose between two equally unat-

tractive choices. For example, take the situation 

of a nonterminal rehabilitation client who had 

just told the nurse that he did not wish to be 

resuscitated if he should “code,” but the paper-

work for advance directives had not yet been 

completed, signed, or placed on the chart, and the 

nurse found him minutes later without a pulse or 

respirations. Although she must call the code 

team in this situation, the nurse is in conflict 

because she has intimate knowledge that this was 

action was contrary to the client’s wishes.

Beauchamp and Childress (2001), in their 

classic text on principles of biomedical ethics, 

emphasize four cornerstone principles: respect 

for person, nonmaleficence, beneficence, and 

justice. These principles play into many aspects 

of rehabilitation practice and programming. 

Common ethical (and often legal) issues that 

pertain particularly to rehabilitation clients may 

include the following (Ellis & Hartley, 2004; 

Kirschner, Stocking, Wagner, Foye, & Siegler, 

2001; Masters-Farrell, 2007):

• Withholding or withdrawing treatment

• Determining competence in decision mak-

ing

• Do not resuscitate (DNR) orders

• Use of physical or chemical restraints

• Genetic screening

• Organ donation

because their situation was the new norm. Zola 

found himself feeling out of place, although 

able-bodied, suggesting that the environment is 

a key factor in perception of disability (see 

Chapter 3).

Persons with disabilities who have helped to 

change the perception of the public include role 

models in the arts, science, politics, and sports. 

Marla Runyon (Olympic runner), the late actor/

director Christopher Reeve, actor Michael J. Fox, 

scientist Stephen Hawking, and Senator Max 

Cleland are just a few examples of such role 

models. Runyon is legally blind, yet participated 

as an Olympic runner in the 2000 games in 

Sydney, Australia. Christopher Reeve, the actor 

best known for his role as Superman, was a high-

level, ventilator-dependent quadriplegic. Reeve 

continued to act and direct movies throughout 

his life and, along with his late wife, Dana, 

helped establish services for those with spinal 

cord injuries. 

The actor Michael J. Fox experienced early-

onset Parkinson’s disease and has been a cru-

sader for research in that area. Stephen Hawking, 

noted physicist and prolific author, was diag-

nosed with motor neuron disease (amyotrophic 

lateral sclerosis) at a relatively young age and yet 

has continued to work. Even after he was com-

pletely paralyzed by his disease, he continued to 

write with the use of technology and his blink 

reflex. Cleland, a triple amputee, was a United 

States senator and director of the VA. These indi-

viduals may seem remarkable because of their 

accomplishments; however, there are thousands 

of other “everyday” citizens with disabilities who 

are productive members and make significant 

contributions to society. Their stories are the 

untold ones.



fostering development of related policies, pro-

moting awareness of existing and potential 

issues, and focusing on the patient (Masters-

Farrell, 2007). Some disadvantages include the 

potential for inefficiency and political influence, 

and lack of time for participation.

Cultural Competency

Cultural sensitivity involves an awareness and 

consideration of a group’s beliefs, values, com-

munication styles, language, and behavior. 

Providing culturally sensitive rehabilitation care 

will be an even greater challenge in the future, 

with the changing demographics and increasing 

minority elderly population (Niemeier, Burnett, 

& Whitaker, 2003). How clients and families 

perceive disability and participate in rehabilita-

tion is heavily influenced by cultural norms and 

expectations (Campinha-Bacote, 2001). The 

first step in becoming culturally sensitive is to 

know one’s own self. Although some generaliza-

tions will be discussed here related to the major 

ethnic–racial groups, professionals should avoid 

stereotyping and seek individual information 

from each client. If needed, the services of a 

translator (not a family member) should be 

used. Because of the vast differences between 

and within the many cultural groups that reha-

bilitation professionals serve, it is wise to ask 

clients about their particular beliefs and prac-

tices. Even if one is familiar, for example, with 

the Lakota Indian health practices, this does not 

mean that the Navajo will practice precisely the 

same rituals and observances, although both 

will value Native American tradition.

African Americans are a group at high risk 

for many disabilities and chronic illnesses that 

warrant rehabilitative care, including hypertension, 

• Guardianship

• Research on human subjects

• Disagreement between family members 

about treatment options

• Use of complementary and alternative 

medical treatments

• Advance directives (life-prolonging decla-

rations, living wills, durable power of attor-

ney)

• Informed consent

• Estate planning

• Determining legal death or brain death

• Substance abuse

• Confidentiality

• Defining quality of life

• Self-termination or assisted suicide

• Abuse of the vulnerable

• Allocation of resources and insurance cov-

erage

• End-of-life decisions

• Long-term care placement

Ethics committees are becoming more pop-

ular in acute care hospitals and even retirement 

communities to assist in difficult decision mak-

ing (Hogstel, Curry, Walker, & Burns, 2004; 

Hughes, 2004; Johnson, 2004; Nelson, 2004). 

Ellis and Hartley (2004) view the ethics commit-

tee as an interdisciplinary group of healthcare 

professionals that is established specifically to 

address ethical dilemmas that occur in a particu-

lar setting. Persons serving on an ethics commit-

tee may include physicians, nurses, advanced 

practice nurses, social workers, therapists, pasto-

ral care personnel, members of the community, 

and an ethicist. The benefits of an ethics commit-

tee include allowing many perspectives to be dis-

cussed, providing a forum for communication, 
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could indicate punishment for wrongdoing. 

Work is seen as fundamental to a successful and 

honorable life, but in Hong Kong, only 2.5% of 

male Chinese with psychiatric disabilities are 

permitted to seek employment (Yip & Ng, 

2002). Asian Americans often seek alternative 

or complementary medicine, including herbal 

remedies, in addition to Western medicine and 

rehabilitation care.

As of the 2000 Census, there were 4.1 mil-

lion American Indians living in the United 

States. These groups in general embrace the 

interrelatedness of the earth with the body and 

spirit, but tribes often have their own culturally 

distinct practices. They rely on a relatively pri-

vate extended community and kinship ties. Most 

traditional American Indians value folk medi-

cine over Westernized medical treatments and 

facilities. There is an innate distrust of those 

outside their community, given their history of 

oppression. Mortality has been drastically 

higher for American Indians when compared to 

the general U.S. population related to the fol-

lowing: alcoholism, 627%; tuberculosis, 533%; 

diabetes mellitus, 249%; accidents, 204%; sui-

cide, 72%; pneumonia and influenza, 71%; and 

homicide, 63% (Indian Health Services [IHS], 

2001). Rehabilitation professionals must be 

aware that today’s American Indians may come 

from a mixed background of tribal customs, and 

that many will still believe in folk healers.

Several excellent resources are readily avail-

able to help develop cultural awareness and sensi-

tivity. A helpful series of monographs online—and 

updated regularly—and in booklet form are avail-

able to assist rehabilitation professionals with cul-

tural information (Center for International 

Rehabilitation Research Information and 

Exchange [CIRRIE], 2007). These informative 

papers provide information on 11 countries of 

stroke, diabetes, and heart disease. African 

Americans typically have a close family structure, 

deep religious affiliations, and share a strong belief 

against placing older parents in long-term care 

facilities. They are generally open to rehabilitation 

programs and tend to experience disabling condi-

tions at a younger age than do Caucasians. Career 

counseling for African Americans with disabilities 

should take into account the effects of double 

minority status: disability and racial. Rehabilitation 

professionals should realize that prejudice, oppres-

sion, and stigma are often attached to both of these 

factors, and a multidimensional, multicultural 

approach to care should be used (Mpofu & Harley, 

2006).

Hispanic or Latino Americans enjoy strong 

family bonds. There is generally good family 

involvement for clients experiencing rehabilita-

tion. However, severe disability may be seen as a 

punishment from God for some evil or wrong-

doing and thus may stigmatize a person or fam-

ily. Latinos tend to continue to work with a 

disability, but in some instances may show 

poorer outcomes, such as difficulty adjusting to 

life after stroke (Cook, Stickley, Ramey, & 

Knotts, 2005).

Among Asian cultures, there is a diversity 

of beliefs. However, a respect for healthcare 

professionals as well as Eastern healers often 

means that Asians will seek treatment for reha-

bilitative conditions. In Chinese and Japanese 

cultures, there is belief in the need for balance 

between positive and negative forces, between 

the hot and cold, between the male and female. 

These opposing and related forces are referred 

to as the yin and the yang. When the body is out 

of harmony, or lacks balance, illness may occur; 

emotional problems are believed to be linked to 

a weak character. There may be feelings of guilt 

and shame in having a disability, because it 



13,000 specialists and more than 2800 trainees 

in physical and rehabilitation medicine (PRM) 

(Ward & Gutenbrunner, 2006), and the specialty 

is felt to be robust. Still, there is a concerted 

effort to recruit and educate physicians in PRM 

in Europe.

With more than 35 million people in 

America older than 65 years of age, there is an 

increased need for professionals trained to pro-

vide quality care to older adults. Older adults 

account for almost one fourth of ambulatory 

care visits, nearly one half of all hospital stays, 

and represent 83% of nursing facility residents 

(Kovner, Mezey, & Harrington, 2002; Mezey & 

Fulmer, 2002). Most nursing schools in this 

country have no full-time faculty certified in 

geriatric nursing; only a few of the nation’s 

medical schools have a geriatric department, 

and less than 10% require a course in geriatrics 

(Remsburg & Carson, 2006). As of 2002, there 

were 63 master’s programs that prepared nurses 

in geriatrics, but only 4,200 certified specialists 

(Mezey & Fulmer, 2002).

Despite concerted efforts to change it, there 

continues to be a negative stigma around care of 

older adults among nursing students. Without 

education in gerontology, healthcare profession-

als may not realize the rehabilitation potential of 

many of these older adults. The common reha-

bilitative disorders often are seen in the older 

age group, and even small improvements in 

function and independence can allow older 

adults to age in place and remain at home. Even 

those making long-term care or retirement com-

munities their home can improve their strength 

and function with small lifestyle changes and 

exercise.

There is also a growing number of persons 

whose caregiving needs go unmet (Kennedy, 

2001; LaPlante, Kaye, Kang, & Harrington, 

origin for foreign-born groups in the United 

States including China, Cuba, Dominican 

Republic, El Salvador, India, Jamaica, Korea, 

Mexico, Philippines, Vietnam, and Haiti. More 

than 100 training programs for rehabilitation pro-

viders on a variety of issues related to various eth-

nic groups and disabilities are also available from 

The National Clearinghouse of Rehabilitation 

Training Materials (www.ncrtm.org).

Formal and Informal
Caregiver Issues

As the population increases and the oldest of the 

elderly become the fastest growing age group, 

there will be a lack of physicians and nurses pre-

pared to meet the care demand for the number of 

persons with chronic illness and disability. 

Currently, there is a lack of qualified physiatrists 

and nurses in the United States (Currie, 

Atchison, & Fiedler, 2002; Dean-Baar, 2003; 

Verville & DeLisa, 2001). The ARN (Secrest, 

2007) has strongly advocated for certification in 

rehabilitation; there are nearly 10,000 nurses 

who hold the Certified Rehabilitation Registered 

Nurse (CRRN) credential. However, few nursing 

programs provide rehabilitation education as a 

separate course or have dedicated content to this 

specialty area. Getting healthcare professionals 

such as physicians and nurses interested in the 

specialty has been difficult because of its lim-

ited visibility in traditional educational pro-

grams (Neal, 2001; Thompson, Emrich, & 

Moore, 2003). The European Union has 

addressed concerns regarding a shortage of phy-

sicians trained in physical medicine and rehabil-

itation through the Union of European Medical 

Specialist (UEMS) by beginning to standardize 

training and education throughout its 28 mem-

ber countries. Within these countries there are 
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Rehabilitation should begin from the first 

day the person is in the hospital. When healthcare 

professionals forget the basic principles of reha-

bilitation, complications such as contractures, 

pressure sores, and incontinence ensue. 

