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Introduction

Britain, is to enhance the quality of life of terminally ill persons.

Hospices provide a support system for patients and their families,
which allows them to live to the fullest in the time remaining before the
patient’s death. More information about the history of the hospice move-
ment is provided in chapters 6 and 14.

In the beginning, hospices most often served patients with advanced
cancer who decided to forgo further aggressive therapies. Later, the suc-
cess of the hospice movement led to the realization that many persons
dying from other chronic diseases would also benefit from hospice ser-
vices. For instance, many hospices started to include patients with AIDS
and the National Hospice organization recently published guidelines for
inclusion of noncancer patients in hospice programs. These guideline
include patients with heart disease, pulmonary disease, and demeritia.
This book provides information on the clinical and ethical issues con-
cerning hospice for persons with advanced dementia and gives practi-
cal suggestions for implementation of hospice for these individuals.

Caring for patients with a progressive dementia provides many chal-
lenges for both family and professional caregivers. In the early stages of
the disease, the patient may be able to be cared for at home, although
the early stage of dementia may also develop in nursing home residents
who are institutionalized for other disabilities. The course of a progres-
sive dementia can be described as the gradual loss of a patient’s inde-
pendence. There are several schemes for the description of the stages
of dementia, but we find it most useful to distinguish four such stages:
mild, moderate, severe, and terminal (see Figure I.1).

This book focuses on how to care for patients with severe and termi-
nal dementia, because it is at these stages when patients with dementia
would most often be included in hospice programs. However, even
patients with mild dementia may be treated by a hospice program if they
have another terminal condition, for example, cancer. Therefore, hospice
workers need to know how to meet the special needs of these patients.
Many of the chapters in this book are based on the 10-year experience

The main goal of the hospice movement, which originated in Great

xi
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FIGURE .1 The four stages of dementia.

of the Dementia Special Care Unit at the E. N. Rogers Memorial Veterans
Hospital, Bedford, MA, where the first palliative care program in the
nation for the management of patients with advanced dementia was
developed.

Involvement of patients who are in the terminal stage of progressive
dementia in a hospice program benefits both the patients and their fam-
ily. Patients benefit because a palliative management strategy promotes
their comfort and prevents the burden of aggressive medical interven-
tions that do not have long-term benefits. Families benefit from the psy-
chosocial support provided by the hospice program that helps the family
caregivers to cope with the relentless deterioration of their loved ones.

The book is divided into three parts. Part | comprises an introductory
chapter describing Alzheimer’s disease and other progressive demen-
tias, along with chapters devoted to the three main clinical problems
encountered during the care for patients with advanced dementia: infec-
tions, eating difficulties, and behavioral problems. It concludes with a
chapter that discusses the quality of life in patients with late-stage
dementia.

Part Il addresses ethical aspects and concerns regarding terminal care
for patients with dementia. The chapters stress the importance of
advance planning and describe the crucial role of the nursing staff in ter-
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minal care. This section also describes the impact of Alzheimer’s dis-
ease on patients’ families and society in general.

Part lll is devoted to issues dealing with the implementation of hos-
pice care for dementia patients. It describes the acceptance of hospice
care, the barriers encountered, and the expected course of terminal
dementia. The section ends with reviews of two successful programs that
provide hospice care to patients with dementia.

We hope that this book will promote the inclusion of patients with
dementia in hospice programs. Hospice care not only would lead to
improved quality of life for patients with terminai dementia and their
families, but also would save valuable health care resources.

Ladislav Volicer and Ann C. Hurley
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CHAPTETR O N E

Alzheimer’s Disease and
Other Progressive Dementias

Autumn Klein and Neil Kowall

United States has increased sixfold since 1940 (Rosenwaike &

Logue, 1985). The prevalence of dementia in this age group was
23%, with an increase to 58% in those over 95 years of age (Ebly, Parhad,
Hogan, & Fung, 1994). This exponential rise in the prevalence of demen-
tia continues until the age of 95 and then plateaus at 48% (Wernicke &
Reischies, 1994). Approximately 4 million Americans have Alzheimer’s
disease (AD), the most common form of dementia, and 19 million Amer-
icans say that they have a family member with AD (Cummings & Benson,
1992). Unless a cure is found for AD, there will be 14 million Americans
affected by the middle of the next century.

Dementia is characterized by a progressive, multifocal cognitive
decline that impairs daily activities. The Diagnostic and Statistical Man-
ual of Mental Disorder (DSM-IV: American Psychiatric Association, 1994)
classified dementia as an ongoing decline of multiple cognitive deficits
with preserved consciousness that can be “due to . . . a general medical
condition, the persisting effects of a substance, or multiple etiologies
(e.g., the combined effects of cerebrovascular disease and Alzheimer’s
disease).” These cognitive deficits include memory impairment and one
or more of the following: aphasia, apraxia, agnosia, or disturbance in
executive function. These changes must be significant enough to impair
daily work and social activities. This chapter focuses on the four major
causes of progressive dementia: AD, vascular or ischemic dementia

3

The number of elderly individuals 85 years of age and older in the
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(VaD), diffuse Lewy body disease (DLBD), and Pick’s disease (PD). There
are other rare causes of dementia, such as Creutzfeld-Jakob disease
(CID) and dementia associated with anterior motor neuron degenera-
tion, which will not be discussed here.

A meta-analysis of 47 studies from many countries demonstrated that
in subjects 65 years of age and older, the prevalence of dementia dou-
bled every 5.1 years (Jorm, Korten, & Henderson, 1987). When estimat-
ing, classifying, or diagnosing different dementias, there is no reliable,
reproducible clinical criteria for many dementias, and so patients are not
definitively diagnosed until autopsy. Ebly et al. (1994) reported the preva-
lence of AD among Canadians 85 years of age and older to be 75%,
whereas that of VaD was 13%. This left 8.5% of dementias as “unclassi-
fied” and 2.7% as “other.” In a study of a Swedish population sample of
adults 85 years of age and older, one third were found to be demented,
but AD and VaD were equally prevalent (Skoog et al., 1993).

Prevalence is also influenced by race and gender. In a study of demen-
tia among institutionalized Blacks and Whites 65 years of age and older
in the United States, the prevalence of dementia among Blacks was sig-
nificantly higher than among Whites, 16.1% versus 3.05% (Heyman et al.,
1991). The authors attributed this difference to a higher rate of institu-
tionalization in Blacks, or to a higher rate of cerebrovascular disease in
Blacks. Folstein, Bassett, Anthony, Romanoski, and Nestadt (1991) re-
ported that women are more affected by AD than men, but men are more
affected by VaD than women. Conversely, Skoog, Nilsson, Palmertz,
Andreasson, and Svanborg (1993) reported that men and women are
equally affected by AD and VaD. These studies illustrate the complexity
and diversity of dementia. Differentiating one dementia from another is
difficult because not all of the four major types of dementia have estab-
lished criteria, making diagnosis difficult. In addition, population samples
may influence the prevalence of the different types of dementia. Although
many variables affect the prevalence of different types of dementia, each
potential dementia patient should be evaluated individually.

DIAGNOSTIC EVALUATION

CLINICAL APPROACH TO THE PATIENT

When examining a person who has the potential to have dementia, prob-
lems arise that need special attention. At the time of initial presentation,
the patient is often cognitively impaired and cannot provide a reliable
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personal history. Interviewing a caregiver who has firsthand knowtedge
is essential in order to obtain an accurate picture of the patient’s abili-
ties, deficits, and daily activities. Determining the premorbid physical,
intellectual, and cognitive abilities is essential. Sensory deficits not cor-
rected by eyeglasses and hearing aids, for example, may impair a pa-
tient’s ability to understand and respond to questions asked or pictures
presented.

HISTORY

Establishing that the patient has dementia and not delirium is the first
crucial point of the evaluation. Delirium is characterized by altered sen-
sorium, confusion, stupor, and fluctuations of consciousness. Clarfeld
(1988) determined that 13.2% of patients are misdiagnosed with demen-
tia when they actually have a delirium that can be reversed with early
intervention. Characterizing the onset and course of cognitive decline
may help to differentiate dementia from delirium. A recent onset
increases the probability that delirium or a reversible cause of demen-
tia is present, whereas persistence of symptoms for more than a few
weeks or a month will make a diagnosis of dementia more likely. Any
delirium or reversible cause of dementia that is not diagnosed and
treated promptly may become less reversible with time, however. Reeval-
uation may clarify the diagnosis to determine if cognitive deficits are sta-
ble, fluctuating, or persistent. Fluctuations in cognition are seen in
certain progressive dementias, such as DLBD and VaD, and will be dis-
cussed later. Drug-induced delirium superimposed on any progressive
dementia will also present with fluctuating cognition. Teasing apart these
factors depends on taking a careful history of the circumstances sur-
rounding the onset of symptoms. The presence of inflammatory, infec-
tious, or metabolic abnormalities and the use of medications with central
nervous system (CNS) side effects favor the presence of delirium. The
patient or caregiver should be questioned about environmental or work-
related exposures and alcohol consumption.

The patient’s past medical history should also be determined. Any his-
tory of coronary artery disease, transient ischemic attacks, previous
stroke, or hypertension should be considered risk factors for VaD. A his-
tory of remote head injury may be associated with AD (Roberts et al.,
1994), whereas a history of recent onset of psychoses may suggest DLBD.
A family history of dementia increases the patient’s risk for having a
dementing iliness, and a family history of hypertension gives an indica-
tion of the risk for VaD.
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PHysicAL EXAMINATION

Although the general physical examination is often normal early in the
course of a degenerative dementia, signs of systemic illness are occa-
sionally seen. Altered cognition can be associated with metabolic abnor-
malities, such as uremia and hypothyroidism, or with inflammatory or
demyelinating illnesses, such as systemic lupus erythematosus and mul-
tiple sclerosis (Fleming, Adams, & Petersen, 1995). VaD should be con-
sidered a potential cause of dementia in patients with coronary artery
disease, hypertension, and peripheral vascular disease.

NEUROLOGIC EXAMINATION

Early in the course of a progressive dementia, the neurologic examina-
tion may be nonlocalizing and not helpful in establishing a specific diag-
nosis. Focal neurologic deficits, such as hemiparesis, visual field defects,
and loss of deep tendon reflexes may suggest a diagnosis of VaD. Extra-
pyramidal signs may be seen in many varieties of progressive dementia
including AD, Pick’s disease, and DLBD. Abnormalities of gait and nys-
tagmus may suggest concomitant alcohol-related cerebellar degenera-
tion. A detailed mental status examination is required of all patients and
should include evaluations of orientation, recent and remote memory,
language, praxis, visuospatial relations, calculations, and judgment. The
Mini Mental Status Examination (MMSE) (Folstein, Folstein, & McHugh,
1975) is commonly performed because it can be done quickly and pro-
vides reliable screening results that are used widely. Because age, edu-
cation, and language may influence the results, the results of the MMSE
should not be the sole basis of the diagnosis of dementia.

Additional tests can be done to determine the severity and type of
dementia. Given information from the primary caregiver on the patient’s
decline, the Blessed Dementia Scale (Blessed, Tomlinson, & Roth, 1968)
provides a measure to help establish the severity of dementia. The
Hachinski Ischemia Scale (Hachinski, Lassen, & Marshall, 1974) can be
helpful in distinguishing VaD from other diagnoses, but patients with
DLBD may score false positives (McKeith, Fairbairn, Perry, & Thomp-
son, 1994).

BEHAVIORAL CHANGES

Altered cognitive function as a result of depression in the elderly may
be misdiagnosed as dementia (Fleming et al., 1995). Typically, patients
respond slowly and are disinterested but show no evidence of memory
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disturbance or behavioral abnormalities. Many neurologists advocate
a trial of antidepressants, particularly sertraline, in all cases of early
dementia (Fleming et al., 1995). Personality and behavioral changes, dis-
inhibition, indifference, aggression, anger, and lack of motivation are
typically seen early in Pick’s disease and other frontal dementias, in
contrast to the early memory deficits typically found in AD (Cummings
& Benson, 1992).

LABORATORY TESTS

Laboratory tests are done primarily to rule out metabolic problems and
reversible causes of dementia. Blood tests should include a complete
blood count (CBC), blood urea nitrogen (BUN)/creatinine, liver function
tests, calcium, thyroid levels, sedimentation rate, electrolytes, serum B,
level, and syphilis serology. In addition, metal and drug toxicities may be
considered when clinically indicated and a urinalysis done.

Neuroimaging studies using computed tomography (CT) or magnetic
resonance imaging (MRI) are highly recommended in a suspected case
of dementia. These tests identify structural lesions and potentially
reversible causes of dementia, such as brain tumors, subdural hema-
toma, and normal pressure hydrocephalus. Global atrophy and dilated
ventricles, as found in A, or lobar atrophy, as seen in Pick's disease, can
be visualized on CT (Lee, Rao, & Zimmerman, 1992). MRl is best used to
visualize small infarcts and other vascular and ischemic changes. If
periventricular leukoaraiosis is seen on MRI. a diagnosis of Binswanger’s
disease should be considered (Erkinjuntti et al., [981).

A lumbar puncture is only necessary as part of the clinical evaluation
to rule out an inflammatory condition confined to the central nervous
system, such as meningitis. Other symptoms, such as fever and nuchal
rigidity, would suggest meningitis as a potential cause of dementia and
warrant this procedure. A new diagnostic test currently available evalu-
ates certain biological markers that have been identified as risk factors
associated with AD. In people 60 years of age and older who present with
dementia, the test can rule out AD with 95%+ specificity, but it is only
60%+ sensitive. Electroencephaiography (EEG) is also not routinely nec-
essary, but in the case of a rapidly progressive dementia with myoclonus,
an EEG can help to differentiate CID from other progressive dementias. In
CJD, the EEG would show high-voltage frontal, periodic, sharp waves. In
DLBD there may also be high-voltage frontal EEG abnormalities (Crystal,
Dickson, Lizardi, Davies, & Wolfson, 1990).

Other tests, such as positron emission tomography (PET), which can
be used to measure glucose metabolism and regional blood flow, are
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used primarily for research purposes and are not widely available. Sin-
gle positron emission computed tomography (SPECT) is more widely
available and may help confirm the diagnosis of AD if the characteristic
temporal and parietal hypometabolism is found (Jagust, Reed, Seab, &
Budinger, 1990).

ALZHEIMER'’S DISEASE

In 1907 Alois Alzheimer described a 51-year-old woman with impaired
meimory, language, comprehension, and spatial orientation. Motoric func-
tions, such as reflexes and gait coordination, were not impaired, and after
a progressive 4-year decline, the woman died. At autopsy, the brain was
found to be grossly atrophic with cortical neuronal loss, senile plaques,
and neurofibrillary change. These clinical and pathologic features set the
precedent for what today bears the name of Alzheimer’s disease.

PREVALENCE AND RISk FACTORS

Sample size, nationality, race, sex, and age create many variables that con-
found studies and make it difficult to estimate the prevalence of AD. Inves-
tigators agree, however, that the prevalence of AD increases from 1%-2%
in patients under the age of 65 to 40%-50% by the age of 85. Evans et al.
(1989) found that 3% of people age 65-74, 18.7% of people age 75-84, and
47.2% of people 85 years of age and older had AD. In a Canadian study, AD
was diagnosed in 75% of patients with dementia (Ebly et al., 1994), but in a
Swedish study, AD was diagnosed in only 43.5% of dementia patients
{Skoog et al., 1993). AD is the diagnosis given to 55.6% of all patients in the
Framingham study with dementia age 61-93 (Bachman et al., 1992).

Many possible risk factors for AD have been identified, but there is a
lack of consensus in the literature. Age is clearly the major risk factor for
AD. Down’s syndrome patients who live beyond age 35 or 40 almost
always develop AD-type neuropathological changes, but they may not
have clinical dementia. Family history is another risk factor. More first-
degree relatives of AD patients develop AD than does the general popu-
lation (Mendez et al., 1992). Less than 10% of all AD cases are inherited
as an autosomal dominant trait. Instead, they display early onset and ful-
minant disease progression. These cases have been linked to single gene
mutations on chromosomes 14, 21, and 1, with over two thirds of familial
cases caused by mutations on chromosome 14.

Some studies report that female sex is associated with a greater risk
for developing AD, but most studies do not support this finding. Bach-
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man et al. (1992) initially reported that the prevalence of AD was 11.7 per
1000 in men compared to 30.1 per 1000 in women age 61-93. However, in
a follow up a year later, the prevalence was equal in both sexes (Bach-
man et al., 1993). The prevalence of AD in Sweden was also shown to be
equal between men and women (Skoog et al., 1993).

Educational attainment may also be a risk factor. It has been postu-
lated that education protects against developing AD because education
forms additional cortical synapses, and the loss of synapses is the main
cause of dementia. Theoretically, less educated people have fewer
synapses to lose, so they may show delficits faster or earlier than an edu-
cated person. Fratiglioni et al. (1991) showed that less educated Swedes
had an increased prevalence of dementia overall, but the prevalence of
AD was the same across educational groups. This was attributed to a
greater prevalence of alcoholic and “unspecified” dementias in less edu-
cated people. More recently, it was shown that in many Eastern and
Western countries, education was protective for developing AD (Katz-
man, 1993).

It has been well established that apolipoprotein E (ApoE) genotype is
a major risk factor for developing AD. ApoE has three major allelic forms
in the general population designated ApoE2, ApoE3, and ApoE4. It has
been shown that the ApoE4 allele is associated with increased risk,
whereas the ApoE2 allele appears to be protective (Corder, Saunders, &
Risch, 1994). However, only 50% of people with the ApoE4 allele develop
AD, so other risk factors must be involved.