Rehabilitation includes nursing, medical thera-

pies, and social services. It is an interdisciplinary 

team process focused on maintaining or restoring 

function, preventing complications, promoting 

independence and self-care, and enhancing qual-

ity of life.

Team Approach

The team approach is most effective when 

working with clients with complex needs such 

as those requiring rehabilitative services. 

Although there are several models used in this 

approach, the common threads are that the team 

members work toward goals that are mutually 

established with the client.

Prevailing models are either multidisci-

plinary, interdisciplinary, or transdisciplinary. 

Multidisciplinary teams involve professionals 

from different disciplines, each treating the cli-

ent within their various areas; however, they 

may not coordinate their efforts in the care of a 

client (Secrest, 2007). The advantage of this 

type of model is that all professionals bring 

their education and expertise to promote the 

best outcomes for the client. However, the major 

weakness is that communication between and 

across the disciplines may be lacking.

In the transdisciplinary model, each client 

has a primary therapist from the team, who may 

be a nurse, physical therapist, or occupational 

therapist. One therapist is cross-trained to pro-

vide comprehensive care to the client (Secrest, 

2004). More than 34 million persons are limited 

in some way from usual activities because of 

chronic illness. It is estimated that there are 3.8 

million adults with disabilities who require 

assistance with ADLs and 7.8 million who need 

help with IADLs (Adams et al., 2007). Persons 

who need assistance were more likely to be 

poor, older, and less educated. Persons whose 

needs are not met are more likely to experience 

discomfort, weight loss, dehydration, falls, and 

burns (LaPlante et al., 2004). Further research 

is needed to help identify consequences from 

unmet caregiving needs as well as strategies to 

address this growing problem.

INTERVENTIONS  

The Rehabilitation Process

Rehabilitation is both a philosophy and a disci-

pline (Secrest, 2007). Rehabilitation is based on 

the premise that all individuals have self-worth 

and are deserving of dignity, respect, and qual-

ity health care regardless of their limitations. 

Many concepts are imbedded in the f ield of 

rehabilitation and are reflected through such 

common sayings as:

• Rehabilitation begins day one

• What you do not use, you lose

• Progress is measured in small gains

• Independence is better than dependence

• Motivation is a key to success

• All care should include rehabilitation prin-

ciples

• Activity strengthens and inactivity wastes

• If it can be corrected, it probably could 

have been prevented



team member communicating on a regular basis 

with each other and establishing common goals 

for clients (Secrest, 2007). This is often accom-

plished through weekly team meetings in which 

the entire team reviews the progress of each client 

and mutual goals are discussed and updated. The 

client and family are an important part of the team 

as well. Nontraditional team members may be 

added to the team based on the client’s needs. 

Table 24-5 lists other potential team members in 

addition to the client and family members.

Evaluation of the Client

An important element in considering rehabilita-

tion as an option for any client is proper evalua-

tion of rehabilitation potential. There are many 

factors that comprise such an evaluation, but 

several forces seem to play a major role. These 

include the severity of the illness, injury, or 

defect; functional level and cognitive status; 

willingness to participate; internal or external 

motivation (Kemp, 1986); social support 

(Fairfax, 2002); and available resources.

Rehabilitation Potential

For purposes of insurance coverage (i.e., the 

healthcare payers), clients receiving inpatient 

rehabilitation need to meet the minimum 

requirements of being able to tolerate at least 3 

hours of therapy per day. Generally, a profes-

sional is assigned to do an evaluation of reha-

bilitation potential before the client is admitted 

to a program. This professional may be a social 

worker, nurse, case manager, clinical nurse spe-

cialist, or other clinician with appropriate edu-

cation and evaluation skills. No one type of 

client provides a perfect profile of the usual 

2007). Although this model may provide for 

continuity of care, issues surrounding licensure, 

scope of practice, and accountability abound. In 

addition, team members are often out of their 

comfort zone in providing services that they 

were not specifically trained for. Turf issues 

often complicate this type of care. Lastly, some 

organizations that have tried this model have 

given it up for a different approach because the 

team was not motivated to embrace it.

The most preferred rehabilitation team model 

is the interdisciplinary team (see Table 24-5). The 

interdisciplinary team approach involves each 

Table 24-5  Members of the 
Rehabilitation Team

Physiatrist

Certifi ed rehabilitation registered nurse (CRRN)

Certifi ed nursing assistant

Physical therapist

Physical therapist assistant

Occupational therapist

Certifi ed occupational therapy assistant

Speech therapist/speech–language pathologist

Audiologist

Dietitian/nutritionist

Social worker

Psychologist

Therapeutic recreation specialist

Pastoral counselor

Prosthetist/orthotist

Case manager
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Strengths of the Client, Family, 
and Environment

Another important factor in the evaluation pro-

cess is the identification of the client’s and fam-

ily’s strengths. Questions to ask during this 

assessment should include: What can the client 

do for him- or herself? What does the client see 

as his or her own strengths and weaknesses? 

What are the family’s strengths and weaknesses? 

What coping mechanisms does the client typi-

cally use, and will they be sufficient for the cur-

rent crisis? What community resources are 

available to the family and client? What are the 

client’s personal goals? A highly motivated cli-

ent and supportive family are important to the 

success of the rehabilitation process.

Functional Assessment

Although functional assessment is important, 

the evaluator should not forget that a true evalua-

tion of rehabilitation potential must consider all 

factors, not just physical or function related. 

Functional assessment includes an evaluation 

that identifies one’s ability to perform self-care 

and physical activities. The two approaches gen-

erally used are asking questions and observation 

(Guse, 2006).

A number of tools are available to assess 

function, although these are mainly aimed at 

screening for disability. Functional assessment 

tools include: 1) the development of a client 

problem list, 2) goal setting based on identified 

strengths and weaknesses of the client, 3) evalu-

ation of the client’s progress and outcomes, 4) 

measurement of treatment interventions, 5) 

cost–benefit effectiveness of care, 6) assistance 

in the rehabilitation program’s evaluation and 

audit, and 7) research (Remsburg & Carson, 

2006, p. 601).

patient. Rather, the evaluator uses his or her 

assessment skills to consider all the aspects of 

the person’s life that could contribute to success 

in an intensive therapeutic program such as the 

likelihood of functional improvement given the 

person’s illness or injury, internal motivation, 

and available support.

Although general criteria are followed for 

admission to a rehabilitation program, the 

uniqueness of each individual is considered by 

the evaluator. Over time, healthcare profession-

als develop an intuition that aids them in the 

selection of clients who are appropriate rehabili-

tation candidates. There may be occasions when, 

for example, a person with a low functioning 

level as a result of traumatic brain injury but 

who is highly motivated and has strong family 

support has better rehabilitation outcomes than 

the stroke patient with minimal functional defi-

cits, but whose negative attitude is a deterrent to 

readiness for intensive therapy. Sometimes cli-

ents will be referred to a transitional care unit or 

post-acute care prior to rehabilitation admission, 

and then days or weeks later they may feel the 

motivation to enter acute rehabilitation.

For each specific disease or condition there 

are some factors that are associated with either 

more positive or negative outcomes. For exam-

ple, history of previous stroke, advanced age, 

incontinence, and visual–spatial deficits are all 

associated with poorer outcomes after stroke 

(Brandstater, 2005). Easton (2001) found that 

stroke survivors who were older, had more life 

experience, knew the cause of their stroke, had 

realistic expectations, good social support, and 

expressed faith in God seemed to adapt better to 

their condition after stroke. Outcomes for older 

stroke survivors have been shown to improve 

with intensive inpatient rehabilitation (Jett, 

Warren, & Wirtalla, 2005).



The FIM (Uniform Data System for 

Medical Rehabilitation, 1997) is the most widely 

accepted and most used performance-based mea-

sure of ADLs (see Figure 24-1). A revised ver-

sion of the FIM (called the Wee-FIM) is available 

for pediatric patients. The FIM is an instrument 

that is completed by a trained evaluator to assess 

18 performance items on a 7-level scale. The tool 

is completed upon admission, at discharge, and 

often several times in between to monitor prog-

ress. The total score of all categories can help to 

show improvement over time. The evaluator may 

Evaluators may use a variety of methods to 

complete a functional assessment. Generally, a 

combination of self-report, whether in the form 

of a questionnaire completed by the person or 

the interviewer, and observation are used. An 

example of an easy tool to assess general geriat-

ric health is the Timed Up and Go (TUG) test. 

The person is asked to rise up from a chair, walk 

10 feet, turn around, and sit back down. 

Increased TUG times have been associated with 

falls in the elderly (Podsiadlo & Richardson, 

1991).

CASE STUDY

Adjustment to Life-Altering ConditionAdjustment to Life-Altering Condition

Dr. Janes, a community dentist, was diagnosed with MS at age 54. His clinical patterns proved 

to be the relapsing-remitting type with slowly progressive disability and loss of function over 

time. By the age of 60, Dr. Janes retired because complications of his MS such as fatigue, 

visual problems, and poor balance made it difficult to continue his busy pediatric dentistry 

practice. His wife was frustrated with his decline in health and early retirement. Dr. Janes con-

sulted a clinical nurse specialist during the last hospitalization for a severe exacerbation to 

help better manage his condition after retirement, now that he was “able to focus on his own 

health more.” A new medication in the group of immunomodifiers proved effective in reduc-

ing the number and severity of exacerbations per year and working with the rehabilitation 

team on an outpatient basis helped to improve Dr. Janes’s quality of life.

Discussion QuestionsDiscussion Questions

1. What team members would have been involved in Dr. Janes’s rehabilitation in the inpa-

tient rehabilitation unit after an acute exacerbation of his MS?

2. What goals would be appropriate for Dr. Janes in the long term? Short term?

3. Name two tools or classification systems that would be appropriate in evaluating Dr. 

Janes’s functional ability.

4. If you developed a long-term plan of care for Dr. Janes, what outcomes would be appro-

priate over a 10-year period?
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FIGURE 24-1 FIM Instrument.
Source: Copyright © 1997 Uniform Data System for Medical Rehabilitation (UDSmr), a division 
of UB Foundation Activities, Inc. (UBFA). Reprinted with the permission of UDSmr, University at 
Buffalo, 232 Parker Hall, 3435 Main Street, Buffalo, NY 14214. All marks associated with IFM 
and UDSmr are owned by UBFA.

L
E
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E
L
S

NO HELPER7 Complete Independence (Timely, Safely)
6 Modified Independence (Device)

Modified Dependence
5 Supervision (Subject = 100%+)
4 Minimal Assist (Subject = 75%+)
3 Moderate Assist (Subject = 50%+)

Complete Dependence
2 Maximal Assist (Subject = 25%+)
1 Total Assist (Subject = less than 25%)

A. Eating
B. Grooming
C. Bathing
D. Dressing - Upper Body
E. Dressing - Lower Body
F. Toileting

G. Bladder Management
H. Bowel Management

I. Bed, Chair, Wheelchair
J. Toilet
K. Tub, shower

L. Walk/Wheelchair
M. Stairs

N. Comprehension
O. Expression

P. Social Interaction
Q. Problem Solving
R. Memory

Self-Care

Sphincter Control

Transfers

Locomotion

Communication

Social Cognition

NOTE: Leave no blanks. Enter 1 if patient not testable due to risk.

Motor Subtotal Score

Cognitive Subtotal Score

TOTAL FIM Score

ADMISSION DISCHARGE FOLLOW-UP

HELPER

W Walk
C Wheelchair
B Both

A Auditory
V Visual
B Both
V Vocal
N Nonvocal
B Both

A Auditory
V Visual
B Both
V Vocal
N Nonvocal
B Both

A Auditory
V Visual
B Both
V Vocal
N Nonvocal
B Both

W Walk
C Wheelchair
B Both

W Walk
C Wheelchair
B Both



depression, disability, decreased function, and 

increased time off of work (Harris, 2000; 

Lipton, Hamelsky, Kolodner, Steiner, & Stewart, 

2000;  Walsh,  Dumitru,  Schoenfeld,  & 

Ramaurthy, 2005). The popularity of pain clin-

ics, whose major purpose is to address chronic, 

intractable pain, is growing, and referrals are 

often made to these programs when other inter-

ventions fail.

Pain, whether acute and/or chronic, can 

interfere with rehabilitation goals. Therefore, 

pain management is a part of most rehabilitation 

programs. The ARN, in fact, provides specific 

goals for pain management in clients, stating 

that rehabilitation nurses should seek to assist 

clients with acute or chronic pain to improve 

their physical functioning and thus improve 

their quality of life (ARN, 1996). Pain is a com-

plex problem that requires a comprehensive 

approach from an interdisciplinary team using a 

variety of pharmacologic and nonpharmaco-

logic interventions.

Rehabilitation Nursing

Rehabilitation is a growing specialty, and nurs-

ing is an emerging leader in this field. Specialties 

such as rehabilitation nursing are often impacted 

by the wars that create larger numbers of veter-

ans with multiple traumatic injuries that require 

rehabilitation. Rehabilitation nurses are finding 

themselves working in a wider variety of set-

tings and subspecialties to meet the growing 

demand for their services. Several of the settings 

in which rehabilitation nurses may work are dis-

cussed in the following sections.

In 1984, the ARN offered the first certifi-

cation for registered nurses (RNs) working 

with rehabilitation clients. This credential, the 

CRRN, is the basic designation for this nursing 

specialty. There are more than 10,000 CRRNs 

be one person, or different team members may 

complete various parts of the FIM tool based on 

their expertise. For example, the nurse may com-

plete the sphincter control item and the speech 

therapist may complete the communication sec-

tion. Team members base their evaluation on 

direct observation of the subject. The items 

assessed include self-care, sphincter control, 

transfers, locomotion, communication, and 

social cognition. The evaluator quantifies each 

category by determining how much assistance is 

required in each category. A score of 1 means 

total assistance was needed and the subject pro-

vided less than 25% of the effort. A score of 7 

signifies complete independence in a timely and 

safe manner (i.e., the subject was completely 

independent in that activity).

The usefulness or accuracy of some of 

these tools has been called into question by 

some. It is wise to investigate the development 

of the instrument and which patient groups were 

used during its development. In addition, the 

outcomes of a tool are generally somewhat 

dependent upon the person using it, so it is 

essential that evaluators are properly educated 

in the use of the instrument. Many tools have 

questionable generalizability to older adults and 

may not take into consideration the normal 

effects of aging.

Pain Management

Both acute and chronic pain may be present in 

rehabilitation clients. Acute pain is thought to be 

of shorter duration and associated with the 

insult. Chronic pain, more often seen in those 

clients with chronic illness and disability, is of 

longer duration and can result in diminished 

health, disability, and reduction in quality of life 

(American Pain Society, 2006; Hertzberg, 

2007). Chronic pain has been associated with 
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Rehabilitation Settings

Rehabilitation services are offered in a wide vari-

ety of settings. These may include freestanding 

rehabilitation facilities, acute rehabilitation within 

hospitals, long-term care facilities, or the home. 

Regardless of the setting for care, services should 

be provided by an interdisciplinary team of 

trained professionals. In the past, rehabilitation 

units, especially those within hospitals, served 

patients with diverse diagnoses. However, as the 

specialty has grown and the body of research and 

evidence-based practice expands, it is becoming 

more common for larger rehabilitation facilities 

to target services for specific diagnostic groups of 

clients such as multiple trauma, traumatic brain 

injury, stroke syndromes, spinal cord injuries, 

cancer, burns, or human immunodeficiency virus 

(HIV), or at least to provide dedicated units for 

persons with similar diagnoses.

Subacute Care Units

Subacute care units are for patients who require 

more intensive nursing care than the traditional 

long-term care facility or nursing home can pro-

vide, but less than that provided by the acute 

care hospital or skilled care unit (Mauk, 2006). 

These units are sometimes referred to as transi-

tional care units. Clients seen in subacute care 

are typically those who need:

assistance as a result of non-healing wounds, 
chronic ventilator dependence, renal problems, 
intravenous therapy, and coma management 
and those with complex medical and/or reha-
bilitation needs, including pediatrics, orthope-
dics, and neurologic. These units are designed 
to promote optimum outcomes in the least ex-
pensive cost setting. (Easton, 1999, p. 15) 

today (ARN, 2010). In 1997 an advanced prac-

tice certif ication, the certif ied rehabilitation 

registered nurse-advanced (CRRN-A) was 

offered, but because of the smaller number of 

nurses sitting for the exam and changes in cer-

tification methods, it was phased out in 2009. 

The ARN (2010) also supports a variety of 

specialized practice roles for rehabilitation 

nurses. Role descriptions that have been devel-

oped by the ARN for rehabilitation nurses 

include the subspecialties of gerontologic 

rehabilitation, home care, pain management, 

pediatric rehabilitation, rehabilitation nurse 

manager, rehabilitation admissions liaison, 

advanced practice, case manager, staff nurse, 

nurse educator, and nurse researcher (see 

Table 24-6).

Table 24-6  Rehabilitation Nursing Role 
Descriptions

Gerontologic Rehabilitation Nurse

Homecare Rehabilitation Nurse

Pain Management Rehabilitation Nurse

Pediatric Rehabilitation Nurse

Rehabilitation Nurse Manager

Rehabilitation Admissions Liaison Nurse

Advanced Practice Rehabilitation Nurse

Rehabilitation Nurse Case Manager

Rehabilitation Nurse Educator

Rehabilitation Staff Nurse

Rehabilitation Nurse Researcher

Source: Association of Rehabilitation Nurses. (2010). Role 
description brochures. Retrieved September 21, 2011, 
from: http://www.rehabnurse.org/pubs/role/index.html



conditions as joint replacement surgery. The 

person needing intensive inpatient rehabilitation 

is one who also requires 24-hour nursing care to 

address such problems as medication manage-

ment, complex comorbidities, nutrition, swal-

lowing disorders, behavior issues, skin care, and 

bowel and bladder retraining. Clients in acute 

rehabilitation may be admitted for a specific 

diagnosis such as stroke but also have pre- or 

coexisting conditions that complicate recovery 

such as hypertension, cancer, diabetes, and renal 

disease. In addition, the majority of clients 

treated in acute rehabilitation are older adults. 

Older adults as a population have unique needs 

with or without undergoing acute rehabilitation. 

Generally, to qualify for acute intensive rehabil-

itation services offered in these facilities, clients 

must be able to tolerate at least 3 hours of ther-

apy per day, have a goal of discharge to home, 

and be able to demonstrate progress toward 

mutually established goals (Mauk & Hanson, 

2010). They should also have private insurance 

or Medicare coverage to cover the high cost of 

the interdisciplinary services provided by multi-

ple therapies and nursing.

Long-Term Care Facilities or Retirement 
Communities

Although long-term care facilities often carry a 

negative stigma with the general public, rehabil-

itative services offered in these facilities may be 

quite appropriate for assisting adults in regain-

ing independence and function. Long-term care 

facilities, especially those offering multiple lev-

els of care, may have accredited rehabilitation 

units housed within them. Persons making a 

retirement community their home may also avail 

themselves of therapeutic services offered 

Clients may stay from days to several weeks. 

Persons who need rehabilitation services but 

would be unable to tolerate the intensive therapy 

of acute rehabilitation may be candidates for 

this level of care.

Skilled Nursing Facilities

Skilled nursing facilities may also provide reha-

bilitation and can be housed in acute care hospi-

tals, and on independent specialty units, or 

within long-term care facilities. Remsburg and 

colleagues caution that not all skilled nursing 

facilities provide the same level of rehabilitation 

services, with services ranging from those who 

are Commission on Accreditation of Reha-

bilitation Facilities (CARF)–accredited pro-

grams and others that offer some restorative 

care, so consumers should carefully evaluate 

options when choosing a facility (Remsburg, 

Armacost, Radu, & Bennett, 1999; Remsburg, 

Armacost, Radu, & Bennett, 2001; Resnick & 

Fleishell, 2002).

Several benefits are seen with skilled nurs-

ing facilities. The pace is generally slower. 

Often patients will have more continuity of care 

with nursing staff than in an acute care hospital. 

Length of stay is generally longer, perhaps 

weeks or months instead of days. The focus of 

treatment is on individual outcomes with less 

regard to speed of progress (Osterweil, 1990).

Hospitals and Freestanding Facilities

Acute rehabilitation is often provided in acute 

care hospitals or freestanding rehabilitation 

facilities. A person requiring inpatient rehabili-

tation is not just in need of therapy, for if that 

was the only service required, it could be done 

on an outpatient basis, as often occurs with such 
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through a team-nursing delivery system, with 

most of the daily care being provided by nursing 

assistants, with supervision by licensed practical 

nurses and case management by RNs. In the 

long-term care setting, services are offered 

mainly to geriatric residents using a team ap-

proach, with the RN in the role of case manager. 

In independent living settings, older adults may 

receive care from personal care attendants. Here 

again the RN serves as a care manager and client 

advocate (Parker & Neal-Boylan, 2007).

Rehabilitation Specialties

Within the discipline of rehabilitation, there are 

many subspecialties. Although most traditional 

rehabilitation programs provide care to a mixed 

case of clients, there are both population- and 

diagnosis-specific units that cater to the needs of 

smaller, select groups of patients. These types of 

specialty programs may be inpatient or outpatient 

and may include geriatrics, pediatrics, cardiac, 

pulmonary, cancer, HIV, and Alzheimer’s disease.

Geriatric Rehabilitation

By 2030, it is estimated that there will be more 

than 71 million Americans older than age 65, 

comprising about 20% of the population (CDC, 

2007a). The top chronic illnesses that are consid-

ered the greatest health burden to society include 

arthritis, heart disease and stroke, diabetes, and 

cancer, and more recently obesity and tobacco-

related disease (National Center for Chronic 

Disease Prevention and Health Promotion, 2007). 

Of the six leading causes of death in older 

Americans, five are from chronic illnesses, indi-

cating that rehabilitation in geriatric clients 

should be a priority.

within the facility. An increasing number of con-

tinuous care retirement communities (CCRCs) 

have physical or other therapists available to 

assist with rehabilitation after an accident, sur-

gery, or illness in order to help older adults “age 

in place.” In addition, many CCRCs have begun 

to offer health promotion activities that include 

state-of-the-art f itness centers with personal 

trainers to foster primary prevention as well as 

rehabilitation.

Community-Based Rehabilitation

Community-based rehabilitation may involve a 

rehabilitation team or involve only nursing. 

Community-based nurses may work in outpa-

tient rehabilitation clinics, senior centers, 

assisted living, home health care, public schools, 

churches, or function as case managers. 

According to Parker and Neal-Boylan (2007), 

community-based rehabilitation is used in a 

variety of settings including home health care, 

subacute care, long-term care, and independent 

living.