Studies suggest that in genetically susceptible patients, head trauma
is a risk factor for developing AD. Acute head trauma leads to an imme-
diate increase in the production of amyloid precursor protein (APP), the
precursor to beta amyloid (AR), and Af is the primary component of
senile plaques, a pathologic hallmark found in AD brains (Roberts, Gen-
tleman, Lynch, & Graham, 1991). The potential role of AB in the patho-
genesis of AD) is discussed below.

CRITERIA AND CLINICAL DIAGNOSIS

The most widely used criteria are the DSM-IV and those developed by
the National Institute of Neurological and Communicative Related Dis-
orders and Stroke and the Alzheimer’s Disease and Related Disorders
Association (NINCDS-ADRDA) task force established in 1984 (McKhann
et al., 1984) (see Table 1.1). The DSM-1V divides AD into early onset (at
age 65 years old or below) and late onset (after age 65). Diagnostic cri-
teria for AD include the gradual onset and continuing decline in multiple
cognitive deficits that cover both memory impairment and at least one
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TABLE 1.1 Diagnostic Criteria for Neurodegenerative Dementias
Criteria AD VaD DLBD PD
Pattern of cognitive Early memory loss Variable Variable Memory and

deficits Progressive decline

Aphasia later

Stepwise progression

Behavior and mood Indifference Variable depression

Irritability
Anxiety
Depression
CT/MRI Global atrophy Mulitiple infarcts of
sufficient volume to
explain dementia
EEG Diffuse slowing variable
Late changes
Nonspecific
Pathology Neurofibriilary tangles Infarcts

Senile plaques

May have sudden onset
Mimics delirium

Auditory and visual
hallucinations

No change or slight
atrophy

High-voltage
Frontal change

Cortical and brainstem
Lewy bodies

visuospatial loss later
Early aphasia

Early personality

changes
Kluver-Biicy syndrome
Pacing

Frontotemporal
atrophy

Diffuse slowing
Late changes

Pick bodies
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of the following: aphasia, apraxia, agnosia, or a disturbance in executive
function. These symptoms impair social and occupational functioning
but are not due to a delirium, other central nervous system diseases,
systemic conditions, or drug-induced conditions. The NINCDS-ADRDA
criteria divide AD into probable, possible, and definite AD. Criteria for
probable AD include dementia, established by clinical examination and
supported by neuropsychological testing, deficits in two or more areas
of cognition, progressive worsening of memory and other cognitive func-
tions, no disturbance of consciousness, onset between age 40 and 90,
most often after age 65, and absence of other systemic disorders or brain
diseases that could account for the progressive deficits in memory and
cognition. The clinical diagnosis of possible AD is made on the basis of
the dementia syndrome without neurologic, psychiatric, or systemic dis-
orders sufficient to cause dementia. The NINCDS-ADRDA criteria also
establish subtypes for research purposes, such as familial occurrence,
onset before age 65, presence of trisomy 21, and coexistence of other rel-
evant conditions. The criteria for a definite diagnosis of AD are restricted
to the clinical criteria for probable AD and histopathologic evidence from
an autopsy or biopsy. The problem with the NINCDS-ADRDA criteria is
that, depending on the area of the brain affected and the corresponding
presenting symptoms, other dementia syndromes also qualify by these
criteria. Pick’s disease patients fufill the criteria for probable AD, as could
complications of alcoholism and VaD.

Although patients with AD most commonly present with forgetfulness,
an inability to learn new material, or naming difficulties, the actual cog-
nitive and functional decline has been progressing for several years
before diagnosis. Subjects diagnosed with probable AD have been shown
to have significant early memory decline and poor immediate auditory
retention span when compared to normal subjects (Linn et al., 1995).
When correcting for education, sex, and language, Jacobs et al. (1995)
showed that subjects diagnosed with probable AD scored significantly
different from control subjects on the Boston Naming Test, Immediate
Recall on the Selective Reminding Test, and the Similarities subtest of
the Weschler Adult Intelligence Scale-Revised during early testing. These
studies support the idea of an actual preclinical phase of AD that may
precede the actual diagnosis by up to 13 years.

Usually, patients present to the physician several years after the onset
of the disease when a family member recognizes cognitive decline. Due
to AD’s insidious nature, it is often difficult for people close to the patient
to see changes until they become significant enough to impair daily activ-
ities. AD) is typically divided into three stages, characterized by pro-
gressive decline in memory, naming, visuospatial tasks, and activities of
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daily living (ADLs) (Cummings & Benson, 1992). The first stage of the dis-
ease is subtle and can be relatively short, lasting only a year, or it can
progress insidiously for several years. Classically, the patient presents
with difficulties recalling recent events and learning new material. This
is accompanied by cognitive deficits in complex learned behavior. The
patient has decreased word-finding abilities characterized by decreased
word output, anomia, and repetition. Difficulties in calculation, such as
financial management and making change as well as poor insight and
judgment, are also present. Visuospatial skills are impaired early on in
AD and manifest themselves as disorientation, getting lost, and an inabil-
ity to copy complex objects.

Personality and behavioral changes are also common in AD (see chap-
ter 4). The first changes seen may be depression and lack of interest in
hobbies or activities that were once pleasurable. Physicians often treat
the depression, only to have the patient decline again in a few months.
This is an indication that an underlying dementia may be present. Pa-
tients also become irritable, violent, or apathetic when they were not
before. These behavioral changes may not always be present initially but
may manifest themselves later. If the patient has delusions or hallucina-
tions early in the course of the illness that are not related to medication
use, DLBD should be suspected (McKeith, Fairbairn, Perry, Thompson,
& Perry, 1992).

At the mild stage of AD, patients have normal neurologic and physical
examinations. Reflexes are intact, and diagnostic tests show a normal
EEG, CT, or MRI. If PET or SPECT scans are done at this stage, or even in
preclinical stages, a bilateral hypometabolism in temporal and parietal
cortices would be evident. Although these patients have impaired social
and work activities and show slight deficits in simple ADLs such as dress-
ing and shaving, independent living is generaily acceptable. Iindividual
patients may appear to plateau for periods of time or fluctuate on a day-
to-day basis, but the clinical course of AD is slowly progressive.

In the moderate stage, patients may lose remote memories in addition
to recent ones. Language, calculation, and comprehension are usually
impaired, and insight deteriorates rapidly. Patients may get lost in famil-
iar surroundings, and increasing apraxia makes simple tasks difficuit.
Personality changes may be increasingly difficult to control as patients
may become more resistive, aggressive, restless, anxious, or irritable.
Although medications can control some of these behaviors, the patient
may become too difficult for the caregiver to handle and may require
institutionalization. Delusions may become more common at this time,
but if the course is rapidly progressive, then DLBD should be suspected.
Neurologic examination is still relatively intact, but slowed reflexes are
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common. EEG shows slowing, and CT or MRI gives indications of ven-
tricular enlargement and diffuse atrophy. Hypometabolism may become
more apparent on PET or SPECT. Supervised care may be needed at this
stage of the disease, and medications can be administered to obviate
sleeping problems, irritability, restlessness, and wandering. Patients
become increasingly dependent on others for their ADLs. Eating, dress-
ing, toileting, and all other personal hygiene activities may need to be
performed by a caregiver.

The severe stage of AD usually begins with more difficulties in fecal
and urinary incontinence, and increasing aggression, anxiety, and irri-
tability. Recent and remote memory is patchy with very little recall. The
patient can no longer perform complex learned behaviors, is totally
dependent on caregivers, and may require constant supervision. Lan-
guage is reduced to random, repeated words and syliables, if anything is
spoken at all. Abnormal reflexes, seizures, and myoclonic jerks may
occur in late stages of Al) (Cummings & Benson, 1992). The EEG may be
diffusely slowed, and CT or MRI usually shows marked ventricular dilata-
tion and striking cortical atrophy. Patients may lose weight, have rigid
limbs and flexed posture, and may be confined to bed for the last few
years of the disease. The cause of death is often due to aspiration pneu-
monia or sepsis due to a urinary tract infection (see chapter 2).

The range of the illness is usually 2 to 20 years, but on average, the ill-
ness lasts for 8 years (Cummings & Benson, 1992). If symptoms progress
within the course of a few months to a year and show marked EEG
changes, other causes, such as CJD should be suspected (Fleming et al.,
1995). Myoclonic seizures early in the course of the disease and familial
cases may indicate a more rapid downhill progression (Fleming et al.,
1995). Atypical presentations of AD can occur, but other progressive ill-
nesses should be weighed more heavily in the differential diagnosis.
Early aphasia or behavioral problems alone may indicate Pick’s disease
(Cummings & Benson, 1992).

PATHOLOGY AND PATHOGENESIS

The brain of an AD patient shows diffuse atrophy of the association areas
of the parietal, temporal, and frontal cerebral cortices, greatly enlarged
ventricles, and as the disease process progresses, subcortical atrophy.
Upon autopsy, the AD brain typically weighs less than 1,000 g.

The neuropathological hallmarks of AD are the neurofibrillary tangle
(NFT) and the senile plaque (SP) (Masters & Beyreuther, 1995). NFTs are
intraneuronal accumulations of abnormally phosphorylated and oxidized
tau protein, a microtubule-associated protein that regulates microtubule
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stability in axons (McKee, Kosik, & Kowall, 1991). SPs are primarily com-
posed of a central core of amyloid fibrils surrounded by astrocytes and
degenerative, or reactive, neuronal processes. This particular form of
amyloid, 8 amyloid (AR), is found in SPs and in blood vessels in AD
brains, but it is also produced in normal individuals, where it is found in
blood and cerebrospinal fluid (CSF). Although a few localized SPs are
found in a normal aged brain, they are very abundant and can be found
anywhere in the AD brain.

The pathogenesis of AD is an area of intense research. It has been
established that certain familial forms of AD are associated with muta-
tions in APP, the precursor molecule from which AR is cleaved. The
excessive synthesis, impaired degradation, or altered processing of APP
may then lead to the extracellular deposition seen in AD. Other theories
of the pathogenesis of AD are concerned with neurotoxicity through free
radical generation of Aff and/or impaired mitochondrial metabolism.
Although the true cause of AD is still not known, much research is being
done to discover the pathogenesis of this prevalent neurodegenerative
disease. It is only with more research that the cause can be elucidated.

VASCULAR OR ISCHEMIC DEMENTIA

The term vascular dementia (VaD) is generally accepted as the preferred
designation for dementia caused by vascular insufficiency. Multiple small
and/or large brain infarcts are the cause of dementia in about 5% to 10%
of patients. Symptoms appear when a certain volume of tissue is in-
farcted or when a smaller storke is strategically placed. In some cases
widespread subcortical leukoencephalopathy or Binswanger’s disease
is the cause (Babikien & Ropper, 1987). Multi-infarct dementia is an older
term used to describe dementia associated with mutiple bilateral supra-
tentorial infarcts (Hachinski et al., 1974). Tomlinson, Blessed, and Ropth
(1970) noted that dementia was found only when the volume of brain tis-
sue lost exceeded 100 ml. Clinically, VaD is asssociated with sudden
onset of dysfunction in one or more cognitive domains with patchy dis-
tribution of deficits and a stepwise deteriorating course. Focal neuro-
logic symptoms such as weakness of an extremity, exaggeration of deep
tendon reflexes, an extensor plantar response, or gait abnormalities.
Stepwise deterioration or focal findings are not always present. Affective
changes and psychotic symptoms may occur, especially depression or
delusions. As the disease advances, emotional incontinence and pseudo-
bulbar palsy may be apparent. There is often a history of previous
strokes, transient ischemic attacks (TIAs), and risk factors for stroke
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such as hypertension, coronary artery disease, and atrial fibrillation.

Diagnostic accuracy has improved with the introduction of neu-
roimaging techniques capable of demonstrating ischemic lesions. The
accuracy of the clinical diagnosis of VaD in studies with postmortem fol-
low up varies from 25% to 85%. Further clinicopathologic studies will
likely be necessary to confirm the usefulness of ischemic scores such as
that of Hachinski et al. (1974) and its modifications as aids in the differ-
ential diagnosis between AD and VaD.

PREVALENCE AND RiSKk FACTORS

Reports on the prevalence of VaD are conflicting and vary according to
the population studied. In a meta-analysis done by Jorm, Korten, and
Henderson (1987) of 47 different studies on the prevalence of dementia,
the prevalence of AD was much greater than that of VaD in the United
States, while in Japan and Russia, the prevalence of AD equaled that of
VaD. In Canada, 13% of dementias are attributed to VaD, and the propor-
tion of AD to VaD increases after age 65. In Sweden, Skoog et al. (1993)
found that the percentage of AD equaled that of VaD after age 65, but VaD
patients had a significantly higher 3-year mortality rate. Overall, studies
indicate that the prevalence of VaD is lower than that of AD in the United
States, but nearly equal or equal in European countries.

VaD occurring with AD, or mixed dementia (MiX), is a category of pro-
gressive dementia that is rising in prevalence (Fleming et al., 1995). Fol-
stein et al. (1991) estimated the prevalence of MIX dementia at 0.5% of the
population over 65. Clinical presentation and neuroimaging studies are the
best way to diagnose VaD and MIX dementia. Dementia accompanied by
vascular changes on CT or MRl is not absolutely diagnostic of VaD or MIX
dementia since patients may have vascular changes that do not contribute
to the dementia. The best way to differentiate MIX dementia from VaD
alone is to take a thorough patient history, paying careful attention to the
onset and time course of the dementia, in addition to neuroimaging and
other clinical features. Even the best efforts at determining the underlying
cause of a patient’s dementia can be confounded by presentation. The only
way that definitive diagnoses can be made is by correlating findings at
autopsy with clinical information and neuroimaging results.

Patient history is critical in determining if the patient has VaD over any
other progressive dementia. Important points to note are hypertension,
hyperlipidemia, TlAs, strokes, diabetes mellitus, and alcohol abuse.
Chronic hypertension is by far the most important factor to document
and control. Most studies have shown that maleness may also be a risk
factor (Folstein et al., 1991; Jorm et al. 1987). If the onset of dementia is
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before the age of 65, VaD should be strongly considered, unless patient
history indicates otherwise.

CRITERIA AND DIAGNOSIS

Since 1975, VaD has been diagnosed using dementia criteria and the
Hachinski Ischemic Score (Hachinski et al., 1975). With advances in imag-
ing techniques, however, the Hachinski scale is no longer widely used.
Another set of criteria was developed by the California Alzheimer'’s Dis-
ease and Diagnosis Center (Chui, Teng, Henderson, & Moy, 1985), but this
is currently not as widely used as the DSM-IV and the criteria developed
by the NINCDS with the Association Internationale pour la Recherche et
I'Ensignement en Neurosciences (NINCDS-AIREN). The DSM-IV criteria
specify that deficits must occur in memory and in one other area of cog-
nitive function enough to impair daily work and social activities. These
deficits do not have to be slowly progressive, but must be focal and
proven either through examination or laboratory evidence to be etiolog-
ically related to the deficit. These are also subdivided into vascular
dementia with delirium, depression, delusions, or behavioral distur-
bances. The newest definitions for VaD, the NINCDS-AIREN criteria, were
established in 1993 (Roman et al., 1993). The NINCDS-AIREN criteria, like
the NINCDS-ADRDA criteria for AD, are divided into possible, probable,
and definite VaD, with definite diagnoses restricted to histopathologic evi-
dence from autopsy. As with DSM-IV criteria, the crux of these criteria is
to establish a provable relationship between dementia and cerebrovas-
cular disease as defined by neurologic examination or brain imaging.
These criteria generously define vascular dementia as including multi-
infarct dementia, strategic single-infarct dementia, small vessel disease
with dementia such as Binswanger’s disease, hypoperfusion, hemorrhagic
dementia, or any combination of the above. The onset of dementia must
occur within 3 months after a vascular change that has been substanti-
ated by radiologic imaging, clinical testing, or neuropsychological test-
ing. Unlike older criteria for VaD, these criteria specify that only cognitive
impairment due to a stroke, and not physical impairment, be a require-
ment for the diagnosis of VaD. Patients with aphasia or hemiplegia whose
intellectual evaluation was somehow impaired by the stroke were
included in older VaD criteria. Drachman (1993) suggested that dementia
due to vascular events be differentiated either as primary, and due only
to the vascular event, or as stroke with secondary dementia.

The clinical picture of VaD is quite variable, depending on where the
lesion occurs, and must be substantiated with imaging and patient his-
tory. VaD is typically characterized by stepwise progression and fluctu-
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ations in sensorium with patchy intellectual deficits. The pattern of
decline is very important to recognize and document. A stepwise or fluc-
tuating progression may also be present in DLBD, but other clinical fea-
tures discussed below may differentiate the two. Determining VaD as the
cause of dementia early in the course of the illness is important since
proper pharmacologic treatment of hypertension may save the patient
from further functional deterioration.

Hypertension, abnormal electrocardiograms (EKGs), strokes, cardio-
vascular or renal problems, and thromboembolic disorders may provide
clues to the diagnosis. The diagnosis of VaD will be much more likely in
a patient with poorly controlled or untreated hypertension or a family
history of vascular disease. The location of the vascular lesion is the
most important factor in determining clinical presentation and progres-
sion. An unusual clinical variant of VaD characterized by progressive sub-
cortical leukoencephalopathy is called Binswanger’s disease, The patient
has slowly progressive dementia simulating AD with evidence of diffuse
white matter abnormalities and periventricular leukoaraiosis on MRI
(Erkinjuntti et al., 1984).

DIFFUSE LEWY BODY DISEASE

Lewy bodies are intracellular inclusions that are present in the brainstem
of idiopathic Parkinson'’s disease. In DLBD, Lewy bodies are widely dis-
tributed throughout the brain. The occurrence of Lewy bodies in the cor-
tex was first noted by Lipkin in 1959, but the association between cortical
Lewy bodies and a dementia syndrome was not made until 1962 by
Woodard et al. Because DLBD may first present either with Parkinsonian
syndrome or with dementia, it may be misdiagnosed as Parkinson’s, VaD,
or probable AD. By 1988 DLBD was being more widely considered as a
cause of a progressive dementia (Burkhardt et al., 1988). The diagnosis
may be missed by pathologists because cortical Lewy bodies can be dif-
ficult to recognize in brain sections stained with conventional dyes. Clin-
ical criteria have been formulated and tested, but because of the varied
presentation of DLBD and the relatively recent pathological verification
of cortical Lewy bodies, these criteria have only recently been acknowl-
edged and applied.

PREVALENCE AND RiSK FACTORS

Diffuse Lewy body disease may be the second most common cause of
degenerative dementia after AD. DLBD shares several risk factors with
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AD and with Parkinson’s disease, as might be expected from the clinical
presentation. A family history of Parkinson'’s and a young age of onset of
the disease significantly increase a patient’s chances of developing DLBD.
The ApoE4 allele, discussed earlier as a risk factor for AD, is also a risk
factor for DLBD (Helisalmi et al., 1996).

CRITERIA AND CLINICAL DIAGNOSIS

In 1984 Kosaka, Yoshimura, lkeda, and Budka defined three pathological
variants of Lewy body disease. Group A was called DLBD because
patients had widespread cortical Lewy bodies. Group C was idiopathic
Parkinson’s disease because patients had Lewy bodies restricted to the
brainstem. Group B patients fell in between these two groups, with some
cortical Lewy bodies but fewer Lewy bodies than Group A. In 1990
Kosaka revised his criteria and made only two groups, pure and common
DLBD. Pure DLBD patients had Lewy bodies in the cortex but no NFTs or
SPs. These patients were much rarer than the common DLBD patients
who had AD pathology throughout the brain and Lewy bodies. In 1990
Hansen et al. described a Lewy body variant of AD (LBV-AD) in which
only one Lewy body was required in one of several subcortical nuclei
and one of several cortical areas in addition to the normal AD pathologic
changes. Forstl, Burns, Luthert, Cairns and Levy (1993) further charac-
terized the LBV-AD, noting significantly more frontal atrophy and more
neuron loss in the nucleus basalis of Meynert and the substantia nigra.

Clinically, criteria for DLBD has been more difficult to formulate be-
cause patients may present with Parkinsonian symptoms, AD-like demen-
tia, or psychiatric disturbances. Mayeux, Stern, and Spanton (1985)
classified AD into four subtypes, one of which, the extrapyramidal group,
was found to have more severe intellectual and functional decline with
psychotic symptoms. Chui et al. (1985) also associated extrapyramidal
signs in AD patients with a greater severity of dementia. In an early study
of the clinical and pathological features of DLBD, Gibb, Esiri, and Lees
(1985) noted cortical and brainstem Lewy bodies and cortical NFTs in
demented Parkinson’s patients and proposed that this was a spectrum
of Parkinson diseases.

There are currently two sets of clinical criteria used for diagnosing
DLBD. The Nottingham criteria, composed in 1991 (Byrne, Lennox, Lowe,
& Godwin-Austen), identifies patients who present with Parkinson's
symptoms. The Newcastle criteria, devised by McKeith et al. (1992), iden-
tifies patients who present with dementia or behavioral symptoms. The
Newecastle criteria include fluctuating cognitive decline with visual and/
or auditory hallucinations, neuroleptic sensitivity, and transient losses
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of consciousness. These symptoms progress slowly over a period of time
and end with a rapid decline. McKeith et al. (1992) stated that Parkin-
sonian features, psychotic symptoms, rapid cognitive decline, and re-
duced survival differentiate DLBD from AD patients. In a follow-up study
in 1994, McKeith et al. determined that their criteria were very accurate.
However, some pathologically diagnosed DLBD patients were misdiag-
nosed as having VaD or probable AD. McKeith concluded in his 1994
study that the approach to diagnosing DLBD is a challenge to the physi-
cian because the symptoms are multifaceted and require information
gathered from several specialists. Neurologic, psychologic, and motoric
impairment must be assessed simultaneously and at more frequent inter-
vals than other progressive dementias.

PATHOLOGY AND PATHOGENESIS

In 1912 F. H. Lewy was the first to describe an intracytoplasmic inclusion
found in the neurons of the motor nucleus of the vagus and the sub-
stantia nigra of Parkinson’s patients. With trichrome stain, “classical”
Lewy bodies in the brainstem were a round to oval brilliant red, dense
core surrounded by a less dense blue halo. This structure pushed the
nucleus aside if intracellular, or floated free in the brainstem. Cortical
Lewy bodies are smaller, lack a distinct core, stain less intensely blue,
and are usually located in the small neurons of layers five and six,
although they can be found in any small cortical neurons (Gibb et al.,
1985). Lewy bodies are known to be composed of various cellular com-
ponents. Other pathological changes in DLBD brains are similar to those
found in AD brains. SPs and NFTs may or may not be present, but the dis-
tribution of Lewy bodies does not follow that of SPs or NFTs. Spongiform
change is seen to a lesser degree than in AD and is usually nonspecific.

PICK’S DISEASE

In 1892 Arnold Pick described a 71-year-old man with difficulty recogniz-
ing objects, aphasia, and progressive dementia. After the man died a few
months later, his brain was noted to have severe frontotemporal atrophy.
In 1911 Alzheimer described the histopathology of the brain of a similar
patient. He found ovoid intracytoplasmic neuronal inclusions that pushed
the nucleus aside and appeared black with silver staining. The name Pick’s
disease was given to this clinical and pathological presentation. PD has
since been characterized as a progressive dementia, usually sporadic but
often inherited, that is associated with personality changes and language
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disturbances and usually begins between ages 40 and 60. Since Pick’s
description in 1892, several diseases that have a similar clinical presenta-
tion have been described. At autopsy, however, each disease presents with
unique histopathology and frontotemporal atrophy. Because there is no
neuropathological or clinical criteria for PD or related clinical syndromes,
this diversity of neuropathology creates much controversy over classifying
this group of diseases. Currently, two schools of thought exist that center
on Pick bodies, the microscopic hallmark Alzheimer described, and fron-
totemporal atrophy. Some neuropathologists consider frontotemporal
atrophy alone to be the characteristic feature of a larger spectrum of dis-
eases called frontal lobe dementias, or the Pick’s spectrum of dementia.
PD is considered a subset of frontal lobe dementias and is characterized
by Pick bodies, the inclusions described by Alzheimer. Others consider
frontotemporal atrophy alone to be Pick’s disease. However, it is impor-
tant to understand that the clinical presentation is similar among all of
these diseases and that, until more research is done on the pathogenesis
of these diseases, our limited treatments suffice for this spectrum of frontal
degenerative dementias.

The PD clinical presentation can be idiopathic or can present secon-
darily as a result of another disease. The diseases in which dementia is
the primary symptom include frontal lobe degeneration of the non-
Alzheimer's type (FLD), progressive language dysfunction with frontal
lobe atrophy, progresssive subcortical gliosis, and frontal onset of
Creutzfeld-Jacob disease. The lobar variant of AD is inciuded in this
group because the clinical presentation is similar to PD, but the pathol-
ogy is like that of AD brains (Cummings & Benson, 1992). There are also
diseases that secondarily present with progressive frontal degenerative
dementia. These include Huntington’s disease, Parkinson'’s disease, pro-
gressive supranuclear palsy, motor neuron disease, or ALS, and some-
times chronic alcoholism. These secondary frontal dementias can be
recognized given the clinical information below, but the underlying dis-
ease will usually manifest itself before any dementia occurs. While these
diseases will not be discussed here because they are quite rare, it is
important to remember that they have presentations very similar to PD
and should be included in a differential diagnosis.

PREVALENCE AND RisK FACTORS

PD is relatively rare compared to AD and has been estimated at 10 to 15
times less prevalent than AD (Jervis, 1971). The prevalence of dementia
classified as non-AD, non-VaD are reported to range from 9.5% (Skoog et
al, 1993) to12% (Ebly et al., 1994). Studies by Tissot, Constantinidis, and
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Richard (1985) show the prevalence of PD among patients under 65 years
of age in a psychiatric hospital to be 1.3%. This figure increases to 3% to
6% in those 65 years of age and older.

It has been known since the time of Arnold Pick that 20% of cases of
PD are inherited. Such patients first present between the ages of 40 and
60, a much earlier age than other progressive dementias, except for AD
associated with chromosomal abnormalities. The disease is inherited in
an autosomal dominant manner. No gene has been linked to PD; thus,
screening offsprings of Pick’s patients is not yet possible. Recent evi-
dence suggests that ApoE4 is also associated with an increased risk for
PD (Schneider, Gearing, Robbins, de I'Aune, & Mirra, 1995).

CRITERIA AND CLINICAL DIAGNOSIS

Although many physicians have documented the progression of PD in
individuals and groups of patients, there are no conclusive clinical crite-
ria for PD. Neuropathological criteria are currently being devised. There
are two difficulties with creating criteria for PD and the Pick’s spectrum
of diseases. The number of patients with these symptoms is quite small,
and it is difficult to recognize them as having a unique disease entity that
is not an atypical form of another neurodegenerative process. PD patients
are often misdiagnosed as having probable AD because they fulfill the
NINCDS-AIREN criteria. Without an autopsy to verify the diagnosis, as is
often the case, it is never known what the patient truly had. Constantini-
dis, Richard, and Tissot (1974) compiled comprehensive evidence of 32
cases of Pick's lobar atrophy and created three classes of the disease
using pathological and clinical criteria. To date, this system seems to be
the most accurate for clinical diagnosis and pathological criteria.

The clinical picture of PD is characterized by personality changes and
aphasia initially, with later progression of memory and cognitive deficits.
Inherited cases, in which symptoms first appear between the ages of 40
and 60, occur much more frequently than inherited cases of AD. Similar
to AD, PD most often occurs sporadically and progresses for 8 to 10
years (Cummings & Benson, 1992).

Subtle changes in personality indicate the onset of the disease. Often
patients will act out of character and will show altered behavior. The
patient may he apathetic or euphoric. Favorite activities and hobbies may
no longer interest the patient. They may become disinhibited, making
socially inappropriate comments or blunt emotional remarks, and may
act on them, embarrassing and shocking family members or caregivers.
The Pick’s patient may not become incontinent until late in the disease,
but they may urinate or defecate anywhere due to their impaired social
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behavior. Patients may also become sexually or physically aggressive and
manifest exhibitionist tendencies. The mouth becomes a fixation point
for many PD patients, Initially the PD patient may eat excessively, becom-
ing gluttonous and gaining a tremendous amount of weight. These fea-
tures mimic the Kluver-Biicy syndrome, in which amygdaloid lesions
cause hypersexuality, hyperorality, and decreased fear. This may reflect
the temporal lobe involvement in PD. These characteristics present insid-
iously and may occur more frequently as the disease progresses (Cum-
mings & Benson, 1992).

Exploration to the point of obsession and compulsion to find objects
or people is a unique sign of PD. Patients may take 5- or 6-mile walks
every day, pointedly searching for someone or something. This manifests
itself as roaming or pacing behavior. The patient will walk around rooms
in the house or circle the hallways of the nursing home (Mendez et al.,
1993). Emotional lability, especially depression, and affective changes
are commonly seen in PD patients. These may be difficult to differentiate
from simple senile depression or other psychotic episodes. Progression
of these clinical symptoms is the differentiating feature of PD. Speech is
markedly affected early in PD. Word finding is usually the most obvious
symptom, resulting in decreased speech output, reiteration, decreased
word fluency, and circumlocution. The patient may later become palilalic
or echolalic, constantly repeating one or two words, while in the final
stages of the disease, the patient is incomprehensible or mute {Cum-
mings & Benson, 1992).

Memory and visuospatial tasks, often the first deficits recognized in
AD, are usually preserved in the early stages of PD. Deterioration of these
faculties may begin in the middle stage of the disease, but often it is not
until the later stages of the disease that the patient loses recent and
immediate memory. This varies greatly from patient to patient, but
preservation of memory and visuospatial tasks are highly suggestive of
a frontal dementia. Although it has been found (Knopman et al., 1989)
that PD patients score similarly to AD patients on the MMSE and that PD
patients are indistinguishable from AD patients early in the disease
process, there are certain clinical features that may help to differentiate
PD from AD. Mendez, Selwood, Mastri, and Frey (1993) showed PD
patients to have a presenile onset (before age 65), an initial personality
change, hyperoral behavior, disinhibition, and roaming behavior signif-
icantly more than AD.

Constantinidis et al. (1974) divided 32 PD patients into four groups—
A, B, C1, and C2—based on correlations between their clinical and path-
ological findings. A variety of clinical signs, both pyramidal and extra-
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pyramidal, were used to differentiate the groups. Pyramidal signs include
spastic paralysis, hyperreactive reflexes, and a present Babinski sign,
whereas extrapyramidal signs include flaccid paralysis and hypotonic
reflexes. All except group C1 showed the “PES syndrome” (palilalia,
echolalia, and stereotypic activity) and gluttony. Group A lacked pyra-
midal and extrapyramidal signs, but group B showed pyramidal and
extrapyramidal signs. Group C was divided into C1 and C2 because of
pathological criteria that are described later. Group C1 had clinical fea-
tures similar to group A, whereas group C2 clinically resembled group B.
These are the most comprehensive criteria currently available for clas-
sifying PD patients.

PATHOLOGY AND PATHOGENESIS

Grossly, the brain of a PD patient weighs less than 1,000 grams, has asym-
metric lobar atrophy, most often right hemisphere greater than left, and
ventricular dilatation (Adams & Duchen, 1992). Although any single
gyrus can be affected, the anterior frontal and temporal lobes are most
commonly affected, with the parietal lobes rarely involved. These degen-
erative changes, often called knife-edged atrophy, can be seenona CT
scan and include both gray and white matter. Studies have shown that
PD patients have decreased blood flow in areas of the brain where gyral
atrophy has been identified on CT (Friedland et al., 1993).

The pathological definition of Pick’s disease is frontal or temporal lobar
atrophy. Microscopically, Pick bodies and Pick cells (ballooned neurons)
often accompany the atrophy. Pick bodies are ovoid to round intracyto-
plasmic, argentophilic structures that are equal in size to the nucleus.
They are primarily found in layers 2, 3, and 6 of the medial temporal lobes
and in the hippocampus in layers 2, 3, and 6 (Gibb et al., 1985). Pick bod-
ies are rarely found in subcortical structures and, unlike SPs and Lewy
hodies, they are never found in normal aged brains. Since Pick bodies are
not surrounded by a membrane, they are not considered to be an inclu-
sion or have a viral etiology. Many of the components of Pick bodies are
found in the brains of patients with Alzheimer’s disease, raising questions
about a common etiology of these neurodegenerative disorders.

Ballooned neurons, or Pick cells, are argentophilic, inflated neurons
that appear to be dying or going through a transition to a Pick body.
They are found in layers 3 and 5 of the frontal cortex, the basal ganglia,
and the substantia nigra. Evidence of heavy astrocytic gliosis in corti-
cal and subcortical white matter and the random array of neurofila-
ments and neurotubules indicate that ballooned neurons may be a



24 CLINICAL ISSUES

reaction to axonal damage and, in some cases, a loss of myelin (Con-
stantidis et al., 1974).

The four pathological groups of Constantidis et al. (1974) were de-
fined according to the presence or absence of “neuronal swellings” (bal-
looned cells), Pick bodies, and localization of atrophy. Group A had both
neuronal swellings and Pick bodies. Atrophy began primarily in the tem-
poral pole with gliosis and proportional white matter demyelination.
Pick bodies were found primarily but not exclusively in the hippocam-
pus. Group B had neuronal swellings, including the proximal part of the
axon, but no Pick bodies. Atrophy was found in the frontal lobe, often
extending to the precentral gyrus. Gliosis in these cases was unaccom-
panied by white matter demyelination. Group C was defined by the pres-
ence of atrophy and gliosis but the absence of both neuronal swellings
and Pick bodies. Within this group, two populations were seen. Group
C1 had temporal atrophy and closely resembled group A in the areas of
the brain affected. Group C2 had frontal atrophy and closely resembled
group B in the distribution of pathology, but the white matter was se-
verely demyelinated.

CONCLUSIONS

The clinical features of the diseases associated with progressive demen-
tia that have been discussed in this chapter depend more on the pattern
of regional cortical involvement than on the specific nature of the under-
lying pathology. AD usually affects temporal structures early in its course,
leading to a memory disorder, which is the most common initial com-
plaint. In those unusual cases with a frontal predominance of pathology,
behavioral changes occur similar to those seen in PD. Rarely AD or PD
affects cortical language areas in isolation, and, again, symptoms depend
on the region damaged, not the underlying process. Similarly, clinical
management depends more on specific symptomatology than on the eti-
ology. Behavioral disturbances in a patient with AD or PD are treated iden-
tically. However, DLBD is associated with neuroleptic sensitivity, which
limits the therapeutic options available to treat the hallucinations that
often occur in these patients. Unfortunately, the management of patients
with these devastating illnesses is not likely to significantly improve until
rational therapies are devised based on a better understanding of disease
pathogenesis. At present, patients with a terminal phase of any of these
diseases would equally qualify and benefit from palliative treatment and
hospice involvement.
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the most frequent cause of death of patients in the terminal stage of

the disease. Bronchopneumonia was the cause of death in 54% to 59%
of Alzheimer patients and in 69% of patients with multi-infarct demen-
tia (Molsa, Marttila, & Rinne, 1986; Sulkava, Haltia, Paetav, Wikstrom, &
Palo, 1983). An analysis of 174 death certificates of individuals enrolled
in an Alzheimer's Disease Research Center cohort showed that pneu-
monia was the primary cause of death in 24% and a contributing factor
in 44% of deaths, whereas urinary tract infection was a contributing fac-
tor in 6% and sepsis in 5% of deaths (Olichney, Hofstetter, Galasko, Thal,
& Katzman, 1995). These numbers probably underestimate true rates of
infections because cardiorespiratory arrest and respiratory arrest/fail-
ure, which were the primary cause of death in 25% of individuals, might
also have been secondary to an infectious episode. The frequency with
which pneumonia contributes to death increases with the severity of
dementia (Kukull et al., 1994), and several kinds of infections (sep-
ticemia, acute upper respiratory infections, pneumococcal pneumonia,
bronchopneumonia, kidney infections, and cystitis) are listed more
often on death certificates of people who died with the diagnosis of
dementia than on certificates of case controls (Chandra, Bharucha, &
Schoenberg, 1986).