Home health care provides services to cli-

ents of all ages and emphasizes primary care and 

case management. It allows individuals and fami-

lies to remain in the home and still receive ser-

vices that focus on health restoration and 

maximizing function. Home care is considered a 

cost-effective service for those recuperating from 

an injury or illness who are not able to completely 

care for themselves (National Association for 

Home Care and Hospice, 2007). Unique models 

may even allow CCRCs to provide homecare ser-

vices covered by Medicare (L. Mullet, personal 

communication, November 26, 2007).

Subacute care in the community-based 

model generally provides services to adults 



a man with a lower extremity amputation that 

occurred in his 20s is much more likely to have 

arthritis and range-of-motion problems in his 

shoulders from overuse of a non–weight-bearing 

joint than the person who has lost this limb later 

in life. However, the person with lower extremity 

amputation later in life as a result of peripheral 

vascular disease secondary to diabetes is at an 

increased risk for complications because of 

advanced age and disease process. Therefore, 

both the disability and the aging process contrib-

ute to one’s overall rehabilitation potential. 

Rehabilitation can positively impact older adults 

by providing services to strengthen both physi-

cal and psychosocial functioning.

Pediatric Rehabilitation

Children with functional limitations have differ-

ent needs and development concerns than adults 

do. Pediatric rehabilitation involves the collabo-

ration of an interdisciplinary team of profession-

als to provide a continuum of care for children 

from the onset of injury or illness until adult-

hood. The focus of treatment is on adaptation 

and maximum function to promote indepen-

dence within the family and society. The ARN 

(2007) defines pediatric rehabilitation nursing 

as “the specialty practice committed to improv-

ing the quality of life for children and adoles-

cents with disabilities and their families” (p. 1). 

Professionals working with children practice 

family-centered care, must be knowledgeable 

about normal growth and development, and be 

able to work with an interdisciplinary team to 

address interventions that include physical, 

emotional, cultural, educational, socioeconomic, 

and spiritual dimensions (Edwards, Hertzberg, 

& Sapp, 2007).

Geriatric rehabilitation focuses on restoring 

and maintaining optimal function while consid-

ering holistically the unique effects of aging on 

the person (Clark & Siebens, 2005). Programs 

specifically designed for older adults may have 

adjusted expectations such as requiring less 

intensive rehabilitation and preventing potential 

complications such as falls, dehydration, pres-

sure sores, immobility, delirium, and polyphar-

macy that occur more frequently in older adults 

(Beers & Berkow, 2004; Lin & Armour, 2004; 

Routasalo, Arve, & Lauri, 2004; Worsowicz, 

Stewart, Phillips, & Cifu, 2004). Geriatric reha-

bilitation also focuses on enhancing quality of 

life through the strengthening of social support 

systems, family involvement, client education, 

and connection with community resources.

Mauk and Lehman (2007) suggest that 

there are two ways in which disability affects 

older adults: acquiring disability at an advanced 

age, and aging with an earlier onset disability. 

Factors that may affect an older adult’s rehabili-

tation potential include: age, frailty, the normal 

aging process, effects of chronic disease, func-

tional and cognitive status, the use of multiple 

medications, and the presence of social support 

(Bagg, Pombo, & Hopman, 2002; Bandeen-

Roche et al., 2006; Beaupre et al., 2005; Charles 

& Lehman, 2006; Yu, 2005). The more common 

acquired disabilities in older adults include 

stroke, head injury, and fractures from falls. In 

addition, the various syndromes (such as delir-

ium, dizziness, incontinence, dehydration, and 

functional loss) that are seen more often in older 

adults can negatively impact the rehabilitation 

process (Mauk & Lehman, 2007). Persons aging 

with a disability tend to experience a greater 

degree of complications over time. For example, 
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are caused by coronary heart disease. Cardiac 

rehabilitation “enhances recovery, and second-

ary prevention measures prevent further compli-

cations from disease” (Carbone, 2007). Cardiac 

rehabilitation is appropriate for persons with 

congenital or acquired heart disease such as 

those with myocardial infarction, chronic 

angina, cardiomyopathy, or postsurgical 

patients. The aims are to improve functional 

capacity and to reduce related morbidity and 

mortality (Singh, Schocken, Williams, & 

Stamey, 2004). Cardiac rehabilitation following 

a myocardial infarction has four phases: phase I: 

acute phase—during the inpatient stay; phase II: 

convalescent phase—early post-discharge; 

Some of the common disorders associated 

with the need for pediatric rehabilitation include: 

traumatic brain injury, spinal cord injury, burns, 

cancer, congenital diseases and birth defects, 

and chronic illness. For example, whether a child 

sustains a brain injury from an accident or is 

born with cerebral palsy, the interventions from 

the interdisciplinary rehabilitation team will be 

designed to maximize function and help the 

child attain adulthood as a well-adjusted mem-

ber of society.

Cardiac Rehabilitation

According to the American Heart Association 

(AHA, 2011), 1 in 6 deaths in the United States 

CASE STUDY

Technologic AdvancesTechnologic Advances

Ted is a 24-year-old veteran of the Iraq war. He received polytrauma injuries after an impro-

vised explosive device exploded near his tank in the field. He sustained multiple burn injuries, 

mild brain injury, and an eventual amputation of the left lower leg. After extensive time in 

rehabilitation at a polytrauma center, he was fitted for a prosthetic C-Leg to allow him to 

return to his prior love of running. Ted’s long-term goal is to compete in the Paralympics, 

because he had been an athlete prior to his injuries. He has the support of a loving family and 

young wife of 2 years, as well as his large home church.

Discussion QuestionsDiscussion Questions

1. What are some other nonpharmacologic strategies that could be applied to help improve  

Ted’s quality of life?

2. How would the interdisciplinary team assist Ted with developing a long-term plan to cope 

with the effects of polytrauma?

3. What rehabilitation issues and concerns would be involved in Ted’s situation? What psy-

chosocial and emotional factors should be addressed?

4. How should the family and church friends be involved in the plan of care for Ted?

5. Is Ted’s goal of competing in the Paralympics realistic? What factors would have to be 

considered for this to occur?



focus in both the prevention and rehabilitative 

treatment of respiratory problems.

Cancer Rehabilitation

According to the CDC’s 2007 data, the top can-

cer deaths for males across all races include 

prostate, lung, liver, and colorectal (CDC, 

2011a). For women, the leading causes of cancer 

deaths include lung, breast, and colorectal 

(CDC, 2011a). Given these statistics, many can-

cers detected early are highly treatable and need 

not be viewed as a terminal diagnosis. These 

data suggest that persons with cancer will not 

only survive but may require rehabilitation to 

enhance quality of life and return to optimal 

functioning after their diagnosis and as part of 

their treatment. “Cancer rehabilitation is the 

process that assists the person with cancer in 

obtaining maximum physical, social, psycho-

logical, and work-related functioning during and 

after cancer treatment” (People Living with 

Cancer, 2006, p. 1). The goals of cancer rehabil-

itation include maximizing independence in 

mobility and ADLs, preserving dignity, and pro-

moting quality of life (Beck, 2003; Gillis, 

Cheville, & Worsowicz, 2001; Vargo & Gerber, 

2005), and are individualized to each person, 

given the stage of their disease. The cancer reha-

bilitation team includes all of the usual team 

members of rehabilitation as well as the oncolo-

gist. Quality of life is enhanced through cancer 

rehabilitation by assistance with ADLs, pain 

management, improving nutrition, smoking ces-

sation, stress reduction, and improved coping 

strategies. In one study of women with breast 

cancer, exercise therapy was found to signifi-

cantly enhance quality of life (Dale et al., 2007). 

Rehabilitation can also assist individuals with 

terminal cancer to live a better quality of life 

until end of life.

phase III: training phase—structured and super-

vised exercise program; and phase IV: mainte-

nance phase—post-training and lifestyle 

changes (Shah, 2005; Singh et al., 2004). 

Measures employed in cardiac rehabilitation 

include risk factor modif ication along with 

medication management and medical interven-

tions. Risk-factor management focuses on 

smoking cessation, controlling hypertension, 

decreasing cholesterol, management of diabe-

tes, increasing physical activity, and decreasing 

stress (AHA, 2011). Client participation in car-

diac rehabilitation is an ongoing problem, with 

recent research suggesting that the strength of 

physician recommendation, gender (men partic-

ipated more than women), and disease severity 

may be the best predictors of whether clients 

initiate cardiac rehabilitation (Ades, Waldmann, 

McCann, & Weaver, 1992; Shanks, Moore, & 

Zeller, 2007).

Pulmonary Rehabilitation

COPD, which includes chronic bronchitis and 

emphysema, is the third leading cause of death 

in America (American Lung Association 

[ALA], 2011). When asthma and other pulmo-

nary problems are factored in, chronic respira-

tory problems are a leading cause of functional 

disability in the United States. The primary risk 

factor for COPD is smoking, and 80–90% of 

deaths from COPD are attributed to this cause 

(ALA, 2011). Because of the large numbers of 

Americans experiencing pulmonary problems, 

specif ic programs have been developed to 

address these needs. The American Association 

for Respiratory Care (2002) state that essential 

components of a pulmonary rehabilitation pro-

gram include: assessment, patient education, 

exercise, psychosocial interventions, and follow 

up. Smoking cessation programs are a major 
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progresses, and family caregivers are no longer 

able to manage persons at home. As their condi-

tion deteriorates with advancing dementia, the 

fundamental principles of rehabilitation still 

apply to these residents: to assist individuals to 

remain as independent as possible for as long as 

possible, to maintain function, and to prevent 

complications.

HIV/AIDS

An estimated 1,178,350 persons aged 13 and 

older were living with HIV or acquired immune 

deficiency syndrome (AIDS) in the United States 

in 2009 (CDC, 2011b). It is estimated that 

between 34.6 and 42.3 million people in the 

world have HIV or AIDS (Monahan, Sands, 

Neighbors, Marek, & Green, 2007) and about 25 

million people worldwide have died from AIDS, 

including about a half million Americans (CDC, 

2006). Although current treatments have dramati-

cally increased the life expectancy for many per-

sons with HIV, those developing AIDS experience 

many associated neurologic, pulmonary, cardiac, 

and rheumatologic problems. Rehabilitation pro-

grams designed to address all levels of prevention 

along with the associated health problems inher-

ent with HIV/AIDS are becoming more common. 

Rehabilitation nurses may work with infected 

patients from before diagnosis through end of life 

(Manning & Haldi, 2007). Rehabilitation goals 

depend on the stage of illness, whether symptom-

atic, asymptomatic, or terminal, but include inter-

ventions such as monitoring client status, careful 

assessment, addressing psychological needs and 

responses, balancing energy with rest, medication 

management, education regarding prevention of 

transmission, emotional support, and counseling 

for the person and family.

Dementia or Alzheimer’s Programs

Alzheimer’s disease is a progressive and fatal 

brain disease that currently affects more than 5 

million Americans (National Institute on Aging, 

2010). New research from the National 

Institutes of Health suggests that one in seven 

Americans older than the age of 71 has some 

type of dementia (Plassman et al., 2007). 

Generally occurring in older adults, there are 

still believed to be between 220,000 and more 

than half a million cases of early-onset 

Alzheimer’s that affect persons in their 30s, 40s, 

and 50s (Alzheimer’s Association, 2007). It is 

the most common type of dementia and has no 

cure. Although Alzheimer’s disease is not gener-

ally considered a rehabilitation diagnosis, it cer-

tainly fits the profile of chronic illness. Those 

with early-onset Alzheimer’s disease would cer-

tainly avail themselves of all treatment possible 

to postpone the inevitable effects of this pro-

gressive illness. This would include interven-

tions from the rehabilitation team.