Relatively little is known about the prevalence of infections in patients
with advanced dementia who are cared for at home (Collins & Ogle,
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Infections are a common complication of advanced dementia and are
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1994). However, a large amount of information is available about infec-
tions in nursing homes [for a review, see Olive and Berk, (1992)], but
few studies specifically explore infections in patients suffering from
advanced dementia. It was reported that 28% to 33% of nursing home
residents hospitalized for pneumonia carried the diagnosis of dementia
(Gabow et al., 1985; Marrie, Durant, & Kwan, 1986) and an even larger
number (53%) showed confusion during the hospitalization (Marrie
et al., 1986).

In two studies that monitored the occurrence of infections in 175 pa-
tients with advanced dementia cared for at a Dementia Special Care Unit,
the proportions of patients developing at least one febrile episode were
25% and 31% per year, respectively (Fabiszewski, Volicer, & Volicer, 1990;
Volicer, Hurley, Fabiszewski, Montgomery, & Volicer, 1993). Many of these
patients had multiple fever episodes with an average of 2.5 fevers per
year. The most common symptoms during the fever episodes were res-
piratory (46%), urinary (31%), systemic (15%), and a combination of res-
piratory and urinary symptoms (8%) (Fabiszewski, et al., 1990). Despite
a complete diagnostic evaluation, the exact cause of the fever episode
was not identified in 30% of patients. During the 34 months when infec-
tions were monitored 41 patients died, 21 had respiratory symptoms,
and two additional patients had been asymptomatic but had a diagnosis
of pneumonia on autopsy (Fabiszewski et al., 1990). Thus penumonia
accounted for 56% of deaths in this patient population.

CONTRIBUTING FACTORS

Several factors contribute to the high incidence of infections and their
severity in patients with advanced dementia: changes in immune func-
tion, difficulty in diagnosing an infectious process, incontinence, de-
creased mobility, and a propensity for aspiration of food, liquids, and
respiratory secretions.

CHANGES IN IMMUNE FUNCTION

Immune responses to foreign antigens decline with age. This is due main-
ly to the loss of thymic and T-lymphocyte function (for a review, see Ben-
Yehuda & Weksler (1992)). This loss increases sensitivity to infections in
elderly individuals, including patients with dementia. The incidence of
pneumonia and influenza requiring hospitalization increases from 35 per
100,000 persons 15 to 40 years old, to 93 per 100,000 persons 45 to 64
years old, to 310 per 100,000 persons 65 and older (Barker, 1986).
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In addition to this age-related increase in sensitivity to infections,
demented patients have further immunological deficiencies. Cell-medi-
ated immunity, measured by skin responses to seven different antigens,
was absent in 60% of nursing home residents requiring assistance with
their daily activities, 42% of self-sufficient nursing home residents, and
only 18% of senior citizens living at home (Marrie, Johnson, & Durant,
1988). Another study showed that anergy increased overall mortality,
and the incidence of pneumonia was almost three times higher in aner-
gic individuals than in residents responding to at least one of four anti-
gens (Wayne, Rhyne, Garry, & Goodwin, 1990).

Cytokine secretion by mononuclear cells is also influenced by
Alzheimer’s disease, but the effect varies during the progression of de-
mentia. Patients with a mild stage of dementia have decreased secretion
of interleukin-3 and of tumor necrosis factor, whereas patients with mod-
erate to severe dementia have an increased secretion of interleukin-2 and
gamma interferon when compared to age-matched controls (see Figure
2.1; Huberman et al., 1994). The increase of gamma interferon secretion
is probably due to increased interleukin-2 secretion, because interleukin
is an interferon inducer, and the increase of interieukin-2 secretion is due
to an increase in the CD4’ cell population. The decreased tumor necro-
sis factor secretion in patients with mild dementia may play a role in
pathogenesis of Alzheimer’s disease because tumor necrosis factors pro-
tect neurons agains amyloid toxicity (Barger et al., 1995).

Dementia also affects the endocrine function of the thymus. It was
reported that reactivation of plasina thymulin in vitro by addition of zinc
was less effective in dementia patients than in age-matched controls
(Licastro et al., 1990). The T8" celi-mediated suppression of allogenic B-
cell responses, which declines during aging, was reported to be further
impaired in Alzheimer patients compared to age-matched controls (Skias,
Bania, Reder, Luchins, & Antel, 1985). In contrast, concavalin A-induced
suppressor activity directed toward an autologous mitogen-induced pre-
dominantly T-cell response, which is increased during aging, is further
increased in Alzheimer patients (Miller, Neighbors, Katzman, Aronson,
& Lipkowitz, 1981). This finding may reflect a heightened sensitivity of
responder cells to suppressor influences rather than activity of the sup-
pressor cells.

DiFFicULTY IN DIAGNOSING AN INFECTIOUS PROCESS

The severity of infections may be increased by a delay or lack of treat-
ment in the early stages of the infectious process. Two factors contribute
to the difficulty in identifying a possible infectious process: an altered
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FIGURE 2.1 Survival analysis of four groups of patients with Alzheimer’s dis-
ease divided according to the severity of the disease indicated by the Social
Contact subscale of the MACC Behavioral Adjustiment Scale and according to
the use of antibiotics in treatment of fever episodes.

From “Effect of antibiotic treatment on outcome of fevers in institutionalized Alzhetmer
Patients,” by K. J. Fabiszewski, B. Volicer, and L. Volicer, 1990, Journal of the American Med-

ical Association, 263, pp. 3168-3172. Copyright 1990, American Medical Association. Repro-
duced with permission.

clinical presentation and an inability of patients to report symptoms. The
altered clinical presentation includes decreased perception of pain and
absence of a fever response to an infection (Norman & Toledo, 1992). In
some cases, the only evidence of an infectious process is a behavioral
change, increased confusion, or diminished eating ability. A study inves-
tigating clinical features in 50 consecutive institution- acquired bacte-
rial pneumonias in an elderly population reported that fever occurred
only in 80%, cough in 75%, and sputum production in 40% of cases (Bent-
ley, 1984).

Severe aphasia prevents the reporting of symptoms by the patient, but
even patients with mild dementia are less likely to complain. It was
reported that individuals with mild dementia are less likely to report
cough, rash, gastrointestinal symptoms, and joint pain than cognitively
intact controls (McCormick et al., 1994). Therefore, frequent clinical
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assessments of demented patients are necessary to detect signs and
symptoms of emerging infectious processes.

INCONTINENCE

Incontinence is an inevitable consequence of cognitive impairment in
patients with severe dementia. Initially, patients may not be able to find
a bathroom, may not recognize the urge to void, or the urge to void
occurs so suddenly that they are unable to prevent leakage (Resnick,
Subbarao, & Laurino, 1989). This can be managed by prompted voiding
(OQuslander et al.,, 1995) or toileting patients every 2 hours or after meals.
Prompted voiding is more effective in preventing urinary incontinence
than routine toileting in patients who can still benefit from it, but it is dif-
ficult to maintain this program in a longterm care setting (Schnelle,
McNees, Crooks, & Ouslander, 1995). However, even toileting eventually
becomes ineffective because the patients do not recognize placement on
a toilet as a stimulus for evacuation. With the progression of dementia,
a patient may also become afraid to sit on a toilet or become unable to
sit down safely.

Factors that predispose the demented, infirm patient to urinary incon-
tinence also predispose to urinary tract infection. As a person ages,
changes in the bladder—both normal and pathological—coupled with
changes in the immune system can lead to bacteriuria. If the person is
not able to fully empty the bladder because of outlet obstruction, detru-
sor hyperactivity with impaired contractility, or underactive detrusor,
increased postvoid residual follows, which predisposes to bacteriuria.
The presence of bacteria in the urine can lead to overt infection. This is
of major concern since it is estimated that half of demented, institution-
alized elderly are bacteriuric (Nicolle, 1994).

Other changes, such as decreased estrogen in women, can impact on
the urethra’s ability to close, which helps prevent bacteria from enter-
ing the bladder. In men, changes in prostatic fluid may make it easier for
bacteria to migrate up the urethra (Nicolle, 1994). In patients who have
both urinary and fecal incontinence, pathogens are present in close prox-
imity to the urethra, the port of entry. Once inside the urethra, these
pathogens colonize the bladder. If the normal defensive mechanisms are
impaired, this colonization leads to bacteriuria and infection. The pres-
ence of bacteriuria in elderly men was reported to be associated with
both urinary and bowel incontinence. Eighty-two percent of men with
urinary incontinence and 92% of men with bowel incontinence had inter-
mittent or continuous hacteriuria (Nicolle et al., 1987).
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Ouslander, Greengold, and Chen (1987a) studied the frequency of uri-
nary tract infections (UTls) among male nursing home patients. In two
combined groups of continent residents (n = 71), 8% developed symp-
tomatic UTIs during 468 months of follow-up, resulting in 0.02 UTI per
patient-month at risk. In the incontinent patient group, not using exter-
nal catheter (n = 13), one patient developed 3 UTls, resulting in 0.05 UTI
per patient-month at risk. The incidence of UTIs was even greater in
patients managed by the use of external catheters; 0.07 UTI per patient-
month in patients who wore external catheters only during the night and
0.08 UTI per patient-month with continuous use. The proportion of
patients who developed at least one symptomatic UTI increased from 8%
of the continent residents to 16% of patients who wore an external
catheter at night only and to 40% of patients who wore an external
catheter continuously. However, these data cannot exclude the possi-
bility that this increase was due to a higher incidence of stool inconti-
nence, which was 0% in patients not using external catheters, 21% in
patients using external catheters only during the night, and 70% in
patients using external catheters continuously. Others have noted that
stool incontinence increased the incidence of bacteriuria, although the
presence of bacteriuria was not associated with increased mortality
(Nicolle et al., 1987).

DECREASED MOBILITY

Decreased ability to ambulate occurs in most patients with severe de-
mentia. Patients may not be able to ambulate safely because of percep-
tual problems, which make them unaware of obstacles in their path.
They also may develop an abnormal gait, either broad based or ex-
tremely narrow based (scissoring). Patients often become unable to turn
around and may lean to one side. Many of the gait problems could be
caused or aggravated by psychoactive medications. This is especially
true for neuroleptics (e.g., haloperidol), but dystonia may develop even
with other medications (e.g., trazodone).

It was reported that the chance for the development of UTIs is 3.4
times higher and for development of lower respiratory infections is 6.6
times higher than the chance for development of infections in an ambu-
latory individual (Magaziner et al., 1991). Each day of bed confinement
increased the risk of development of pneumonia by 10%. Continuous lat-
eral rotational therapy, which provided more turning than a typical turn-
ing protocol of every 2 hours, decreased the incidence of pneumonia,
urinary tract infection, and sepsis (Sahn, 1991). Decreased mobility is
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also a risk factor for the development of deep vein thrombosis and pres-
sure ulcers.

Pressure ulcers can be a significant source of morbidity for patients
with advanced dementia. As patients become less mobile and more bed-
or chair-bound, the risk for pressure ulcer formation increases. Once a
break in the skin occurs, a patient becomes vulnerable to invasion by bac-
teria. This may result in local colonization of the ulcer, local infection, or
systemic infection. Local colonization of an ulcer with bacteria will
impede healing. Local infection such as cellulitis, osteomyelitis, or even
infection of neighboring sites such as joint spaces can occur. Systemically,
tetanus and sepsis with a high mortality rate can result (Evans, Andrews,
Chutka, Fleming, & Garness, 1995). The causative organism is often diffi-
cult to obtain, unless a quantitative biopsy culture is performed, because
swab cultures can be misleading (Bergstrom et al., 1994). Thus treatment
with multiple antibiotics is usually prescribed to cover mixed infections,
which may include aerobic and anaerobic organisms. Moreover, infected
pressure ulcers heal very poorly despite enormous effort.

ASPIRATION

As dementia progresses, a patient may develop swallowing difficulties
leading to choking on food and liquids (see chapter 3). These swallow-
ing difficulties may result in aspiration of food or liquids and the devel-
opment of aspiration pneumonia.

Aspiration pneumonia may also result from aspiration of upper respi-
ratory secretions and/or stomach contents. Aspiration of pharyngeal
secretions occur during sleep in 45% of normal subjects and in 70% of
subjects with depressed consciousness (Huxley, Viroslav, Gray, & Pierce,
1978). A pneumonia results when aspirated bacteria are not effectively
cleared because of impaired clearance mechanisms or because of large
amounts of aspirated secretions. Stomach content may be aspirated dur-
ing vomiting and can induce chemical pneumonitis, which is character-
ized by a sudden onset of respiratory distress, absence of sputum
production, and diffuse rales (Marrie, 1992). Pharmacological inhibition
of gastric acid secretion leads to colonization of the stomach by gram-
negative bacilli, which could further increase the danger of stomach con-
tent aspiration (Driks et al., 1987).

Difficulty with oropharyngeal secretions was identified as the most im-
portant risk factor for development of pneumonia in both acute care and
long-term care settings (Harkness, Bentley, & Roghmann, 1990). Another
important factor for predicting pneumonia in the long-term care setting
was the presence of an unusual event, which included increased confusion
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and agitation. These events could indicate the presence of delirium but
are also common symptoms of dementia. The presence of nasogastric or
gastric tube feeding increased the incidence of pneumonia threefold in an
acute care setting, and 120-fold in the long-term care setting (Harkness
et al., 1990).

PREVENTION

Some of the risk factors mentioned previously can be influenced by man-
agement strategies. Meticulous nursing care, which keeps the skin clean
and dry despite incontinence, may minimize the risk of infection con-
nected with incontinence. Kinesiotherapy or physical therapy programs,
which maintain patients’ ambulation as long as possible, decrease
patients’ immobility and delay bedfast status. Aspiration of food and lig-
uids may be minimized by the adjustment of diet texture and by using
thickened liquids.

Several stategies, which are used to limit infections in the general pop-
ulation, are also useful in dementia patients. The incidence of upper res-
piratory infections, which was higher on a Dementia Special Care Unit
than on a traditional unit, was decreased by reducing the size of activity
groups and by staff education about prevention strategies: encouraging
staff to stay home when sick, frequent staff and resident hand washing,
and frequent cleaning of commonly touched items such as doorknobs
and armrests (Perls & Herget, 1995).

Avoidance of internal urinary catheters is the most important preven-
tion strategy for UTIs (Quslander, Greengold, & Chen, 1987b). Antimicro-
bial prophylaxis is effective in decreasing the recurrence of UTIs but is
potentially toxic and leads to the development of antibiotic-resistant bac-
teria (Lipsky, 1989). Therefore, prophylaxis is recommended only in
patients with frequent UTIs (3 or more per year) or in patients with spe-
cial risks. Administration of estrogen for atrophic vaginitis decreases the
frequency of symptomatic cystitis in elderly women prone to this recur-
rent disease (Parsons & Schmidt, 1982).

Residual urine in the bladder after voiding, caused by bladder outlet
obstruction, an underactive detrusor or detrusor hyperactivity with im-
paired contractility, promotes bacteriuria. Reducing the reservoir asso-
ciated with increased bladder volume will lessen the potential for
colonization/infection of the bladder. The approach to treatment should
be tailored to patient needs and staff capabilities. In general, treatment
should foliow a stepped approach. The feasibility of behavioral, pharma-
ceutical, and surgical options should be assessed for each person. The
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first treatment step should be behavioral in nature. The Crede maneuver,
which involves massaging the abdomen to push fluid out, should be tried.
However, this may not be possible in a severely demented population.
Another method is clean intermittent straight catheterization, which will
decrease the amount of urine in the bladder when performed on a regu-
lar basis. Use of an indwelling catheter reduces bladder volume but leaves
an open conduit for bacteria to enter the bladder. The bladder is usually
colonized within 30 days with bacteria in patients with an indwelling
catheter.

The second treatment option is medications. Medications that en-
hance bladder contraction, such as urecholine, can be tried, but their
efficacy is questionable (Urinary Incontinence in Adults Guideline Update
Panel, 1996). Discontinuation of medications that inhibit bladder con-
traction (e.g., drugs with anticholinergic effects) can lead to decreased
bladder volume, because the bladder’s ability to empty will improve.
Administration of doxazosin or finasteride may improve bladder empty-
ing in patients with an outlet obstruction. The third treatment option is
surgery. For example, prostatectomy may resolve an obstruction result-
ing in decreased residual volume. A combination of the three treatment
modalities may be needed to maximally treat a patient.

VACCINATION

Influenza and pneumococcal vaccines are routinely recommended for
elderly frail individuals (Centers for Disease Control, 1989; Centers for
Disease Control and Prevention, 1995).