Rehabilitation nurses are often found work-

ing in long-term care facilities that serve resi-

dents with dementia, and the need is likely to 

grow. Although the focus of care for older per-

sons with Alzheimer’s disease includes rehabili-

tation goals, realistic outcome planning as the 

disease progresses will not likely include dis-

charge to home. Persons with Alzheimer’s dis-

ease may receive services from assisted living, 

nursing homes, and/or special care units 

(Alzheimer’s  Associa t ion ,  2007) .  The 

Alzheimer’s unit within the nursing home often 

becomes the last home that a person with demen-

tia will know. The number of Alzheimer’s units 

within long-term care facilities is increasing 

owing to the demand for services as the disease 



benefits of Joint Commission accreditation and 

certification include strengthening the trust of 

the public in the organization, improving risk 

management, promoting patient safety and com-

fort, and enhancing staff recruitment into the 

organization (Black, 2007).

Commission on Accreditation of 
Rehabilitation Facilities (CARF)

CARF is an independent, not-for-profit organi-

zation that accredits rehabilitation programs and 

services. “CARF reviews and grants accredita-

tion services nationally and internationally on 

request of a facility or program. Our standards 

are rigorous, so those services that meet them 

are among the best available,” and CARF 

accreditation procedures “ensure the highest 

industry standards possible, providing risk re-

duction and accountability” (CARF, 2007, p. 1). 

There are six divisions in CARF’s organizational 

structure: medical rehabilitation, behavioral 

health, employment and community services, 

aging services, child and youth services, and 

opioid treatment (Black, 2007). The most recent 

publications for CARF include the Child and 

Youth Standards Manual and Aging Services 

Standards Manual (CARF, 2011a, b).

OUTCOME MEASUREMENT AND 
PERFORMANCE IMPROVEMENT  

According to Black (2007), outcomes of care 

are being emphasized as never before. She lists 

the following benefits of monitoring outcomes 

(Black, 2007, p. 395):

• Track efficiency and effectiveness

• Identify trends

Ensuring Quality in Rehabilitation 
Facilities

There are two primary accrediting bodies for 

rehabilitation providers: the Joint Commission 

and CARF. Although the Joint Commission 

accreditation is expected for inpatient rehabilita-

tion providers, CARF accreditation is viewed as 

a mark of distinction that signif ies meeting 

higher standards for rehabilitation.

The Joint Commission

The oldest and best known accrediting body is 

the Joint Commission, previously known as the 

Joint Commission on the Accreditation of 

Healthcare Organizations. The mission of the 

Joint Commission is “to continuously improve 

the safety and quality of care provided to the 

public through the provision of health care 

accreditation and related services that support 

performance improvement in health care organi-

zations” (Joint Commission, 2007, p. 1). The 

Joint Commission has developed current, pro-

fessionally based standards for hospitals, long-

term care, home health care, and other 

organizations and uses a survey process to evalu-

ate the compliance of healthcare organizations 

with these standards. The Joint Commission has 

a cooperative agreement with CARF regarding 

the evaluation of rehabilitation facilities. In 

1997, the ORYX initiative allowed the integra-

tion of outcomes and standard performance 

measures into the accreditation process and 

helped organizations identify care issues that 

required attention (Black, 2007). The Joint 

Commission holds organizations responsible for 

providing safe care that meets the standards of 

the industry and protects public safety. Some 

Outcome Measurement and Performance Improvement 681



682 CHAPTER 24 / Rehabilitation

aims. Outcomes measurement and documenta-

tion of performance improvement are critical 

because reimbursement under present payment 

systems require rehabilitation providers to pro-

vide evidence of the effectiveness of their pro-

grams and services (Johnston, Eastwood, 

Wilkerson, Anderson, & Alves, 2005).

• Facilitate communication between the 

patient, family, treatment team, payers, 

referral source, and other stakeholders

• Assess follow up measures to determine 

whether progress is continuing after dis-

charge

• Identify areas for improvement

• Measure access to programs 

In rehabilitation, outcomes are key to ensur-

ing that goals are being met. Goal setting in 

rehabilitation should be mutual between the cli-

ent and the healthcare team. Individual goals for 

clients are reviewed systematically at team con-

ferences. Outcome measurement can be used to 

look at trends within an organization, be bench-

marked against industry standards, and com-

pared with best practices.

There are many ways that outcomes can be 

measured. Accreditation provides one way to 

ensure that facilities are meeting the industry 

standards. A variety of tools can also be used to 

monitor individual and collective rehabilitation 

outcomes. One of the most commonly used is 

the FIM instrument (see Figure 24-1). The FIM 

( U n i f o r m  D a t a  S y s t e m  f o r  M e d i c a l 

Rehabilitation, 1997) instrument provides a 

quantitative measure of function on admission, 

discharge, and follow up so that data may be 

compared across time and with other cohorts. 

This information often proves useful in justify-

ing insurance coverage by demonstrating contin-

ued improvement by the client.

There are also many tools and models for 

performance improvement in health care. Most 

of these focus on devices to assist team mem-

bers to improve the quality of care for clients. 

Diagrams, flow sheets, checklists, charts, and 

other visuals can enhance performance. 

Standard setting by national organizations pro-

vides an additional means of quality improve-

ment as organizations strive to meet industry 

 Evidence-Based Practice Box Evidence-Based Practice Box

This qualitative study explored and com-

pared the hopes of caregivers and nurses 

dealing with adolescent patients with 

acquired brain injury. Four themes of 

hope were revealed by 21 caregivers 

(mean age of 45 years).  Fourteen nurses’ 

perceptions of hope for recovery of the 

adolescent patients were also examined. 

Nurses were found to have different per-

ceptions of recovery than the caregivers, 

who felt they knew the patient better than 

the staff. The four themes of hope sug-

gested by the caregivers included: 

1) family as important, 2) taking one day 

at a time, 3) knowing the patient better, 

and 4) spiritual strength as a major social 

support. Rehabilitation nurses can learn 

from this limited study that caregivers 

believe they can provide good insight into 

the patient with brain injury and that 

social supports in the form of family and 

spirituality were seen as important to this 

group.

Source: Gebhardt, M. C., Mcgehee, 

L. A., Grindl, C. G., & Dufour, L. T. 

(2011). Caregiver and nurse hopes for re-

covery of persons with acquired brain in-

jury. Rehabilitation Nursing, 36(1), 

3–12.



For a full suite of assignments 
and additional learning activities, 
use the access code located in 
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website: http://go.jblearning.com/larsen. If 
you do not have an access code, you can 
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in older adults, 6–7
self-management, clinical practice guidelines for, 

383t
sexual dysfunction and, 296
social isolation and, 111
of spouses of caregivers, 257

Desire, sexual, 292
Destiny, belief in, 326
Devaluation, social

illness and, 31
stigma and, 48–50, 59

Developmentally appropriate care, 267–268
Deviance, vs. normality, 48
Diabetes mellitus

erectile dysfunction treatment in, 297, 298t, 299
female sexual dysfunction in, 299
HbA1c levels, 466–467, 523
Healthy People 2020 goals/objectives for, 381t
incidence, 297
medical care costs, 3
self-management, clinical practice guidelines for, 383t
sexuality and, 297, 298t, 299–300
type II, 28, 466–467

Diagnosis-related groups (DRGs), 7, 513–514, 536
Diet

cholesterol-lowering, adherence to, 231
for health promotion, 448
in United States, 434, 439

Dietary Supplement Health and Education Act, 488
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Dietary supplements
definition of, 488
drug interactions with, 488–489
regulation of, 488

Dignity, independence and, 334
Dignity-conserving model, 612
Dignity therapy, 612
Disabled Americans

inequities among, 662–663
in long-term care, 574
participation of, 63
stigma of, 51, 103, 663–664

Discharge planning, as empowerment strategy, 330
Discrimination, stigma and, 48–49, 49–50
Disease. See also specific diseases

chronic (See Chronic disease)
management

chronic care model (See Chronic care model)
vs. illness management, 514–516

prevention, in long-term care facilities, 583
vs. illness, 4–5, 29

Disease management companies, 514–515
Disfigurement

body image adjustment and, 140
in chronic illness, body image and, 148–149
social isolation and, 113

Disregard, as strategy for stigmatized individuals, 57
Diversity

generalizations of, 346
myths of, 345–346

Doctor of Nursing Practice (DNP), 458–459, 460t
Documentation, of home health care, 543–544
DRGs (diagnosis-related groups), 7, 513–514, 536
Drug-level measurements, 226
Drug-related problems, stigma of, 51
Dual specialization model, 262–263
Dynamic processes, adjustment as, 77

E
East Indian Hindu Americans, health beliefs/practices, 361t
EBP. See Evidence-based practice
Economic factors, adherence and, 219–220
ED. See Erectile dysfunction
Education

for advanced practice registered nurses, 458–459, 460t
for body image changes, 153–154
client/family (See Client/family education)
of client/family, as empowerment strategy, 333
culturally-based, 117–118
family coping, 267–268
by Guided Care Nurse, 518
of healthcare professionals, on palliative care, 614
to increase adherence, 227–228
Japanese Americans and, 352
learners (See Learners)
learning and (See Learning)
professional

on caring for older adults, 15
on complementary and alternative medicine, 500
on cultural competence, 360, 362

on palliative care, 614
on reduction of stigma perception, 68–69

for uncertainty reduction, 173–174
Educational materials, readability assessment, 412t
Effective care, 635
Efficient care, 635
Elderly

abuse/neglect of, 259–260, 569, 576–577
cancer survivors, quality of care for, 198
healthcare for, educating workforce for, 15
impact of chronic illness on, 6–7
impact of stigma and race on depression treatment, 

67–68
long-term care for (See Long-term care)
model of care, Program of All-Inclusive Care for 

Elderly, 519
population demographics, 6, 104
social isolation of, 103–107
uncertainty and, 164

Electronic monitoring, of adherence, 227
EM (explanatory models), 25
Embodiment, 134
Emotional control strategies, 176
Emotional distress, illness and, 30
Emotional domain, adaptation in, 76
Emotional intelligence training, 89
Emotive strategies, for uncertainty reduction, 176–177
Employers, as stakeholders in healthcare system, 628
Employment

impact of family caregiving on, 261–262
lack of, social isolation and, 109
loss, powerlessness and, 321

Empowerment, 329–335
advocacy, 334
anticipatory guidance and, 335
collaboration, 330
control and, 331–332
cultural competence and, 335
decision making and, 334–335
discharge planning, 330
education, client/family, 333
establishing sense of mastery, 332–333
healthcare system navigation, 333–334
health coaching, 330
self-determination, 332
self-management, 330–331

Enablement process, in long-term care, 581
Enabling-Disabling Process Model, 649–650, 651t
Enacted stigma, 53–54
End-of-life care

decision making, 575–576
deficiencies in, 600
pain management, 583
quality of life, 199–200
support, for nursing home residents, 192, 193t–195t, 

195–196
End-of-Life Nursing Education Consortium, 588
Engagement

definition of, 40
in support resources, 176–177

Engel’s Biopsychosocial Model, 81
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Enhance-Wellness program, 450–451
Environment

outcomes, from self-care promotion, 390
strengths, evaluating for rehabilitation, 670

Epilepsy, 146–147
Equality, culture/diversity and, 345
Equitable care, 635
Erectile dysfunction (ED)

diabetes mellitus and, 297
drugs related to, 296
organic factors in, 293–294
treatment, in diabetes mellitus, 297, 298t, 299