Influenza usually occurs during the winter season. Infection in patients
with advanced dementia can have a very high mortality rate. In fact,
influenza routinely ranks among the top 10 yearly causes of death in the
United States (White & Fenner, 1994). The Centers for Disease Control
and Prevention recommend influenza vaccination for populations at risk,
which includes the severely demented, especially if institutionalized
(Centers for Disease Control and Prevention, 1995). Even with high vac-
cination rates, however, outbreaks of disease occur. Furthermore, for the
institutionalized elderly, the data on prevention of clinical disease are
unclear. As stated earlier, the immune system changes with age and
dementia impair the ability to develop antibodies (Gross, Hermogenes,
Saeks, Lau, & Levandowski, 1995); these changes may affect vaccine effi-
cacy for the infirm elderly.

Patriarca, Weber, Parker, Hall, and Kendal, (1985) reviewed an influenza
outbreak in Michigan nursing homes in 1982-1983 and found that unvac-
cinated residents were more likely to become ill, be hospitalized, or die.



38 CLINICAL ISSUES

Similarly, Gross et al. (1988) found that influenza vaccination decreased
the mortality rate by 59% in a New York nursing home. In another study,
Cartter, Rensullo, Helgerson, Marin, and Jekel (1990), in a study of Con-
necticut nursing homes, found that vaccination did not prevent clinical
illness from influenza. Similar findings were reported by Saah et al. (1986)
in a study of a New York nursing home. However, the researchers did find
that vaccination decreased deaths from pneumonia. The effectiveness of
influenza vaccination may be lower in patients with advanced dementia.
In a study of 105 patients living in a Dementia Special Care Unit, Brandeis
et al. found that vaccination did not prevent the outbreak of clinical
influenza nor did vaccination have an effect on mortality that resulted
from influenza (unpublished results). Thus, although the current national
policy recommends influenza vaccination for this population, its effec-
tiveness may be limited.

The incidence of pneumococcal pneumonia increases with age and is
higher in nursing home residents than in community-residing older per-
sons (Bentley, 1996). This type of pneumonia is often associated with
bacteremia, and antibiotic treatment is not always effective (Austrian &
Gold, 1964). There is a disagreement about the effectiveness of vacci-
nation against pneumococcal infections (Hirschmann & Lipsky, 1994).
Randomized prospective studies have failed to show an evidence for de-
creased frequency of pneumonias or decreased mortality. Some retro-
spective studies have reported a protective effect, but the effectiveness
decreases with age. The protective efficacy when vaccinated within 3
years ranged from 93% in patients under the age of 55 to 46% in patients
age 85 and older (Shapiro et al., 1991). Antibody levels also decay faster
in older individuals (Riley & Douglas, 1981), thus further decreasing the
effectiveness of immunization.

Repeated immunization is not recommended, because adverse reac-
tions correlate with increased antibody levels and additional doses of
pneumococcal vaccine provide a poor booster response (Borgano et al,,
1978). Vaccine-associated reactions, which occur in about 10% to 15% of
elderly vaccinees, include discomfort, erythema, and induration. Less
common reactions are fever, headache, myalgias, and chills (Bentley et
al., 1981). Vaccination is recommended for all individuals over the age of
65, but only once in a lifetime unless the individual is at a high risk (e.g.,
as a result of nephrotic syndrome, renal failure, organ transplantation,
or immunodefficiency) (Centers for Disease Control, 1989). Since pro-
tection may persist at most 6 years and effectiveness decreases with age,
pneumococcal vaccination is not able to eliminate pneumococcal pneu-
monia in elderly demented individuals.
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TREATMENT

Because several risk factors for the development of infections discussed
earlier are inevitable consequences of dementia progression, an infection
can be considered a clinical feature of advanced dementia, and not just
an unrelated intercurrent disease. The persistence of risk factors results
in the development of many infections, relapse after succesful treatment,
and infections that gradually become more and more difficult to treat.
Thus the treatment of infections might inflict an increasing degree of bur-
den on the patient without any long-term beneficial effect regarding the
course of dementia. The stress of an infection on the already compro-
mised brain may accelerate the progression of dementia. It was recently
found that this progression is not slowed down by an aggressive treat-
ment (Hurley, Volicer, & Volicer, 1996). It is, therefore, important to weigh
the risks and benefits of different management strategies.

ANTIBIOTICS

An empirical oral administration of antibiotics is commonly used in the
treatment of demented individuals presenting with signs and symptoms
of an infection (Marrie, 1992). However, it should be recognized that such
a treatment may lead to serious side effects. such as allergic reactions,
rash, diarrhea, and blood dyscrasias, including agranulocytosis (Inter-
national Agranulocytosis and Aplastic Anemia Study Group, 1989). At the
same time, many fever episodes, which in noncommunicative dementia
patients have to be considered as a sign of infection, resolve sponta-
neously without antibiotic treatment. Even when a complete diagnostic
work-up was performed, the source of a fever was not identified in 30%
of patients (Fabiszewski et al., 1990). This makes automatic antibiotic
administration for all fever episodes questionable.

The effectiveness of antibiotic therapy depends on the severity of the
dementia. It was reported that patients with feeding dependence and the
need for a mechanically altered diet had significantly higher rates of treat-
ment failure than patients with unimpaired eating abilities when treated
for pneumonia in a long-term care setting (Degelau, Gray, Straub, & Lux-
enberg, 1995). Although the cognitive status of these individuals was not
known, feeding dependence and a need for altered diets are inevitable
consequences of dementia progression (see chapter 3). When patients
on a Dementia Special Care Unit were divided according to dementia
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severity, patients with high severity of dementia receiving aggressive
treatment, which included intravenous antibiotics and respiratory sup-
port, did not have a significantly longer survival than the patients who
received comfort measures only (see Figure 2.1) (Fabiszewski et al., 1990).
This lack of difference in survival of very advanced patients was true
when several clinical indicators (speech ability including communication
and social contact measures, muscle rigidity and decreased mobility, and
feeding dependence) were used to classify patients into high and low
severity groups.

Fabiszewski et al. (1990) found that aggressive treatment of fever
episodes was successful in preventing death from the infection in all
patients with low severity of dementia, whereas patients with low sever-
ity who were not treated with antibiotics had a mortality rate similar to
patients with high severity of dementia. This “treatment success,” how-
ever, has to be weighed against the burden imposed by aggressive treat-
ment. Many patients were exposed to the stress of transfer to an
unfamiliar acute care setting and to invasive diagnostic procedures,
which often included suctioning of the sputum. Twenty percent of fever
episodes, which were treated with antibiotics, required repeated intra-
muscular injections, which are quite painful. Intravenous antibiotic ther-
apy, which was used in 16% of fever episodes, required mechanical or
chemical restraints to prevent the patients from removing intravenous
tubing. In addition, administration of aminoglycosides and cephalosporins
required additional laboratory analyses involving blood drawing and pre-
disposed the patients to renal failure and ototoxicity.

COMFORT MEASURES

The increased burden imposed on the patient by the aggressive treat-
ment of an infection could be justified if it promotes patients’ comfort or
shortens the duration of the infection. However, in this case study, the
duration of fever was similar in patients treated with antibiotics and
patients treated with comfort measures only (Fabiszewski et al., 1990),
In addition, patients’ discomfort, measured by an observational scale
(Hurley, Volicer, Hanrahan, Houde, & Volicer, 1992), was similar in pa-
tients treated with antibiotics and in patients treated by comfort mea-
sures only (see Figure 2.2) (Hurley, Volicer, Mahoney, & Volicer, 1993). In
this later study, patients were categorized according to the treatment
strategy used to manage the fever episode. During a basal condition, in
the absence of a fever, the discomfort levels were similar in both pallia-
tive and aggressive care groups on the Dementia Special Care Unit
(DSCU), and higher in patients hospitalized on a traditional long-term
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FIGURE 2.2 Discomfort during a fever episode. Peak observations were
made 3 to 5 days and resolution observations 8 to 11 days after the onset of a
fever episode. TLTC-AMC = traditional long-term care with antibiotics, DSCU-
AMC = Dementia Special Care Unit with antibiotics, DSCU-PMC = Dementia
Special Care Unit without antibiotics.

From “Palliative Fever Management in Nursing Science,” by A. C. Hurley, B. Volicer, and L.
Volicer, 1993, Advances in Nursing Science, 16, 21-32, Copyright 1993, Aspen Publishers,
Inc. Reproduced with permission.

care unit. Discomfort levels increased during the first 3 to 5 days of a
fever episode in patients on the DSCU and returned to the basal level
during the resolution period (9 to 11 days after the onset of fever). This
increase was similar in patients treated with antibiotics and patients
treated with comfort measures. There was no evidence that antibiotic
treatment would lead to faster resolution of discomfort caused by the
fever episode. Thus these data indicate that antibiotic treatment neither
extends the survival of patients with severe dementia nor decreases dis-
comfort induced by a fever episode.

Comfort measures useful during a fever episode include antipyretics
(mostly acetaminophen), which were used more often on the DSCU than in
the traditional setting (Hurley et al., 1993), and analgesics (oral morphine
sulphate), which were used more often in patients receiving palliative
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treatment than in patients treated with antibiotics (Fabiszewski et al., 1990).
Morphine has the additional benefit of reducing tachypnea. Low-flow oxy-
gen therapy is also effective in decreasing dyspnea in patients dying with
pneumonia. An additional advantage of the palliative treatment is the avoid-
ance of overhydration caused by intravenous therapy, which leads to
increased respiratory secretions requiring frequent suctioning. If increased
secretions are present, atropine administration is effective in improving
patient’s comfort. (For a further description of the terminal stage of
Alzheimer’s disease, see chapter 13.)

CONCLUSIONS

Because there is no agreed-upon standard to guide the treatment of infec-
tions in late-stage dementia, clinicians face clinical, ethical, and health
policy dilemmas concerning the use of aggressive medical interventions
that may or may not extend a patient’s life. Attempts to prevent or treat
infections are a paradigm for the balance between the burdens and ben-
clits in patients with late-stage dementia. To forgo aggressive interven-
tions that do not ultimately result in improvement of the underlying
dementia may be considered ethically justifiable as well as more com-
passionate than striving to extend survival at all costs. The empirical evi-
dence reported earlier in this chapter revealed that providing palliative
care for infections prevents patients from undergoing invasive diagnos-
tic work-ups and treatments, does not accelerate the progression of
advanced Alzheimer’s disease, is associated with lower observed dis-
comfort, and is not associated with higher rates of mortality for more
advanced patients.

Clinicians should consider recommending that the treatment of infec-
tions in patients with advanced dementia consist of palliative manage-
ment. A palliative approach to care for patients with advanced dementia
not only benefits patients by decreasing their discomfort but also saves
valuable medical care resources (Volicer et al., 1994). It can be further
argued from a principled ethical perspective that aggressive care should
not even be offered because it is not indicated on the basis of survival
time or retarding the progression of dementia and places an extra bur-
den on both the patient and society. “Ordinary” treatments such as vac-
cines and antibiotics may violate the fundamental principle of “do no
harm” at the end of life. Whitehouse, Post, and Sachs (1996) stated that
“we must recognize that it is not only immoral to provide ineffective and
distressing care, but also a waste of social resources.”
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risk for developing nutritional problems (Trabucchi, 1992). In the

early stage of Alzheimer's disease, memory impairment, poor judg-
ment, and apraxia predispose patients to eating difficulties. In the late
stages of the disease, behavioral and neuromuscular conditions may
cause eating difficulties.

Despite the eating difficulties caused by dementia, dementia in the
elderly is not necessarily associated with malnutrition and decreased life
expectancy. In fact, a study carried out in an institution where staff pro-
vided intensive feeding assistance found that demented patients (mean
age of 85 years) had similar nutritional status and mortality rates as did
the nondemented patients of the same age and somatic health, except
for smaller triceps skinfold thickness in the demented (Franzoni, Frisoni,
Boffelli, Rozzini, & Trabucchi, 1996). The cumulative annual death rate
in the demented (0.23 death/year) was similar to the nondemented (0.22
death/year). Unadjusted survival by Kaplan-Meyer analysis was similar
in the two groups, and this similarity was retained when adjusted for age,
gender, cognition, triceps skinfold thickness, and number of drugs in a
Cox regression model. These data suggest that malnutrition is not an
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Throughout the course of all dementing disorders, patients are at
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unavoidable correlate of dementia. The clinically relevant conclusion is
that dementia in very old age does not necessarily decrease survival,
and that when appropriate dietary intake with feeding assistance is pro-
vided to the demented, malnutrition need not develop (Franzoni et al.,
1996; Morley, 1996).

Previously, Volicer et al. (1989) had found that the mortality rate of
patients with moderate and severe Alzheimer’s disease was similar in
patients who experienced eating difficulties and in patients who could
be fed without problems. They reported that weight loss by itself did not
increase mortality, which was similar in patients with body weights
below and above 80% of ideal body weight. The study by Volicer et al.
was also conducted at an institution where staff provided intensive feed-
ing assistance and used nutrient-dense diets (Warden, 1989).

Patients with advanced Alzheimer’s disease must have their special
needs met to avoid malnutrition. In this chapter, we will explain the
pathogenesis of the most common feeding and nutritional problems
encountered in the care of the severely demented and suggest treatment
strategies to manage these problems.

UNIQUE PROBLEMS PRESENTED BY DEMENTIA

COGNITIVE IMPAIRMENT

Cognitive impairments that result from the progression of Alzheimer’s
disease are manifested by multiple symptoms that in combination make
patients dependent on others for their basic needs. Specific threats to
maintaining eating independence are agnosia, apraxia, and aphasia. How-
ever, patients may develop more functional dependence than can be
explained by the disease. Therefore, caregivers need to assess patients’
abilities and develop individualized treatment plans, recognizing the
need to provide help for patients who are experiencing problems that
interfere with their ability to eat independently.

Preventing Excess Dependence

Apraxia prevents demented patients from recognizing and properly
using utensils, so that patients are at risk of losing their independence
in eating. A few simple strategies can be used to maintain indepen-
dence at mealtime. Proper utensils and finger foods can maintain self-
feeding for as long as possible for individual patients. A deep dish
(plate with a raised rim) and the use of spoons help to keep the food
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more manageable. It is best to use one large spoon because it is the
least likely to cause injury during feeding, can be easily manipulated
by patients, and provides more ease of feeding when caregivers offer
some assistance. At certain stages of the disease, straws can be help-
ful for drinking liquids. Small cups (6-8 oz size) are easier to use than a
cup with a handle, and paper cups that can mold to form a spout are
helpful when caregivers are assisting. Finger foods, such as soft sand-
wiches cut in quarters, french fries, and meat nuggets, should be used
when the manipulation of eating utensils becomes increasingly difficult
due to apraxia. Nonfood items such as paper napkins should be
removed from the table to eliminate the risk of patients ingesting them.
Assistance to promote self-feeding should be provided, such as open-
ing milk cartons. One course should be presented at a time, and the
quantity of food placed in front of each patient should be limited. Some
patients may be distracted during mealtime and need constant cueing
(e.g., “bite,” “drink”™). Other patients may need coaxing and reassurance
throughout the mealtime.

Impact of Setting

Some studies have found that an unpleasant meal environment was an
important negative factor in nutrition in the institutional setting (Steen,
1992). In one study, the dining room of a nursing home was changed from
a very sterile environment to one typical of the 1940s when these
patients had their most active period (Elmsthal, Blabolil, Fex, Kiiller, &
Steen, 1987). Dietary intake of carbohydrates and proteins increased by
25%, and physical activity, conversation, facial expression, and social
interest also improved. Although not all subjects in the Elmsthal et al.
study were demented, it can be hypothesized that the overlearned rec-
ollections thus aroused might be generalizable to stimulate eating behav-
iors in demented individuals.

In some settings an insufficient number of staff might be responsible
for some of the malnutrition observed in the demented and for some
cases of food refusal. Morley (1995) underscored the fact that a lack of
time spent feeding institutionalized demented patients may increase the
potential risk of anorexia and malnutrition. In one study 18 minutes per
day were spent feeding demented patients in a nursing home compared
to 99 minutes per day when these patients were kept at home (Hu,
Huang, & Cartwright, 1986). A recent observation suggested that insti-
tutionalized demented patients can have food intake similar to that of
their nondemented peers in a specific setting that allows for an appro-
priate patient/caregiver ratio (Franzoni et al., 1996; Morley, 1996).
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Eaton, Mitchell-Bonair, and Friedmann (1986) investigated touch as a
therapeutic tool and a method for improving nutritional intake of elderly
demented patients. Tactile sensation is often retained in the late stages of
dementia, when other senses are impaired.

BEHAVIORAL DISTURBANCES

Behavioral disturbances, alone or in combination with neuromuscular
impairment of the swallowing muscles and somatic diseases, are fre-
quently associated with the development of severe eating difficuities in
the demented.

Wandering

Wandering is a prevalent disturbance in the demented, occurring in as
much as 25% of nursing home residents (Teri et al., 1992). Wandering is
frequently associated with increased psychomotor activity. The two symp-
toms have a double effect on nutritional status, on the one hand by
increasing energy expenditures and on the other by interfering with feed-
ing. Patients who wander cannot sit for longer than a few minutes, con-
tinuously try to stand and stop eating, and require significant effort by the
caregiver and nursing home staff to make them continue eating. Some-
times patients who wander around the tables at the beginning of the meal
eat from the trays of others patients and then refuse to eat their own food.
Patients who pace constantly are exhausted at mealtime and thus may
have a poor appetite. Because of the calories expended pacing for several
miles a day, high-calorie foods and nutritional supplements should be pro-
vided (Rheaume, Riley, & Volicer, 1987). Providing rest periods during the
day helps to conserve calories, and arranging these patients in lounge
chairs with tray tables enables them to sit for the duration of their meal.

Agitation

Agitation is an unpleasant state of excitement often precipitated by exter-
nal stimuli. Meals can be associated with increased agitation because
three senses are stimulated simultaneously: visual, acoustic (staff activ-
ity, setting tables, moving chairs, distributing trays), and olfactory (food
smells). Therefore, noises from dishes and glasses and staff voices
should be kept to the lowest possible level. Environmental stimuli that
may increase confusion, such as fast movements, too many plates on the
table, too many foods on a tray, and overcrowding of the room, should
be reduced.