Ethical issues
adherence, 222–223
decision making

by advanced practice registered nurses, 470–471, 
470t, 471t

complementary and alternative medicine and, 
500–503

in long-term care, 573–577
in rehabilitation, 664–665

Ethnic minorities
adherence and, 217, 220
caregiving attitudes and, 275–276
classifications, 349
demographics, 347, 348t
disabled, inequities of, 662–663
family caregiving and, 247–248
health disparities and, 4, 10–11, 348–349
social isolation and, 107–108
values/beliefs and, 83

Ethnocultural interventions, to increase adherence, 230–231
Evaluations

assessments (See Assessments)
of client, for rehabilitation, 669–671, 672f, 673
of cognition impairments, 585
of educational outcomes from teaching plans, 417
of environmental strengths, for rehabilitation, 670
of family strengths, for rehabilitation, 670
of health insurance rehabilitation potential, 669–670
measures, for home health care outcome, 551–552
of practice, by APRNs, 465–466
quality of life, 183

Event congruence, stimuli frame and, 167
Event familiarity, stimuli frame and, 167
Evidence

interpreting, in clinical decision making, 464–465. 465t
quality of, 401–402

Evidence-based practice (EBP)
adaptation and, 91–92
biomedical model and, 79
for body image changes, 152–153
on chronic illness experience, 39
client/family education, 420–421
culturally competent, 363
definition of, 401, 463
family caregiving, 276, 277t–278t
guided care, 527
HbA1c goals for type 2 diabetes, 466–467
health policy, 642–643
health promotion, 450–451

historical aspects of, 18–19
for home health care, 554–556
implications of stigma, 67–68
improving, 474, 474t
integrated CAM and orthodox medicine, 505
long-term care, 589
online support groups, 336
palliative care, 618–619
quality of life interventions, 192–202

evidence-based guidelines, 192, 193t–195t, 195–196
for nurse, overview of, 196–200
from research literature, 196

rehabilitation, 682
resources, for APRNs, 464–465, 465t
self-care, 388–389
sexuality, 310
for social isolation reduction, 122–124
uncertainty intervention, for older long-term breast 

cancer survivors, 171–172
Excitement stage, of sexual response, 291
Exclusion, stigma and, 66
Exercise, for health promotion, 448
Experience, prior/past, body image and, 143–144
Explanatory models (EM), 25
Exploitation, of elderly/vulnerable adults, 576–577
External factors, 597
Eye contact, Japanese Americans and, 352

F
Faith in Action, 271
Falls, accidental, 587
Family/families

of chronically ill person, uncertainty and, 165
community resources for, 121
definition of, cultural differences in, 275
function, influence on teaching/learning, 403–404
influences, on body image adjustment, 140
Japanese Americans and, 352
meetings of, 274
mental models of illness events, 25–26
Mexican Americans and, 351
networks, rebuilding of, 120–121
outcomes, from self-care promotion, 390
participation of members, 63
preparedness of, 192, 193t–195t, 195–196
quality of life and, 190
quality of life interventions, 200–202
relationships, changes from caregiving, 258–259
role reversals in caregiving, 258–259
sense of burden, 405–406
social isolation and, 110–111
strengths, evaluating for rehabilitation, 670
structure, influence on teaching/learning, 403–404
understanding relationships in, 120–121

Family and Medical Leave Act (FMLA), 254
Family caregivers

assessing ability of, 549
burden of, 607–608
characteristics of, 246–247
grandmothers, improving health of, 589
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Family caregivers (Contd.)
for home health care, 548–549, 548t
as interdisciplinary team member, 264–265, 267
interventions

to increase coping, 279
to reduce stress, 279

maturation over time, 249–250
perceived autonomy and control, 279
programs/services/resources for, 271–274

adult day services, 272–273
psychotherapeutic approaches, 274
respite programs/services, 272
support groups, 274

rehabilitation issues for, 667–668
satisfaction of, 250–251
as transdisciplinary team member, 267
types of care provided by, 249
unpaid, 245, 246, 549

Family caregiving, 245–281
caregivers (See Family caregivers)
case study, 253–254, 265–266
current, 245–249
duration, 246
elder abuse/neglect and, 259–260
excessive, 260
financial impact of, 260–262
future of, 251–252
gender differences and, 248–249
histories, 249–250
Internet resources, 281
interventions, 262–281

church/community-based solutions, 270–271
culturally sensitive, 275–276
for delayed/diverted institutional care, 279–280
developmentally appropriate care, 267–268
evidence-based literature review, 276, 277t–278t
to help families learn to cope, 268–269
to increase coping, 279
informal-formal network interface, 262–264, 

263f
lifespan development and, 267–268
meaning of life and, 278
quality of life and, 278
for reducing family stress, 279
societal outcomes and, 279
spirituality, 269–270

monetary assistance, 255–256
palliative care and, 607–608
positive aspects, 250–251
preferences for, 246
problems/issues, 252–262

decision making, 252
public policy influences, 252, 254–256

race/ethnicity and, 247–248
role reversals/renegotiation, 258–259
unpaid care, value of, 245

Family Empowerment Model, 263–264, 263f
Family management framework

health coaching and, 538
for home health care, 536–538, 537f

Fate, belief in, 326

Fatigue
cancer-related, 198–199
in multiple sclerosis, sexuality and, 306

FDA (Food and Drug Administration), dietary supplement 
regulation, 488

Fecal incontinence, self-care practices, 374
Fee-for-service plans (FFS), 630
Felt stigma, 53–54
Female sexual dysfunction, in diabetes mellitus, 299
Fertility, impairment, in diabetes mellitus, 299
FFS (fee-for-service plans), 630
Fibromyalgia

legitimization of, 32–33
powerlessness and, 317–318

Filipino Americans, health beliefs/practices, 361t
FIM instrument, 671, 672f, 673, 682
Financial impact, of family caregiving, 260–262
Financial resources, quality of life and, 190
“Five A’s,” 223
Flesch formula, 412t
FMLA (Family and Medical Leave Act), 254
Fog formula, 412t
Follicle-stimulating hormone (FSH), 293
Food and Drug Administration (FDA), dietary supplement 

regulation, 488
Frameworks. See Models/frameworks for practice; specific 

frameworks
Freestanding rehabilitation facilities, rehabilitation services 

in, 675
Friends, of chronically ill person, uncertainty and, 165
FSH (follicle-stimulating hormone), 293
Function, as quality of life determinant, 197–198
Functional abilities (functionality)

assessment, for rehabilitation, 670–671, 672f, 673
health and, 189
limitations, in chronic illness, body image and, 149–150
self-care as, 372–373

Functional assistance, 249
Functional disability, social isolation and, 104
Funding, of long-term care, 570–571
Future

of family caregiving, 251–252
as focus in chronic illness, 162–163

G
Gatekeeper Model, 271
GCN (Guided Care Nurse), 388, 517–519
Gender

body image and, 142, 143
caregiver burden and, 257
differences, in family caregiving, 248–249
illness behavior and, 28
influence on teaching and learning, 406–408, 407t
social isolation and, 111

Generations, of Japanese Americans, 352
Genetic disease, palliative care for, 617
Genetics, definition of, 616t
Genomics

definition of, 616t
palliative care and, 615–617, 616t



 Index 703  

Genotype, definition of, 616t
Geriatric rehabilitation, 676–677
Giger-Davidhizar Transcultural Assessment Model, 356–357
Government, as stakeholders in healthcare system, 628
Gräfenberg spot (G-spot), 292–293
Group homes (personal care homes; foster homes), 566
G-spot (Gräfenberg spot), 292–293
Guardianship, 580–581
Guidance, by advanced practice registered nurses, 461–462
Guided care, 527
Guided Care Nurse (GCN), 388, 517–519
Guided imagery, 200
Guide to Clinical Preventive Services, 438
Guide to Community Preventive Services, 438
Guilt, stigma and, 52

H
Haitian Americans, 350, 361t
Hands, emotional significance, 138
HbA1c levels, 523, 525
HBM (Health Belief Model), 212, 442
HCPs. See Healthcare professionals
Head injuries, social isolation and, 112
Health

assessment, culturally competent, 360, 361t
behavior

definition of, 24
prior, adherence and, 218

beliefs, of Mexican Americans, 351–352
disparities, chronic illness and, 10–11
functionality and, 189
as quality of life determinant, 197–198

Health Belief Model (HBM), 212, 442
Health care, value of, 513
Health Care and Education Reconciliation Act, 19
Healthcare costs

client/family education and, 399–401
containment of, 62, 252
rehabilitation and, 661

Healthcare delivery system
acute care-focused, 23
chronic care model and, 541
fragmentation, 628–629
goals/aims of, 635
impact of chronic illness on, 7
ineffective, adherence and, 219–220
navigation, as empowerment strategy, 333–334
powerlessness and, 326–327
reform, self-care and, 380–382
stakeholders, major U.S., 628

Healthcare expenditures, 12–13, 395, 513
Healthcare interventions. See under specific disorders/illness 

behaviors
Healthcare professionals (HCPs)

attitudes of, chronic illness stigma and, 61–62
attitudes/perceptions of stigma, 60–61
client/family education and, 395–396
education (See Education, professional)
establishing common understanding with client, 404
home care programs and, 273–274

perspective on chronic illness, adherence and, 222
relationship clients (See Patient-provider relationship)
as stakeholders in healthcare system, 628
trust/confidence in, 176

Healthcare quality
definition of, 634
measures

outcome, 634
process, 634
structural, 634

Healthcare team
for home health care, 546–547
influence, on body image, 141–142

Healthcare workforce
development, 435
education (See Education, professional)

Health coaching
by advanced practice registered nurses, 461–462
empowerment from, 330
for family-management, 538
by Guided Care Nurse, 518
in health promotion, 445
for self-management, 538

Health equity, 435
Health insurance

access to care and, 629–630, 634
consumer-directed plans, 630–631
costs, 629–630, 633
evaluating rehabilitation potential for, 669–670
healthcare quality and quality measures, 634–636
high-risk pools, 19
legislation, 19–20
managed care organizations, 630
Medicaid (See Medicaid)
Medicare (See Medicare)
private, rehabilitation and, 658
State Children’s Health Insurance Program, 633
traditional/conventional, 630

Health literacy
adherence and, 219
interventions, for health promotion, 446, 447t, 448
problems with, 440

Health maintenance, 8
Health maintenance organizations (HMOs), 208
Health policy, 627–646

case study, 642
definition of, 627–628
evidence-based practice, 642–643
gaps, long-term care services and, 570
influence, on family caregiving, 252, 254–256
Internet resources, 643–644
interventions, 636–641, 640t
knowledge of nurses, 627
leadership, of APRNs, 469
nursing staff interventions, 639–641, 640t
outcomes, 642–643
phases/stages of, 636, 637f

agenda setting, 636, 638
implementation, 638–639
legislation, 638
modification, 639
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Health policy (Contd.)
private-sector, 627–628
problems/issues, 628–636

fragmentation of care, 628–629
health insurance, 629–631

promotion, 435
rehabilitation, 656–600, 660t

Health-Promoting Lifestyle Profile, 213
Health promotion, 429–455

barriers, 439–440
behavioral change and, 442–443
case study, 439
challenges, 438–439
in chronic illness

definition of, 430–432
goal of, 430–431
importance of, 431
methods of, 431
national documents and, 432–434, 433t
nurses and, 431–432
United States and, 434–436

cost-effectiveness of, 520–521
evidence-based practice, 450–451
interventions, 443–446, 447t, 448–450

additional studies, 448–450
age differences and, 449
contracts, 446
for elderly, 448–449
examples of, 444
guidelines for, 448–450
health coaching, 445
health literacy, 446, 447t, 448
mass media campaigns, 445–446
motivational interviewing, 444
proactive, 449–450
provision of motivating factors, 445
web-based programs, 446

in long-term care facilities, 583
models/theories/frameworks, 440–443
multifactorial causation theories and, 429–430
online resources, 436–438
outcomes, 450–451

Health Promotion Model (HPM), 212–213, 442
Health Reform Act, 61
Health-related behavior, 24–25
Health-related factors, coping and, 84
Health-related hardiness (HRH), 87
Health-related Outcomes of Chronic Illness and Disability, 

Moose and Holahan model of, 82–84, 82f
Health-related quality of life, definition of, 184
Health-risk behaviors

modifiable, 434–435
social isolation as, 104

Health screening, barriers to, 440
Health services, access, Healthy People 2020 goals/objectives 

for, 381t
Healthy People 2010

education and, 399
health promotion and, 432
health promotion objectives, 437
obesity target, 435–436

Healthy People 2020
education and, 399
goals/objectives for, 9t, 207, 349, 380, 381t
health disparities and, 349
health outcomes and, 380
health promotion and, 432–434, 433t, 583
topics in, 7–8, 9t

Heart, emotional significance, 138
Heart disease

healthcare expenditures, 12
illness perceptions, 26–27
medical care costs, 3
self-care, 372
sexuality and, 294–297, 295t

Heart failure
educational intervention, 420–421
telephone disease management, 526

Helplessness, 317
Hemodialysis, 202
Hepatitis C

depression and, 186–187
stigma, powerlessness and, 325

Herbal medicines (natural products), 488–489
Heterogeneity, of adjustment, 77–78
HgbA1c, goals for type 2 diabetes mellitus, 466–467
Hill-Burton Act, 7
Hispanic Americans

adherence enhancement, 230–231
body image and, 141
cancer screening practices, 363
definition of, 351
family definition in, 275
health beliefs/practices, about type II diabetes, 

405
palliative care and, 612–614, 613t
rehabilitation and, 666

History taking, of adherence, 224
HIV/AIDS

Interfaith support program for, 271
Internet resources, 71
rehabilitation for, 680
social isolation and, 112
social support, for uncertainty reduction, 176
stigma of, 49, 51, 52, 53

appearance and, 148
healthcare professional perceptions of, 60
of inequitable treatment, 54–55
labeling and, 59
scagoating/ostracizing and, 59

supportive others, development of, 66
uncertainty and, 165

HMOs (health maintenance organizations), 208
Homebound individuals, 546
Home care programs, 273–274
Home health care, 533–559

case study, 552–554
evidence-based practice, 554–556
goals for, 533
history of, 533–536, 535t
Internet resources, 556
interventions, 542–551
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caregivers, formal and informal, 548–549, 548t
clinical care classification system, 550–551, 551f
for cultural competence, 543
documentation, 543–544
home healthcare agencies, 545–548
home healthcare team, 546–547
information technology and, 549–550
reimbursement (See Reimbursement, for home 

health care)
telehealth and, 549–550

language of, 545–546
outcome, evaluation measures for, 551–552
rehabilitation services, 676
reimbursement for, 543–545
services for, 533
theoretical frameworks, 536–542

chronic care model of disease management, 
540–541, 540f

family-management, 536–538, 537f
hospice care, 541–542
palliative care, 541–542
relationship-based care, 538–540
self-management, 536–538, 537f

Home healthcare agencies, 545–548
Home healthcare nurses

collaboration with patient and caregiver, 549
practice standards, 542
qualifications for, 542, 542t
role of, 533

Home health nursing, vs. public health nursing, 534, 
535t

Home Health Nursing Practice model, 542
Home Health Nursing Scope: and Standards of Practice, 542
Homeopathic medicine, 492t
Homeopathic physicians, licensure of, 499
Hope, loss of, powerlessness and, 321
Hospice and Palliative Nurses Association (HPNA), 

602
Hospice care

definitions of, 604, 605t
historical perspectives, 598–599
home health care and, 541–542
in long-term care facilities, 587–588
outcomes, 604
palliative care (See Palliative care)
professional nursing associations and, 602
vs. palliative care, 603–604, 605t

Hospital insurance, Medicare Part A, 631
Hospitalization, of chronically ill clients, relationship with 

healthcare professionals, 34
Hospitals

coordination of care, with home healthcare agency, 
548

rehabilitation services in, 675
HPNA (Hospice and Palliative Nurses Association), 602
HRH (health-related hardiness), 87
Hypertension

complementary and alternative medicine for, 493
illness perceptions, 27
self-management, clinical practice guidelines for, 

383t

I
IADLs. See Instrumental activities of daily living
ICD-9-CM (International Classification of Diseases, Ninth 

Revision, Clinical Manifestations), 513
ICF (International Classification of Functioning, Disability 

and Health), 650–652, 652t
IDDM (insulin-dependent diabetes mellitus), 299
Identity belief system (cognitive belief patterns), of 

chronically ill patients, 64–65
Identity development, 116–117
Identity transformation, 32, 116–117
IHCAs (interactive health communication applications), 550
Illness, 23–41

behavior, subsequent behavior and, 29–32
beliefs, of Mexican Americans, 351–352
chronic (See Chronic illness)
chronic sorrow and, 31–32
client’s view, dimensions of, 26
cognitive appraisal, 84–85
devalued self and, 31
factors in social isolation and, 111–112
historical perspectives, 23–25
interventions (See Interventions)
loss of self and, 30–31
meaning of, 30
moral work and, 31
perceptions, 25–27

of clients in medical intensive care units, 29
in heart disease, 26–27
over time, 40–41
work participation and, 27

powerlessness and, 30
trajectory model, 36–37
vs. disease, 4–5, 29

Illness behavior
case study, 33
definition of, 24–25
influences on, 27–29
outcomes, 41
professional responses to, 33–34
subsequent behavior and, 29–32

Illness-in-the-foreground perspective, 37–38
Illness management, vs. disease management, 514–516
Illness Perception Questionnaire, 25
Illness Perception Questionnaire-Revised, 25–26
Illness representations, 25
Illness trajectory, uncertainty and, 163
Illness uncertainty, forms of, 168
The Image and Appearance of the Human Body (Schilder), 

135–136
Immunizations, for health promotion, 450
Implantable cardioverter-defibrillators, 202
Impotence, 297. See also Erectile dysfunction
Improving Chronic Illness Care, 516
Inclusion, stigma and, 66
Independence, self-care as, 372–373
Individual outcomes, from self-care promotion, 390
Infants. See Pediatric patients
Information

on complementary and alternative medicine, 
dissemination of, 498
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lack of, uncertainty and, 171

Information management strategy, for stigmatized 
individuals, 58

Information technology, for home health care, 549–550
Inpatient rehabilitation facilities (IRFs), 657
Institute of Medicine (IOM)

Approaching Death report, 599, 600, 606
Crossing the Quality Chasm, 8, 635
definition of healthcare quality, 634
definition of palliative care, 604, 605t
palliative care recommendations, 608–609, 608t
tobacco use reduction 437-438

Institutional care, delayed/diverted, family caregiving and, 
279–280

Instrumental activities of daily living (IADLs)
definition of, 249
self-care and, 369, 373

Insulin-dependent diabetes mellitus (IDDM), 299
Integrated care models, 476
Intentionality, of nurse actions, 539
Interactive health communication applications (IHCAs), 550
Interdisciplinary teams

for home health care, 547
vs. multidisciplinary team, 264–265

Interfaith CarePartners, 271
Internal factors, 597
International Classification of Diseases, Ninth Revision, 

Clinical Manifestations (ICD-9-CM), 513
International Classification of Functioning, Disability and 

Health (ICF), 650–652, 652t
Internet-based programs, to aid family coping, 268
Internet resources, family caregiving, 281
Internet support groups, 333
Interventions. See under specific disorders/illness behaviors
Intracavernosal injections, for erectile dysfunction, 298t
IOM. See Institute of Medicine
IRFs (inpatient rehabilitation facilities), 657
Isolation. See Social isolation

J
Japanese Americans, 352
Jewish Americans, 361t
Joint Commission

hospital accreditation standards, 399–400
patient education standards, 400, 404
quality of care in rehabilitation facilities and, 681

Journal clubs, professional, 464
Journaling strategy, 64
Justice, 470t

K
Kaiser Permanente Best Practice Collaborative approach, 

388
Kaposi’s sarcoma, 148
Knowledge

evolution of, 401–402
lack of, powerlessness and, 323–324

Kubler-Ross, Elisabeth, 598

L
Labeling, 59
Labeling theory, 48–49
Language, adherence and, 220
Latinos. See Hispanic Americans
Lazarus and Folkman model

adaptation and, 80–81
uncertainty and, 166–167

LDL (low-density lipoprotein), 525
Leadership, of advanced practice registered nurses, 467–469
Learners

assessment of, 402–403
child vs. adult, 401, 402t
developmental stage, influence on teaching/learning, 

409, 410t, 411
developmental stage of, influence on teaching/learning, 

409, 410t, 411
learning curve for, 417

Learning
as active process, 398
readiness, influence on client/family education, 408–409
styles, influence on teaching and learning, 407–408

Legal issues
in complementary and alternative medicine, 504
guardianship, 580–581
in rehabilitation, 664–665

Legislation
for chronically ill patients, 19–20
on complementary and alternative medicine, 498–499
for family caregiving, 254–255
healthcare reform, 256
in health policy formulation, 638

Leininger’s Cultural Care Theory of Diversity and 
Universality, 356

Levitra (vardenafil), for erectile dysfunction, 298t
LH (luteinizing hormone), 293
Life cycle, chronic illness and, 37
Life domains, adjustment to chronic illness and, 76
Life expectancy, 4, 13, 429
Lifespan development, family caregiving and, 267–268
Lifestyle activities, 152–153
Lifestyle factors, in health promotion, 429
Lipid Research Clinics Coronary Primary Prevention Trial, 

218
Literacy, influence on client/family education, 411, 412t
Literature review, on family caregiving interventions, 276, 

277t–278t
Livneh and Antonak model, 81
Locus of control, 317
Loneliness, vs. social isolation, 100, 101
Long-term care (LTC), 561–595

case study, 567, 586
continuum of care, 564–568

community-based, 564–565
residential, 565–568

cost of, 561
definition of, 561
evidence-based practice, 589
historical perspective, 563–564
Internet resources, 590
interventions, 577–589
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for admission into LTC setting, 577–578
advocacy, 581–582
assessments, 578–579
nursing care, 582–588
preservation of patient autonomy, 579–581
research, 588–589
theoretical frameworks for, 577

outcomes, 589
population demographics and, 561–563
problems/issues, 569–577

ethical issues, 573–577
provision of care, 569–573

recipients, 568–569
services, 561

continuum of, 561–563, 562f
organization of, 569–570

Long-term care facilities, rehabilitation services in, 
675–676

Long-term care insurance, 273
Loss

of control, uncertainty and, 170
powerlessness and, 321–322
of self, illness and, 30–31

Lou Gehrig’s disease (amyotrophic lateral sclerosis), 501–503
Love

in family relationships, 121
feeling, through touch, 124

Low back pain, massage therapy, 490
Low-density lipoprotein (LDL), 525
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Mammography, 363
Managed care organizations (MCOs), 208, 630
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Medical teams, for home health care, 546
Medicare

accountable care organization programs, 635
beneficiaries, 6–7, 246, 514, 642
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long-term care and, 563
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cost-effectiveness of, 520–521
over-the-counter, 488–489
prescriptions, “rightness” of, 223–224
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barriers to, 386
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Nurses, standards of practice, 290, 291t
Nursing action, capacities of, 539
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definition of, 568
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O
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544
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adverse effects on chronic illness, 449
case study, 145–146

prevalence, 435–436
as risk factor, 429–430
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stigma of, 64, 147
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Development), 13
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Older Americans Act, 255, 563
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Online disease management, 527
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Orgasm, 292, 294
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544
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Over-the-counter drugs, dietary supplements, 488–489