52 CLINICAL ISSUES

Manifestations of agitation during mealtimes vary. Patients who have
hallucinations or delusions may fear that caregivers or neighbors will
take food from their dishes, misunderstand the actions of others, and
quarrel with them. Agitation can increase when the customary table seat
of one patient in the dining room is occupied by another one. Patients
known to become agitated at mealtimes should be provided a clear sep-
aration of their table space. As a rule, seats should be permanently
reserved for each patient. Some patients can become agitated if there is
an excessive delay between courses; others may become agitated when
staff members try to help them. Self-feeding may be more efficient if
nutrient-dense finger foods are available.

Environmental interventions should be examined for possibly reduc-
ing agitation during meals. For instance, since increased agitation in the
late afternoon or evening, so-called sundown syndrome, might be due to
reduced illumination (Little, Satlin, Sunderland, & Volicer, 1994), it may
be appropriate to provide all dining rooms with daylight-level artificial
illumination for all meals.

Patients with dementia might have sight alterations and difficulties in
perceiving the contrast of colors and shades. A relaxing but contrasting
color of the tablecloths, dishes, and glasses may help patients to recog-
nize eating tools.

Relaxing music has been found to buffer the general noise level typi-
cal of nursing home dining rooms and to exert a calming effect, thus
reducing agitated behavior in these patients (Goddaer & Abraham, 1994).
Appropriate music may be helpful to remind patients about the timing
of meals.

Food Refusal

Food refusal is a highly prevalent disturbance in institutionalized
patients. A study of eating difficulties observed among 73 male patients
receiving long-term care for dementia found that 36 subjects refused
food, while 23 had at least one occurrence of choking during mealtime
(Volicer et al., 1989). Of those who refused feeding, 89% turned their head
away when fed, 78% kept their mouth shut, 72% pushed the spoon or
hand away, and 39% spat food. Patients may also cover their mouth or
let food run out of their mouth.

Patients need to be carefully assessed to identify possible causes for
food refusal. Some causes may be ameliorable to treatment. When
patients refuse to eat, depression or a decision to “give up” and die
should be considered in the pathogenesis of the eating disturbance.
Volicer, Rheaume, and Cyr (1994) found that treatment with sertraline
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improved affect in 8 out of 10 severely demented patients who were iden-
tified by the staff as being clinically depressed, and diminished food
refusal in 5 of 6 patients who also refused food. Serotonin may play a role
in the sense of hunger (Miller, Darby, Swartz, Yener, & Mena, 1994), and
the first three authors of this chapter have observed that hunger stimu-
lants such as cyproheptadine sometimes increase appetite in the
demented individuals. Food refusal can follow dysphagic episodes due
to excessive quickness in feeding patients, somatic diseases, pain, and
taste alterations (see the discussion that follows).

In addition to alleviating problems and removing the negative condi-
tions that may have caused food refusal, staff members can take some
positive steps to increase food intake. First, it is important to identify
which foods patients like. In the later stages of the disease, patients tend
to develop a “sweet tooth.” If ice cream is a favorite, the staff should offer
it at each meal. Alternating a spoonful of the preferred food (ice cream,
puddings, or pureed fruit) with a spoonful of the main meal may increase
overall intake. A large spoonful of the main meal with a little ice cream
on the tip of the spoon may also encourage eating. If either clenching
teeth or refusal to open the mouth is a problem, the pureed food may be
thinned into a liquid soup that the patient can drink. Lip pursing is
another hindrance to feeding. Putting small amounts of food on the lips
can encourage opening of the mouth to facilitate giving a spoonful of
food. The caregiver can also anticipate opening of the mouth after the
patient swallows and give another spoonful. Lifting the lip gently may
also cue mouth opening.

The fourth and fifth authors of this chapter were members of an inter-
disciplinary team that wrote the script and developed a videotape to
illustrate these procedures. This training tape, Natural Feeding for
Patients with Alzheimer’s Disease, is available in all VA Medical Center
libraries as well as by interlibrary loan or purchase from the National
Technical Information Service.

POUCHING AND DYSPHAGIA

It is a common clinical observation that some patients linger on chew-
ing food for an excessively long time (pouching) or take food in their
mouth but swallow only on command (Volicer et al., 1989). The patho-
genesis of this behavior is unknown, but it seems to occur in the stage
that precedes dysphagia, which is due to neuromuscular problems of
the pharyngeal musculature. Therefore, pouching might be interpreted
as an early sign of dysphagia. This is supported by the observation that
small amounts of soft-textured foods, which can be more easily pro-
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pelled by the pharyngeal muscles, can reduce pouching (Groher &
McKaig, 1995).

Regardless of whether or not pouching occurred, dysphagia com-
monly develops in the late stages of dementia. The term dysphagia liter-
ally indicates subjective difficulty during swallowing. Dysphagia in the
person with dementia who cannot report such difficulty is assessed by
staff members who observe elaborate, labored, and difficult swallowing
that may be accompanied by choking. Epidemiological studies of dys-
phagia in the demented are scanty. In a cross-sectional study of 73 male
patients who were receiving long-term care for dementia, 23 had chok-
ing episodes (Volicer et al. 1989); all choked on liquids and nearly all
(96%) on solids.

Although dysphagia is considered a risk factor for the development of
aspiration pneumonia, Volicer et al. (1989) found that the mortality rate
was similar in patients who choked on food and liquids and in those who
were able to be fed without choking. Dysphagia is believed to exist in
patients with Alzheimer’s disease as a result of degenerative changes in
the corticobulbar tracts and cranial nerve nuclei (Volicer et al., 1989).

Acute Dysphagia

Dysphagia can appear suddenly, in a matter of hours or days. In this
case, the suspicion should always be raised that somatic causes (e.g.,
pneumonia and urinary tract infections), even if not readily apparent,
may be responsible. Reversibility of acute dysphagia must always be con-
sidered possible. In these cases, temporary placement of a nasogastric
tube and enteral feeding might be considered, but after the acute event
is over, a return to oral feeding should always be tried (Volicer, Rheaume,
Riley, Karner, & Glennon, 1990).

Chronic Dysphagia

Although somatic causes should always be considered, when dysphagia
develops progressively over weeks or months, the cause is usually the
relentless progression of the brain disease. The development and pro-
gression of chronic dysphagia often follows a similar course across
patients, suggesting that the brain lesions leading to the neuromuscular
impairment occur in relatively fixed sites and with relatively fixed tim-
ing. Dysphagia for liquids appears first. In the early stages of dysphagia
for liquids, small amounts of liquids can still be swallowed in elaborate
and repetitive sips. In this stage, drinking with a straw in small sips with
the head slightly flexed is still possible, although movements of the glot-
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tis can be markedly reduced. Small amounts of liquids may also be able
to pass into the esophagus by the effect of gravity, and without inducing
a complete swallowing reilex. To avoid choking on thin liquids, substi-
tutions of semisolid foods such as yogurt, pudding, applesauce, and ice
cream that have a high water content but do not induce choking should
be used. Thin liquids may be thickened by mixing them with semisolid
foods or by using a commercially available thickening product.

In the late stage of the disease, patients may pouch solid food but may
be able to swallow smaller amounts of foods with softer textures (pureed
or mashed). In this phase, dysphagia for solid foods (meat, pasta, or
bread) typically develops. Patients may also develop dysphagia for
pureed and mashed foods. Some patients may even hold the pureed food
in their mouths, neither chewing nor swallowing, possibly not recogniz-
ing the substance as food. Thinning the food with milk or a nutritional
supplement often encourages eating and swallowing.

Our clinical observation indicates that in the late stages of dysphagia
some patients may have greater difficulty swallowing pureed than
mashed foods, suggesting that a more consistent texture of the bolus
might help in its passage through the pharynx. Groher and McKaig
(1995) reported that many patients who were receiving pureed food
could be advanced to a mechanical soft diet, and that even some
patients who previously were tube fed could receive a mechanical soft
diet. Matthews (1988) suggested that foods that form a bolus in the
mouth and do not break apart might be appropriate for some patients,
Thick, even gelatinous foods might be sometimes advisable.

Foods with appropriate consistency and smell-taste properties that
can induce salivation should be preferred. The sitting position in the
chair or bed allows for the assistance of gravity and good alignment of
the alimentary canal to facilitate swallowing. When feeding those at risk
for choking, the head of the bed shouid be elevated at least 45°. The
patient’s head should be slightly forward, supported if needed by pil-
lows. Patients should be fed slowly and the swallowing of each mouth-
ful or sip of liquid should be assessed before offering another. Some
patients can hold a great deal of food in their mouths or in the backs of
their throats, causing choking. Others may need to swallow several times
before all food is gone from their mouths. Cueing is most often neces-
sary to remind patients to chew and/or swallow. Touching or gently
stroking the throat may help initiate swallowing. To improve the patient’s
focus for eating, the caregiver should try to maintain eye contact, prefer-
ably by standing or sitting in front of the patient. A patient’s facial expres-
sions should be observed for signs of distress. Feeding should be
discontinued if distress is present and resumed when the patient appears
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comfortable. Food and fluids that are too hot or too cold may precipi-
tate choking in some patients. If dry mouth is a problem, the mouth
should be moistened with some Huids or mouth care given before feed-
ing. In all cases, however, the choice of the appropriate texture of food
should be tailored to the individual patient and continuously evaluated
and modified over the disease course as necessary.

SOMATIC DISEASES

In addition to episodic dysphagia caused by acute somatic diseases and
head trauma, a number of diseases affecting the mouth and gastroin-
testinal tract can also cause food refusal and swallowing difficulty. Can-
didiasis of the mouth can cause pain on chewing, swallowing difficuity,
and food refusal. Dentition is another problem. Often, patients with eat-
ing problems had lost or broken teeth. Morales, Gonzales, and Santolaria
(1989) found that demented patients with a loss of more than 50% of
their teeth have less muscular and fatty areas of the arm as well as a
greater degree of temporal muscle atrophy . Although a diet that pro-
vides adequate energy and nutrients can be furnished with pureed or
mechanically altered food, it may be that the ability to chew food
increases patients’ willingness to eat. Although this hypothesis is
untested, it might be advisable to allow patients with denture devices to
use them, at least as long as they are able to keep their dentures safely
in their mouths.

Decayed dental roots, ulcers, or gum diseases may cause food refusal.
The repetitive movements of the jaws that are sometimes present in the
demented can lead to ulcers of the lips and in the anterior part of the
jaws if decayed teeth or roots are present. Removal of diseased or bro-
ken teeth can promote healing of the ulcer and decrease food refusal.
Pain may also be causing food refusal. Pressure sores can generate pain
when the patient is in a sitting position, causing the patient to be less
prone to consume food while sitting. Appropriately shaped cushions to
alleviate pressure can be useful in this case. Acute fecal impaction and
urinary retention can also precipitate food refusal.

Alterations in Taste and Smell

It is a relatively frequent observation that many severely demented pa-
tients refuse some foods but not others. The changes of gustatory func-
tion in dementia are not clear (Huff et al., 1987; Schiffman, Clark, &
Warwick, 1990). In contrast, it is generally accepted that central and
peripheral components of the olfactory function are impaired in differ-
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ent stages of the disease. The recognition of smell stimuli (for which
integrity of central nervous olfactory structures is needed) is impaired
early in the disease course when smell detection threshold (for which
integrity of peripheral nervous olfactory structures is needed) is normal.
Smell detection is impaired only in the later stages, indicating an
increased threshold (Koss, Weiffenbach, Haxby, & Frieland, 1988).

These observations fit the clinical observation that severely demented
patients who refuse many foods will sometimes accept particular foods.
The relevance of food palatability was demonstrated by Eaton et al.
(1986), who found that specific menu items were consumed more com-
pletely by demented than by nondemented elders. This suggests that
palatability of foods can positively affect nutritional intake.

latrogenesis

Many drugs may cause eating difficulties in the demented elderly
(Cusack, 1995). Drugs that are most commonly involved are those that
affect cognitive/behavioral functioning (anticholinergics and sedatives),
salivation (anticholinergics), and motor speed (sedatives and neurolep-
tics). Restlessness, depression, confusion, constipation, and extrapyra-
midal side effects can cause problems in bringing food to the mouth,
chewing, or swallowing. In addition, other drugs such as diuretics, beta-
blockers, digoxin, and antihyperlipidemics can cause anorexia (Morley,
1995). Drugs that have a noxious action on the gastric mucosa (i.e.,
aspirin and no-steroidal anti-inflammatory agents) may also cause
anorexia.

Demented patients often receive neuroleptics, which can increase eat-
ing difficulties by their anticholinergic effects and by the relaxation of
muscles involved in the swallowing process. A prolonged use of high
doses of these drugs may lead to a severe condition of malnutrition.
Rohrbaugh and Siegal (1989) described a case of reversible weight loss
associated with neuroleptic use in a patient with advanced dementia of
the Alzheimer type. Neuroleptic-induced tardive dyskinesia (tongue
thrusting) can interfere with feeding. In these patients, placing the spoon
carefully and using adaptive spoons and long spout cups can be helpful.

NUTRITIONAL SUPPORT

Consensus is emerging that nutritional support, including enteral feed-
ing, is a form of medical treatment. This is an important shift from the
previous view that nutritional support is a mandatory humane act (Peck,
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Cohen, & Mulvihill, 1990; Zanetti et al., 1996). Therefore, guidelines for
nutritional support should consider both medical and ethical issues. It
should be recognized that food and liquid refusal is common in patients
dying of a terminal illness. McCann, Hall, and Groth-Juncker (1994) have
reported lack of hunger or thirst in cognitively intact patients receiving
narcotics.

Caloric needs of the person with Alzheimer’s disease change as symp-
toms and manifestations of the disease change. Pacing, previous weight
loss, and infection can all increase caloric needs. Pacing may increase
caloric requirements by as much as 1,600 calories per day above main-
tenance levels (Rheaume et al., 1987). At the other end of the spectrum,
the bedfast patient seems to require fewer calories over the years to
maintain weight, and careful monitoring is necessary to prevent inap-
propriate weight gain. A decrease in muscle mass may also contribute
to a decline in caloric needs. The clinical experience of the last two
authors of this chapter indicates that the dementia patient may have
lower ideal body weight (IBW) requirements than most rule-of-thumb
guidelines suggest. Of significant importance for bedfast patients is the
need to preserve sufficient subcutaneous tissue to afford protection
against skin breakdown and pressure sores as well as maintain adequate
nutritional intake to preserve protein stores and provide nutrients. In
addition, it has been shown that institutionalized patients with lower
food intake have poorer long-term prognosis even after all the known
predictors of mortality have been accounted for (Frisoni et al., 1995).
Some composite indices, combining both biochemical and anthropo-
metric measures, have been proposed to detect malnutrition (Bianchetti,
Rozzini, Carabellese, Zanetti, & Trabucchi, 1990; Buzby, Mullen, Matthews,
Hobbs, & Rosato, 1980; Frisoni et al., 1994).

The type of diet can affect constipation, and the prevalence of consti-
pation increases with age. Cognitive impairment interferes with the abil-
ity to recognize, acknowledge, and communicate the urge to defecate.
Variable intake of nutrition and hydration and decreased physical mobil-
ity, associated with the later stages of dementia, increase the risk for con-
stipation. Prevention of constipation is the best course, but when it does
occur, attempts should be made to recognize and alleviate its underlying
cause to prevent impaction. Treatments may include providing more flu-
ids, ensuring adequate dietary fiber, and administering stool softeners.
The initial intervention should include natural methods of bowel sti-
mulation using food. Prune juice and bran cereal each provide additional
fiber and may suffice. However, the ability to increase dietary fiber is
limited with dementia patients due to chewing difficulties as well as the
potential for choking. The use of a commercially available product such
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as prune pudding may be appropriate for patients who have a wide range
of texture tolerance. One such product contains fruit puree (plum and
apple), dextrose and pectin. The caloric value of 1 tbsp is 35 calories, so
that a 1/2 cup serving equals 280 calories. This product is a good consis-
tency for most patients, even those who may no longer tolerate pureed
foods, and if taken daily, the product contributes to bowel regularity.

DIET MODIFICATIONS

Food volume distribution is a consideration when planning meals.
Alzheimer patients are often more alert and cooperative in the morning
and tend to decline as the day progresses. Patients tolerate a higher level
of texture as well as an increased volume of food during the first two
meals of the day. Individualization of the diet to accommodate these vari-
ations is another important factor contributing to optimal nutritional
intake. Attention to volume adjustment of the meal is also important.
Calorically dense foods with minimal volume decrease feeding time
required to consume adequate nutrients. For example, a breakfast of a
regular-texture diet consisting of fried eggs, sausage, and toast may be
appropriate for the same person who may only be able to tolerate a
pureed diet consistency by the evening meal. High-density foods are eas-
ily incorporated into the pureed diet. For example, the addition of thick-
eners such as margarine, cheese, instant mashed potatoes, and nonfat
dry milk will enhance the caloric value as well as improve the consis-
tency without increasing the volume significantly. Once again, this type
of individualization enhances the ability to maintain natural feeding tech-
niques for a prolonged period. Adjusting the texture of the diet is central
to maintaining adequate nutritional intake throughout all the stages of
Alzheimer’s disease.

Mastication apraxia (chewing impairment) is one of most common of
the eating difficulties and occurs fairly early in the progression of the dis-
ease. Poor-fitting dentures or lack of dentition may be a contributor but
rarely is the only cause of the decline in the chewing process. At this
point, chopped or ground foods are usually necessary, and a combina-
tion of ground meats augmented by finger foods may be appropriate.