P
PACE (Program of All-Inclusive Care for Elderly), 519
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chronic, powerlessness and, 317–318
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management
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Palliative care, 597–625
case study, 603
chronic illness and, 604–607, 606t
clinical practice guidelines, 600–601
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definitions of, 604, 605t
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evidence-based practice, 618–619
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research, 614–615
vs. hospice care, 603–604, 605t

Palliative care nursing, 601–602
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Partial cystectomy, postoperative sexual function and, 301t
Partner/significant other, illness behavior and, 28
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as learners vs. adult learners, 401, 402t
palliative care interventions, 611, 611t
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Policy. See also Health policy
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Poor Relief Act of 1662, 652
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Post-traumatic stress disorder (PTSD), 85
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client, in client-provider relationship, 332
components of, 318–319
definition of, 318
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in healthcare system, 326
theoretical perspectives, 319–321, 320f
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case study, 328
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dependency and, 38–39
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Problem solving, creative, by advanced practice registered 

nurses, 462
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Professional leadership, of advanced practice registered 

nurses, 468
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care-related, 602
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640–641
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565, 571
Prospective Payment System (PPS), 536, 544, 657
Prostaglandin, intraurethral, for erectile dysfunction, 298t
Prostate, radiation therapy, effect on sexuality, 302, 303t
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Psychic factors, in sexual response cycle, 293
Psychological adaptation, 87
Psychological factors, adherence and, 218
Psychosocial adaptation, 87
Psychosocial interventions, for quality of life, 200
Psychosocial issues, in palliative care, 611–612
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Psychotherapeutic approaches, for family caregivers, 274
PTSD (post-traumatic stress disorder), 85
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Q
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case study, 191
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chronic illness and, 35–36
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from research literature, 196
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R
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Racism, 51
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Reading comprehension, assessment of, 412t
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412t
Reflexology, 491t
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Residential long-term care facilities

nursing care in, 582–588
cognitive impairment, 583–585
disease prevention/health promotion, 583
hospice, 587–588
pain management, 582–583
palliative, 587–588
risk reduction and safety, 586–587

staffing, 571–572
standards for, 572–573
types, 565–568

assisted-living centers, 566, 571–572
group homes, 566
skilled nursing facilities (See Nursing homes)

Resilience, 88
Resistance and rejection strategy, for stigmatized individuals, 
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Restorative care

definition of, 648–649
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assessment framework, 377, 378f, 379–380
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healthcare reform and, 380–382
importance of, 369
Internet resources, 390
interventions, 382–389

aims of, 380
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clinical practice guidelines, 382, 383t
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evidence-based practice, 388–389
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374–376
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Self-efficacy
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for home health care, 536–538, 537f
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outcomes, 309–310
spinal cord injury and, 310
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Standards, for long-term care, 572–573
State Children’s Health Insurance Program (SCHIP or 

CHIP), 520, 629, 633
State healthcare programs, 16–17
State licensure, of nonallopathic practitioners, 499
Stereotyping, of stigmatized individuals, 59
Stigma, 47–71

adolescent maturation and, 50–51
case study, 56–57
chronic disease as, 54–55
coping with/reducing, 61–70

client-centered interventions, 63–66
healthcare professional-client interaction and, 

61–63
implications for community education, 69–70
implications for professional education, 68–69
implications for professional practice, 66–68
legislative reform, 61

cultural aspects of, 51
definition of, 47
dimensions of, 49
of disability, 51, 663–664
discrimination and, 49–50
extent of, 52
felt vs. enacted, 53–54
guilt and, 52
impact, 55–61

on lay person response, 58–59
on professional response, 60–61
on stigmatized individual, 55–58

long-term consequences, on social identity, 48
outcomes, 70–71
powerlessness and, 324–325
prevalence, 54
self-concept and, 49
shame and, 52
social identity and, 48
social isolation and, 102–103
types of, 52–54 (See also Prejudice)

Stimuli frame, 167
Stress

family-related, decreasing, for family caregivers, 
279

on spouses of caregivers, 257
uncertainty and, 169–170
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Stress-Point Intervention by Nurses (SPIN), 267
Stroke

medical care costs, 3
self-management, clinical practice guidelines for, 

383t
Structural Ecosystems Therapy (SET), 274
Structure providers, stimuli frame and, 167
Subacute care units, rehabilitation services in, 

674–675
Suicide, social isolation and, 111
Supplemental Medical Insurance, Medicare Part B, 

631
Support groups

adaptation and, 90–91
for family, 201
for family caregivers, 274
for social isolation, 119
for stigmatized individuals, 65–66

Supportive care, quality of life and, 189–190
Supportive community services, 533
Supportive others, development of, for stigmatized 

individuals, 66
SUPPORT study, 599, 605, 608–609
Symbols, to facilitate communication, 359–360
Symptom Checklist-20, 525
Symptom management programs, for uncertainty reduction, 

175
Symptoms

pattern, stimuli frame and, 167
quality of life and, 189
severity of, uncertainty and, 164–165

Synchrony, 539
System factors, influencing teaching-learning process, 411, 

413–414
Systems leadership, of advanced practice registered nurses, 

468–469

T
Tadalafil (Cialis), 298t
Tailoring, of treatment plan, 229
Taiwanese older adults, self-care for, 375
Talk therapy, for body image changes, 151
Teaching-learning process

in client/family education, 396–398
developmental stage of learner and, 409, 410t, 411
strategies for, 415, 416t, 417

Teaching plans
development of, 415

evaluation of educational outcomes, 419, 417
learning curve and, 417
teaching strategies for, 415, 416t, 417

example of, 418t–419t, 419–420
Team approach, for rehabilitation, 668–669, 669t
Technologic interventions, for quality of life, 202
Technology, 66
Telehealth programs

for health promotion, 448
for home health care, 549–550

Telehomecare, 554–556
Telemedicine, 549–550

Telephone disease management, 526
Telephone reminders, to increase adherence, 229
Telephone usage

for conferencing, to aid family coping, 268
in reducing social isolation, 121

Terminal illness. See End-of-life care
Testes, radiation therapy, effect on sexuality, 302, 303t
Test of Functional Health Literacy in Adults (TOFHL), 

412t
Text messaging, to increase adherence, 229–230
Theoretical frameworks, quality of life, 184–187
Theories, of teaching-learning process, 396–398
Theory of Chronic Sorrows, 577
Theory of Comfort, 577
Theory of Planned Behavior, 214, 441–442
Theory of Reasoned Action (TRA), 214, 441
Theory of Unpleasant Symptoms, 577
Time, influence, on body image, 139–140
Timed Up and Go (TUG) test, 671
Timely care, 635
To Err is Human, 8
TOFHL (Test of Functional Health Literacy in Adults), 

412t
Total abdominal hysterectomy with bilateral 

salpingoophorectomy, postoperative sexual function 
and, 302t

Touch, in reducing social isolation, 124
TRA (Theory of Reasoned Action), 214, 441
Traditional Chinese medicine, 492t
Trajectory framework, 36–37
Trajectory Theory, 330
Transcultural Assessment Model, 356–357
Transcultural nursing, 346–347
Transdisciplinary teams

APRN collaboration and, 476
for home health care, 547
for long-term care, 267

Transition, periods of, 267
Transitional care, 524
Transitions, coordination, by Guided Care Nurse, 518
Transtheoretical model (TTM)

adherence and, 214–215
stages of change, 441

Transurethral resection of bladder, postoperative sexual 
function and, 301t

Transurethral resection of prostate, postoperative sexual 
function and, 301t

Trauma-related disorders, healthcare expenditures, 
12–13

Treatment
adherence to (See Adherence)
chronic conditions from, 5–6
inequitable, stigma of, 54–55
plan, tailoring, 229
regimen, adherence and, 219
regimens

self-care, flexible, 228
simplifying, 229

TRICARE Management Activity, 516
TTM. See Transtheoretical model
TUG test (Timed Up and Go test), 671
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Uncertainty, 161–178

antecedents of appraisal, 168
anxiety and, 170
appraisal of, 168
case study, 166
in chronic illness, 161–165
of chronic illness, powerlessness and, 322
as harm, 169–172
interventions, 172–178

adaptation, 173, 173f
behavioral strategies, 177–178
cognitive strategies, 173–176
emotive strategies, 176–177
evidence-based practice, 171–172

lack of information and, 171
loss of control and, 170
nature of, 161–162
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outcomes, 178
social networks and, 165
sources of, 165
stress and, 169–170
theoretical underpinnings, 166–172
waiting and, 170

Unemployment, social isolation and, 109
Unequal Treatment report, 348
Uninsured population, 13
United States Department of Health and Human Services 

(USDHHS)
healthcare quality reports, 9
Healthy People project (See Healthy People 2010; Healthy 

People 2020)
United States Department of Veterans Affairs, disability 

benefits for veterans, rehabilitation and, 658
United States Preventive Services Task Force (USPSTF), 

Guide to Clinical Preventive Services, 438
United Way, 570
USDHHS. See United States Department of Health and 

Human Services
USPSTF (United States Preventive Services Task Force), 

Guide to Clinical Preventive Services, 438

V
Vacuum extraction device, for erectile dysfunction, 298t
Vaginal canal

age-related changes, 294
dryness, 302
radiation therapy, effect on sexuality, 302, 303t

Vaginal lubrication, 299
Vardenafil (Levitra), for erectile dysfunction, 298t
Veterans Health Administration (VHA), 268, 568
Viagra (sildenafil), for erectile dysfunction, 298t
Vietnamese Americans, health beliefs/practices, 361t

Visiting nurse model, history of, 533–534
Visiting Nurse Service (VNS), CHOICE program, 525–526
Vitamins, cancer risk and, 494
VNS (Visiting Nurse Service), CHOICE program, 525–526
Vocational rehabilitation, 649, 659
Voodooism, 350
Vulnerability

of client, in healthcare system, 327
health disparities and, 349
model of, 449
powerlessness and, 324

Vulnerable populations
abuse/neglect of, 576–577
healthcare inequities and, 663
long-term care recipients, 568–569

W
Wagner, Dr. Edward, 516
Waiting, uncertainty and, 170
Wald, Florence S., 598–599
Wald, Lillian, 534
Watchful waiting protocol, 170
Web-based programs, for health promotion, 446
Well-being

focus on, 435
psychological, 189
spiritual (See Spiritual well-being)

Wellness-in-the-foreground perspective, 38
WHO. See World Health Organization
Wide Range Achievement Test (WRAT), 412t
Widows/widowers, social isolation and, 110–111
Women, elderly, self-care for, 375–376
Women to Women Conceptual Model for Adaptation to 

Chronic Illness, 185
Women-to-Women program, 40, 408
Workers’ compensation, rehabilitation and, 657–658
Work participation, illness perceptions and, 27
World Health Organization (WHO)

action plan objectives, 18
adherence and, 210–211
definition of health, 184
definition of palliative care, 605t
“five A’s,” 223
healthcare competencies, 14, 14t
meeting on treatment adherence, 207
quality of life measurement, 188, 190
rehabilitation classification systems, 649, 650

WRAT (Wide Range Achievement Test), 412t

Y
Yang, 353
Yin, 353
Yoga, 489t 
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