Other behaviors that necessitate texture adjustment are pocketing and
pouching of food. In these behaviors the patient holds food in his or her
mouth for a long period without swallowing or continues to chew inces-
santly without swallowing. At this point the texture of the diet needs to
be downgraded. A regular diet texture may need to be reduced to a
mechanical, or a mechanical may need to be reduced to a pureed. It is
not always necessary to automatically downgrade the texture to pureed
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or liquids; a slow progression is always preferred. The length of time that
the patient can be maintained on any texture level varies depending on
the individual. Texture adjustments incorporate nutrient density and vol-
ume of food as well as ease of consumption to minimize the need for oral
manipulation of the food.

An Adult puree diet or Special Adult puree diet (SAP) (see Table 3.1)
meets the needs of a chair-to-bed patient. It is a high-density, low-volume
diet of 1,700 calories. The largest amount of food should be offered dur-
ing the day and lesser amounts in the evening when the patients are
more tired and weaker. These diets are well tolerated by patients, have
been successful in maintaining patient weight, take less staff time for
feeding, and are cost effective (Warden, 1989). »

When patients are at danger of choking on food or liquids, a diet
adjustment is necessary. The elimination of certain foods that have been
associated with episodes of choking is one method of intervention. The
Bedford (MA) VA Medical Center has developed an Alzheimer Mechani-
cal Diet (see Table 3.2) that eliminates food items that require more than
minimal oral manipulation or could easily be stuffed into the mouth and

TABLE 3.1 Aduit Pureed Special Diet

Purpose: This diet is designed for difficult-to-feed patients with end-stage
Alzheimer’s disease.

Diet principles: The low-volume, nutrient-dense diet is designed to facilitate
feeding. Meals are planned to accommodate a decreased attention span,
especially at the evening meal. The diet can be individualized according to a
patient’s tolerance.

Approximate composition: Kilocalories: 1,850

Protein: g
Carbohydrate: 260 g
Fat: 65g
Sodium: 93.3 mEq (2,148 mg)

Potassium; 80.7 mEq (3,155 mg)
Suggested meal pattern:

Breakfast Noon Evening

8 oz Ensure Plus 8 oz pureed meat Ensure Plus
2x hot cereal Pureed potato/starch Pudding

2x margarine Gravy or sauce Pureed fruit
2x sugar Pureed vegetable

Juice Pureed dessert

Milk Milk
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TABLE 3.2 Alzheimer Mechanical Diet

Purpose: This diet is designed for Alzheimer patients with chewing difficulties.

Diet principles: The diet follows the regular menu with alterations in consisten-
cy. Certain food items that have been shown to be a choking risk for
Alzheimer patients are restricted. This diet can be individualized according to
each patient’s tolerance.

Approximate composition. Kilocalories: 2,400

Protein: 100 g
Carbohydrate: 315¢g
Fat: 80g
Sodium 214 mEq (5,540 mg)

Potassium 101 mEq (3,935 mg)
Suggested meal pattern:

Breakfast Noon Evening

4 oz juice 4 oz juice/salad 4 oz juice/salad

6 oz hot cereal 2 oz ground meat/sub 3 oz ground meat/sub
1 scrambled egg Potato/sub Potato/sub

2 slices buttered toast Vegetable Vegetable

2 sugar packets Dessert/fruit Dessert/fruit

8 0z milk 8 oz milk 8 oz milk

Restricted ltems:

Beverages: No alcohol, no coffee or tea unless specifically requested.

Bread: No plain bagged bread, muffins, biscuits, rolls, danish, donuts, crackers,
hard crusts, dates, nuts, popcorn, French toast, pancakes. (May have
toast for breakfast. For entrees served on toast, substitute with bread.)

Cereals: Same as regular mechanical diet.

Desserts: No donuts, cookies, or brownies. No desserts with nuts, dates, or
raisins.

Fats: No peanut butter, bacon, nuts, or olives.

Fruits and fruit juices: Same as regular mechanical diet, except no grapes.

Cheese: None.

Eggs: None.

Fish: No fried fish or fish with bones.

Meat entrees: Same as regular mechanical diet, except no meatballs.

Poultry: Same as regular mechanical diet, except no chicken with bones.

Milk products: None.

Potatoes: No crispy fried potatoes, potato chips, whole boiled potatoes,
corn chips, spaghetti.

Soups: None.

Sweets: No individual candy, candy with nuts (sugar packet at breakfast only).

Vegetables and vegetable juices: Same as regular mechanical diet, except no
whole kernel corn.

Miscellaneous: Same as regular mechanical diet, except no condiments or
olives.
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precipitate choking. Individualization is very important, however, as
texture tolerance may vary considerably from meal to meal and person
to person,

NUTRITIONAL SUPPLEMENTS

The role of nutritional supplements for Alzheimer patients is extremely
important. The term supplement refers to enhancements of the basic diet.
They can be available in a variety of mediums, but the common charac-
teristics are that supplements add calories and nutrients in an easily
accessible manner. A sandwich supplement can offer an alternative when
the main entree is poorly accepted or can provide extra calories in addi-
tion to the main entree. A moist sandwich such as peanut butter and jelly
or other popular sandwich selections of tuna, egg, and chicken salad, as
long as any celery added is finely chopped, are preferred by patients.
Puddings and milk shakes are also appropriate and provide the sweet-
ness that patients often prefer.

Commercial supplements are well tolerated and offer a variety of
enhancements to the diet. For example, Ensure®, Ensure Plus®, and
2 Cal® are products that are utilized for almost every patient at the
Dementia Special Care Unit at the Bedford (MA) VA Medical Center at one
time or another. These supplements provide a sweet, slightly thickened,
nutrient-dense palatable beverage. They provide extra calories, replace
a poorly accepted meal, and are well tolerated when eating difficulties
are evident. During periods of decline or even illness the use of com-
mercial supplements is crucial for weight maintenance. Often liquids are
better tolerated than solids at various periods throughout the disease
progression. The choice of product depends on the degree of weight loss
or food refusal. Each product varies in level of caloric and nutrient den-
sity, typically ranging from 1 calorie to 2 calories per cc. As the appetite
wanes, more concentrated products are appropriate. Appetite and food
refusal are never a constant. Thus a patient’s weight must be monitored
at least monthly to be able to track the appropriateness of the supple-
ment being provided.

As the patient’s swallowing impairment progresses, the texture of the
diet will need periodic adjustment. Often food items need to be thickened
or even thinned depending on the individual. The commercial supple-
ments can be used to accomplish this by mixing them with pureed pota-
toes, vegetables, meat, or milk. Fruit-flavored yogurt is excellent as a
thickener. It can be mixed with a variety foods, including the commercial
supplements. Many later-stage Alzheimer patients are maintained on a
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mixture of Ensure Plus, yogurt, juice, and ice cream administered in a
paper cup. Other products used for thickeners are applesauce, corn-
starch, gelatin, and commercial products such as Thicket-it and Sysco
Classic thickening agent. Often components of the pureed diet are thick-
ened by the addition of instant mashed potatoes, cheese, or cornstarch
to produce a firmer consistency. Offering juices mixed with applesauce
or commercial thickeners may be necessary to provide additional fluids.
Cranberry juice is popular and has the additional benefit of providing acid
ash, which helps to prevent urinary tract infections. Commercially thick-
ened juices are available in syrup and honey consistencies. The powdered
thickeners can be added to items to individualize the consistency.

TuUBE FEEDING

Tube feedings are similar to other medical treatments in that a bene-
fit/burden analysis should be made. The ethical principles that guide the
decision-making process are beneficence and the need for respect for
patient autonomy (see chapters 6 and 7). Demented patients can per-
ceive discomfort and can potentially be burdened by tube feedings.
Patients can feel the tube and may try to pull it out, necessitating keep-
ing their hands physically restrained (Meyers & Grodin, 1991). The use
of restraints may increase the risk of pressure sores and pneumonia. If
the decision is made to place a gastrostomy tube, endoscopic or surgi-
cal placement is required with their attendant risks. These risks include
operative hemorrhage, peritoneal leakage of tube feedings and gastric
contents with resultant peritonitis, wound infection, and leakage of gas-
tric contents around the stoma (Meyers & Grodin, 1991). However, tem-
porary tube feeding may be beneficial in patients developing dysphagia
during an acute illness.

Even the percutaneous enteral gastrostomy (PEG) has a number of
potentially adverse effects. Ciocon, Silverstone, Graver, & Foley (1988)
reported the occurrence of local wound infections, peritonitis, painful
insertion sites, wound dehiscence, hemorrhage, prolonged ileus, pyloric
obstruction, and gastric prolapse. The patient incurs the danger of anes-
thesia, as well as the risk of diarrhea and associated dehydration. More-
over, hospitalization for either gastrostomy or jejunostomy is a stressful
experience for demented aged patients and increases the need for skilled
nursing services (Peck et al., 1990).

Furthermore, there is debate in the literature as to whether tube feed-
ing can maintain skin integrity by enhanced protein intake (Campbell-
Taylor & Fisher, 1987; Lo & Dornbrand, 1984). Peck et al. (1990) compared
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71 tube-fed patients with 56 demented patients fed naturally and found
that 21% of the patients with feeding tubes developed decubiti versus
14% of patients who were fed by natural means. Also questioned is the
capability of gastrostomy and jejunostomy to avoid aspiration. The
Campbell-Taylor and Fisher (1987) and Peck et al. (1990) groups both
found that aspiration pneumonia occurred more frequently in the tube-
fed group, and that the frequency of pneumonia was no different with
respect to tube (nasogastric or gastrostomy).

Peck et al. (1990) claimed that patients who spend all or most of their
time in a recumbent position have a higher probability of aspiration
pneumonia if tube-fed than if carefully spoon-fed. However, the data that
support that claim included dissimilar lengths of institutionalization in
the two groups in which the length of stay of tube-fed patients was twice
that of patients who were spoon-fed, which raises the possibility that
dementia severity might be an important confounding factor. Temporary
tube feeding may be considered when dysphagia develops acutely.
Volicer et al. (1990) demonstrated that it was possible to resume natural
feeding in 5 of 6 patients with DAT (dementia of the Alzheimer type) who
had chronic feeding tubes. Similarly, Leff, Cheuvront, and Russell (1994)
reported that it was possible to wean 7 out of 15 patients from tube feed-
ing after admission to a nursing home. These patients clearly had an
improvement in quality of life by being able to taste food again and hav-
ing increased caregiver interaction during feeding. Longitudinal studies
of demented nursing home residents are needed to clarify the compli-
cations related to the feeding and the effect of tube feeding on the length
of survival in patients with progressive dementia.

CONCLUSIONS

The investigation of eating problems in late-stage dementia has been pur-
sued actively at many centers, by both clinicians and academicians.
Drawing on this expertise, it is possible to provide adequate nutrition
and calories throughout the progressive stages of Alzheimer’s disease
until the terminal phase.

Both staff members and families need to be prepared for the time
when patients will be unable to drink even water by mouth. Families and
caregivers should receive appropriate information and counseling
regarding nutritional strategies. Ethical and medical issues are involved
in this choice, as well as personal beliefs and cultural backgrounds. The
role of the health worker is to implement all these factors to guide
patients and families through the ultimate steps of the disease.



Overcoming Eating Difficulties 65

REFERENCES

Bianchetti, A., Rozzini, R., Carabellese, C., Zanetti, O., & Trabucchi, M. (1990).
Nutritional intake, socioeconomic conditions, and heatlth status in a large
elderly population. Journal of the American Geriatrics Society, 38, 521-526.

Buzby, G. P, Mullen, J. L., Matthews, D. C., Hobbs, C. L., & Rosato, E. F. (1980).
Prognostic nutritional index in gastrointestinal surgery. American Journal of
Surgery, 139, 160-167.

Campbell-Taylor, I., & Fisher, R. H. (1987). The clinical case against tube feeding
in the palliative care of the elderly. Journal of the American Geriatrics Soci-
ety, 35, 1100-1104.

Ciocon, §. Q., Silverstone, F. A, Graver, L. M., & Foley, C. 1. (1988). Tube feedings
in elderly patients. Indications, benefits, and complications. Archives of Inter-
nal Medicine, 148, 429-433.

Cusack, B. J. (1995). Clinical pharmacology. In W. B. Abrams, M. H. Beers, &
R. Berkow (Eds.),The Merck manual of geriatric (2nd ed.). Whitehouse Sta-
tion, NJ: Merck & Co.

Eaton, M., Mitchell-Bonair, I. L., & Friedmann, E. (1986). The effect of touch on
nutritional intake of chronic organic brain syndrome patients. Journal of
Gerontology, 41, 611-616.

Elmsthal, 8., Blabolil, V., Fex, G,, Kiiller, R,, & Steen, B. (1987). Hospital nutrition
in geriatric long-term care medicine: l. Effects of a changed meal environ-
ment. Comprehensive Gerontology, 1, 29-33.

Franzoni, S., Frisoni, G. B., Boffelli, S., Rozzini, R., & Trabucchi. M. (1996). Good
nutritional oral intake is associated with equal survival in demented and non
demented very old patients. Journal of the Amertcan Geratries Society, 11
1403-1404.

Frisoni, G. B., Franzoni, S., Rozzini, R,, Ferrucci, L., Boffelli, 8., & Trabucchi. M.
(1994). A nutritional index predicting mortality in the nursing home. Journal
of the American Geriatric Society, 42, 1167-1172,

Frisoni, G. B., Franzoni, S., Rozzini, R., Ferrucci, L., Boffelli, S., & Trabucchi, M.
(1995). Food intake and mortality in the frail elderly. Journal of Gerontology,
4, M203-210.

Goddaer, J., & Abraham, 1. L. (1994). Effects on relaxing music on agitation dur-
ing meals among nursing home residents with severe cognitive impairment.
Archives of Psychiatric Nursing, 3, 150-158.

Groher, M. E., & McKaig, T. N. (1995). Dysphagia and dietary levels in skilled nurs-
ing facilities. Journal of the American Geriatrics Society, 43, 528-532,

Hu, T. H,, Huang, L., & Cartwright, W. S. (1986). Evaluation of the cost of caring
for the senile demented elderly: A pilot study. Gerontologist, 26, 158-163.

Huif, F. J., Boller, F., Lucchelli, F,, Querriera, R., Beyer, J., & Belle, S. (1987). The
neurologic examination in patients with probable Alzheimer’s disease.
Archives of Neurology, 44, 929-932.

Koss, E., Weiffenbach, J. M., Haxby, I. V., & Frieland, R. P. (1988). Olfactory detec-
tion and identification performance are dissociated in early Alzheimer’s dis-
ease. Neurology, 38, 1228-1232.



66 CLINICAL ISSUES

Leff, B., Cheuvront, N., & Russell, W. (1994). Discontinuing feeding tubes in a
community nursing home, Gerontologist, 34, 130-133.

Little, J. T., Satlin, A., Sunderland, T., & Volicer, L. (1994). Sundown syndrome in
severely demented patients with probable Alzheimer's disease. Journal of
Geriatric Psychiatry Neurology, 8, 103-106.

Lo, B., & Dornbrand, L. (1984). Guiding the hand that feeds: Caring for the
demented elderly. New England Journal of Medicine, 311, 402-408.

Matthews, L. E. (1988). Techniques for feeding the person with dysphagia. Journal
of Nutrition for the Elderly, 8 59-63.

McCann, R. M., Hall, W. J. & Groth-Juncker, A. (1994). Comfort care for terminally
ill patients: The appropriate use of nutrition and hydration. Journal of the
American Medical Association, 272, 1263-1266.

Meyers, R. M., & Grodin, M. A. (1991). Decision making regarding the initiation of
tube feedings in the severely demented elderly: A review. Journal of the Amer-
ican Geriatrics Society, 39, 526-531.

Miller, B., Darby, A. L., Swartz, J. R., Yener, G. G., & Mena, 1. (1994). Dietary
changes, compulsions and sexual behavior in frontotemporal degeneration.
Dementia, 6, 195~199.

Morales, R. P., Gonzales, R. E., & Santolaria, F. F. (1989). The relationship between
psychophysical involution in the elderly subjects and his nutritional status.
Nutritional Hospital, 5, 276-282.

Morley, J. E. (1995). The role of nutrition in the prevention of age-associated dis-
eases. In J. E. Morley, Z. Glick, & L. Z. Rubenstein (Eds.), Geriatric nutrition
{pp. 67-73). New York: Raven Press.

Morley, J. E. (1996). Dementia is not necessarily a cause of undernutrition. Jour-
nal of the American Geriatrics Society, 44, 1403-1404.

Peck, A., Cohen, C. E., & Mulvihill, M, N. (1990). Long-term enteral feeding of aged
demented nursing home patients. Journal of the American Geriatrics Society,
38, 1195-1198.

Rheaume, Y., Riley, M., & Volicer, L. (1987). Meeting nutritional needs of
Alzheimer's patients who pace constantly. Journal of Nutrition for the Elderly,
7, 43-52.

Rohrbaugh, R. M., & Siegal, A. P. (1989). Reversible anorexia and rapid weight
Joss associated with neuroleptic administration in Alzheimer's disease. Jour-
nal of Geriatric Psychiatry Neurology, 1, 45-47.

Schiffman, S. S., Clark, C. M., & Warwick, Z. S. (1990). Gustatory and olfactory dys-
function in dementia: not specific to Alzheimer’s disease. Neurobiology of
Aging, 11, 597-600.

Steen, B. (1992). Practical aspect of nutrition of the elderly in institutions. Nutri-
tion of the Elderly, 29, 211-217.

Teri, L., Rabins, P., Whitehouse, P, Berg, L., Reisberg, B., Sunderiand, T., Eichel-
man, B., & Phelps, C. (1992). Management of behavior disturbance in
Alzheimer disease: current knowledge and future directions. Alzheimer Dis-
ease and Associated Disorders, 2, 77-88.

Trabucchi, M. (1992). nvecchiamento della specie e vecchiaia della persona.
Milano: Franco Angeli.



Overcoming Eating Difficulties 67

Volicer, L., Rheaume, Y., Riley, M. E., Karner, I., & Glennon, M. (1990). Discontin-
uation of tube feeding in patients with dementia of the Alzheimer type. Amer-
ican Journal of Alzheimer’s Care and Related Disorders and Research, 4, 22-25.

Volicer, L., Rheaume, Y., & Cyr, D. (1994). Treatment of depression in advanced
Alzheimer's disease using sertraline. Journal of Geriatric Psychiatry and Neu-
rology, 7, 227-229.

Volicer, L., Seltzer, B., Rheaume, Y., Karner, J., Glennon, M., Riley, M.E., & Crino,
P.B. (1989). Eating difficulties in patients with probable dementia of the
Alzheimer type. Journal of Geriatric Psychiatry and Neurology, 2, 169-176.

Warden, V. J. (1989). Waste not, want not. Geriatric Nursing, 10, 21-211.

Zanetti, 0., Bianchetti, A., Zanetti, E., Magni, E., Frisoni, G. B., & Trabucchi, M. (in
press). Geriatric nurses’ attitudes towards the use of nasogastric feeding
tubes in demented patients. International Journal of Geriatric Psychiatry.



Behavioral Symptoms of Dementia

Ladislav Volicer, Ann C. Hurley,
and Ellen Mahoney

in a hospice program brings program staff in contact with a dif-

ferent patient population than the most commonly served patients
in hospice programs—patients with terminal cancer. There are two main
differences. First, patients with dementia cannot decide about involve-
ment in a hospice program themselves, and this involvement has to be
initiated by their proxies (see chapter 9). The second difference is the
communication deficit and behavioral problems that dementia patients
exhibit. Hospice staff have to know that the management of behavioral
problems in dementia patients is as important as the management of
pain in cancer patients. Patients’ care plans need to reflect that such
problems have been carefully assessed and that there is an interdisci-
plinary approach to management of these symptoms.

The primary symptoms of dementia are memory problems and other
cognitive impairments that interfere with daily living activities (Corey-
Bloom et al., 1995). These include both comprehension problems and
functional deficits due to apraxia. In addition, most demented patients
exhibit one or more secondary behavioral symptoms that could be
either disruptive or nondisruptive. A nondisruptive behavioral problem
is apathy, which is exhibited by many patients.

There is no unified terminology for the description of disruptive be-
havioral problems. Different investigators use several labels for these
symptoms, including agitation, aggressiveness, and combativeness. Dis-
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ruptive behavior is very common in nursing home residents. For
instance, Cohen-Mansfield (1988) reported that two “agitated behaviors,”
which included physical and verbal aggression, occurred at least once a
week in 87% of demented nursing home residents, while Ryden, Bossen-
maier, and McLachlan (1991) found “aggressive behavior” to be present
in 86%. In large probability samples drawn from all nursing home resi-
dents (not only those with dementia), estimates of the prevalence of dis-
ruptive behaviors range from 26% to 64% (Jackson et al., 1989; Zimmer,
Watson, & Treat, 1984).

Management of the disruptive behaviors is important not only be-
cause they could endanger the safety of the patient, other residents, and
staff, but also because these behaviors are often reflections of the pa-
tient's discomfort. Furthermore, the recent trend toward understanding
the perspective of the person with dementia suggests that the behav-
ioral symptoms may be more disabling than the historically emphasized
cognitive decline. In a recent review of interventions for treating behav-
joral problems, Beck and Shue (1994) emphasized the importance of a
conceptual framework, which encompasses biologic as well as psy-
chosocial explanations, for understanding and managing disruptive
behaviors.

The management of secondary behavioral symptoms of dementia
requires a careful evaluation of the patient. It cannot be assumed that
the behavior is a symptom of dementia just because the patient is
demented. The behavior may be a consequence of discomfort caused by
a physical illness, which the patient cannot report because of a speech
impairment. Conditions such as pain, infections, cardiovascular insuffi-
ciency, constipation, dyspnea, and liver or kidney failure may lead to
behavioral symptoms that can be readily alleviated by correcting the
underlying problem. Interestingly, in qualitative interviews with nursing
statf on our Dementia Special Care Units, we found that expert nurses
consider change in behavioral symptoms (increase or decrease) to
presage overt physical illness (Mahoney et al., unpublished data). Some
symptoms are the first overt indication of an infection (Hurley, Volicer,
Mahoney, & Volicer, 1993).

However, no reversible medical problem can be found in most cases.
These patients have to be evaluated carefully to determine which
aspects of the dementing process are triggering the behavioral symp-
toms. This evaluation is very important because the secondary symp-
toms can be managed more effectively by treating the underlying process
rather than by trying to block the behavioral consequences themselves.

Several levels of the processes can be distinguished (see Figure 4.1).
At the core of the symptoms is, of course, the dementing process itself.
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FIGURE 4.1 Factors affecting behavior of individuals with dementia: Per-
sonality, primary, secondary, and peripheral consequences of dementia, and
interaction between the individual and environmental influences.

Agitation
{Restlessness

This process directly causes not only functional impairment, but may
also cause delusions/hallucinations and depression. These primary
consequences in turn lead to spatial disorientation, anxiety, depen-
dence in activities of daily living (ADL), and the inability to initiate
meaningful activities. Behavioral symptoms, such as agitation or
“aggressive behavior,” are peripheral expressions of these more basic
processes.

All processes at a more basic level influence the next levels in a com-
prehensive way. Thus delusions may result in spatial disorientation, anx-
iety, and ADL dependence, while depression may lead to anxiety, and the
inability to initiate meaningful activities. Similarly, spatial disorientation
may lead to elopement attempts, combativeness, interference with other
patients, and agitation. The inability to initiate meaningful activities may
lead to apathy, repetitive vocalization, agitation, and insomnia. Therefore,
not only are there multiple possible etiologies for specific behavioral
symptoms, but the scope of therapeutic effectiveness is broader when
interventions are directed closer to the core. The relationships of the
underlying processes to behavioral symptoms may differ from patient to
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patient, and could even differ in the same patient at different times. The
effective management of behavioral symptoms thus requires careful and
comprehensive evaluation of all possible contributing factors.

Viewed in this way, behaviors are understood as symptoms of an
underlying process, or a meaningful response to an environment that
may be perceived as threatening, uncomfortable, confusing, or beyond
control (Burgener, Jirovec, Murrell, & Barton, 1992; Gwyther, 1994; Sloane
et al., 1995). The basic tenant of ethology, that all behavior has meaning
(Eibl-Eibesfeldt, 1989), guides the practitioner to search for etiology as
a target for preventive and therapeutic care. This conceptual framework
emphasizes biologic factors, but the role of the environment must also
be considered. Behavior is the outcome of the interaction between per-
sonal and environmental systems, which include the physical environ-
ment, the social environment, caregiving strategies, and management of
intercurrent diseases.

The physical environment includes such factors as the level of light-
ing, temperature, noise, and decor. Low-level lighting increases confu-
sion and may participate in “sundowning,” heightened level of agitation
that some patients exhibit in late afternoon. The extremes of tempera-
ture and a high noise level are likely to increase agitation, whereas a
homelike atmosphere has a calming effect. The social environment
includes other residents and visitors, as well as staff members and vol-
unteers involved in patients’ activities. Providing care for patients on a
locked unit with homogeneous patient population minimizes such prob-
lems as elopement and interference with other residents.

Caregiving strategies should include a gentle approach and sensitiv-
ity to nonverbal communication (Volicer, Hurley, & Mahoney, 1995).
These behavioral interventions are facilitated by shifting the emphasis
from high-technology care striving for survival at all costs to care ori-
ented toward assuring a patient’s comfort. Aggressive medical interven-
tions, such as cardiopulmonary resuscitation, intravenous therapy, and
tube feeding, may not be appropriate in a late-stage dementia (Volicer,
1993). All of these interventions may produce a high degree of discom-
fort, which leads to agitation and other problem behaviors.

Empirical evidence of the contextual nature of behavior is beginning to
accumulate, in support of earlier theoretical insights about the role of the
physical and social environment in shaping behavior in people with
dementia (Hall & Buckwalter, 1987; Lawton & Nahemow, 1973). Behavior
has been found to vary as a function of setting, activity, complexity of
demands, and the nature of caregiver-patient interactive behaviors (Beck,
1988; Burgener et al., 1992; Burgio et al., 1994; Cohen-Mansfield & Werner,
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1995). Therefore, the first approach to the management of behavioral
symptoms of dementia should be a well-designed behavioral intervention.

DEMENTIA

The dementia is at the core of all behavioral problems. A progressive
dementia causes the loss of nerve cells and other irreversible brain
changes. This leads to the development of cognitive impairments, which
include memory deficit, poor judgment, and other impairments that will
be described below. There is a complex interaction between dementia
and the patient’s premorbid personality. Although generally there is a
significant correlation between premorbid and morbid personality traits
(Kleban, Brody, & Lawton, 1971), a personality change may be the first
symptom of dementia. The patient’s personality may change for better
or worse. Although on average patients become less extroverted and less
conscientious and more neurotic (Chatterjee, Strauss, Smyth, & White-
house, 1992), some families report that their relative, who was always a
very distant and cold person, became much more warm and loving in
the early stages of the disease. Conversely, a patient who was always a
perfect gentleman may become verbally abusive and even strike out at
his wife.

In contrast, other patients not only retain their premorbid personal-
ity, but the personality characteristics are magnified by the development
of dementia. Thus individuals with a more hostile premorbid personal-
ity are more likely to develop paranoid delusions, whereas individuals
who were neurotic are more likely to become depressed (Chatterjee
et al., 1992). Some of the most difficult patients are those whose job in-
volved controlling other people, such as police officers. They sometimes
become very resistant to any input firom caregivers and are quick to
defend themselves from a perceived physical danger by subduing a care-
giver. It was reported that women with an “aggressive” premorbid per-
sonality benefit most from an individual evaluation and intensive
treatment (Kleban, et al., 1971).

Currently, there are few pharmacological options for the treatment of
progressive dementias. Tacrine (Cognex) is approved for treatment of
dementia of the Alzheimer type and may be beneficial in diffuse Lewy
body disease (DLBD). Tacrine acts by inhibiting the breakdown of acetyl-
choline, one of the chemicals in the brain that the nerve cells use to com-
municate with each other. Acetylcholine is important for memory
processes, which are disrupted even in healthy individuals who are given
drugs that block acetylcholine effect (Beatty, Butters, & Janowsky, 1986).
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A postmortem examination of the brains of Alzheimer patients showed
that the number of nerve cells that use acetylcholine was markedly
reduced (Mountjoy, 1986). This led to an acetylcholine deficit, which may
have been responsible for the memory problems. Inhibition of acetyl-
choline breakdown by tacrine will enhance the functioning of the remain-
ing cells and may improve memory and other cognitive functions.

However, this effect is present only in earlier stages of dementia when
there are still some remaining cells. Additionally, many patients do not
tolerate effective doses of tacrine because they develop liver toxicity
{Watkins, Zimmerman, Knapp, Gracon, & Lewis, 1994). Even in patients
who tolerate the therapy, tacrine merely delays the progression of
dementia, on the average by 6 months (Knapp et al., 1994). Low-dose
aspirin therapy may be effective in delaying the progression of a multi-
infarct dementia (Grotta, 1987) by decreasing blood clotting, but aspirin
therapy is not completely effective.

Despite these limitations in the treatment of the dementing process,
there are therapeutic strategies that can be applied to treat some conse-
quences of dementia in the encircling levels. The goals of therapeutic
intervention include maintaining the dignity of patient and caregiver, pre-
venting excess disability, and maximizing function, comfort, and quality
of life (Hall, et al., 1995; Hurley, Hanrahan, Houde, & Volicer, 1992). The
creation of a therapeutic environment underlies all of the interventions
and is based on knowing the person’s preferences, abilities, and usual pat-
terns of response; modifying the environment to maximize safety and
autonomy; and planning to avoid known triggers of behavioral symptoms.
These include fatigue, multiple competing stimuli, physical stressors such
as hunger or need to eliminate, changes in routine, and excess demands.

DELUSIONS AND HALLUCINATIONS

Delusions are very common in all stages of dementia. Paranoid delusions
are sometimes the first symptom of progressive dementia observed in a
long-term care setting, because other impairments may not be detected
in a sheltered nursing home environment. In some patients, delusions can
be managed by distracting the patient and involving him or her in an activ-
ity. It is important to respond to a patient’s feelings rather than argue or
correct. Paranoid delusions, such as believing that things are lost or that
food is poisoned, usually respond well to a low dose of neuroleptics. Neu-
roleptics have been widely used to treat psychiatric symptoms of demen-
tia, although controlled clinical trials are limited. The framework proposed
here may identify relevant outcomes for future study, including behaviors
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that may improve, as well as those that may decline as a result of side
effects such as sedation, anticholinergic symptoms, or muscle rigidity.

All neuroleptics are equally effective in this patient population,
although at different dosages. However, neuroleptics differ significantly
in their side effects. Drugs such as haloperidol (Haldol) and fluphenazine
(Prolixin) have a high incidence of extrapyramidal side effects, resulting
in blunt affect, muscle rigidity, and dystonia. In contrast, thioridazine
(Mellaril) and mesoridazine (Serentil) may cause postural hypotension,
cardiac arrhythmias, and sedation. In between are thiothixene (Navane)
and perphenazine (Trilafon), which may have both types of side effects,
but to a lesser extent. The choice of neuroleptics should be guided by
the current risk factors for side effects that the patient has. A patient
with preexisting muscle rigidity should not receive haloperidol, and a
patient with significant cardiovascular comorbidity should not be treated
with thioridazine. A new neuroleptic, risperidone (Risperdal), has fewer
side effects than the older neuroleptic. However, it has a very long dura-
tion of action, which may lead to a buildup of its leve] in the body and
overmedication.

A patient may sometimes refuse medications, which makes treatment
more difficult. Auditory hallucinations, which consist of hearing voices
of other patients or staff criticizing the patient, are also common. Hallu-
cinations are more common in patients with DLBD. These patients are
more sensitive to the side effects of older neuroleptics and may respond
better to risperidone.

As the dementia progresses, a patient becomes more confused and
often develops delusions regarding his or her circumstances. The resi-
dent may believe that he or she is working in the nursing home, is at
school, or is in his or her parents’ house. The patient may also develop
delusions regarding another patient or staff, whom he or she believes is
a relative who should obey the patient. Such delusions may lead to spa-
tial disorientation and anxiety; elopement, interference with other pa-
tients, and agitation may ensue. Demented patients suffering from delu-
sions may also misinterpret staff members’ caregiving activities and
resist such efforts. The presence of hallucinations and delusions was
found to explain about one fourth of the variance in aggressive behavior
of Alzheimer patients (Aarsland, Cummings, Yenner, & Miller, 1996).

DEPRESSION

Making the diagnosis of depression in a demented individual is very dif-
ficult. Several symptoms of major depressive disorder are commonly seen
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during some of the stages of a progressive dementia, and the assessment
is complicated by speech and comprehension difficulties. Therefore, the
estimates of depression in demented patients vary from 15% to 57%
(Lazarus, Newton, Cohler, Lesser, & Schwein, 1987). Sometimes depres-
sion is the first symptom of dementia, and most patients who develop
their first episode of depression in old age eventually develop dementia
(Emery & Oxman, 1992). The diagnosis of depression in a demented
patient can be made by carefully monitoring the patient’s expression,
obtaining information about episodes of tearfulness and crying from the
staff, and evaluating eating and sleeping patterns. Angry affect, which is
common even in younger depressed patients (Apter et al., 1990), may be
the main symptom of depression. “Anger attacks,” which were inhibited
by antidepressant treatment, were described in middle-aged individuals
(Fava et al., 1993) and may also occur in some demented patients. The
symptoms of depression may differ according to gender, with males
exhibiting more apathy and vegetative signs, and females showing more
reclusiveness and emotional lability (Ott, Tate, Gordon, & Heindel, 1996).

Depression leads to anxiety and contributes to the inability to initiate
meaningful activities. Through these processes or directly, the condition
may play a role in food refusal, resistiveness, apathy, insomnia, and agi-
tation. Thus a large proportion of behavioral symptoms may be caused
or worsened by an underlying depression. Behavioral approaches to the
treatment of depression include using positive feedback and maintain-
ing interaction with the environment. Antidepressant treatment has
improved the mood of patients, even those with advanced dementia, and
increased food intake in patients who previously refused food (Volicer,
Rheaume, & Cyr, 1994).

Although older tricyclic antidepressants (such as desipramine) are
effective in this patient population, they frequently have anticholinergic
and cardiovascular side effects. The newer specific serotonin reuptake
inhibitors (SSRls) have fewer side effects (e.g., sertraline [Zoloft] and
paroxetine {Paxil]) and allow for the safe treatment of depression even
in very old patients who have other concurrent diseases. Some antide-
pressants (e.g., trazodone [Desyrel] and doxepin [Sinequan]) have seda-
tion as one of their side effects. This effect could be utilized in the
treatment of insomnia in demented patients who also are depressed. Tra-
zodone was also found to decrease irritability, anxiety, restlessness, and
affective disturbance when administered 3 times a day (Lebert, Pasquier,
& Petit, 1994).

Depression in dementia patients is persistent, especially in those with
vascular dementia (Ballard, Patel, Solis, Lowe, & Wilcock, 1996). There-
fore, the antidepressant treatment should be long term, for a year or
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longer. The effectiveness of SSRIs may decrease with prolonged admin-
istration, but they regain their effectiveness if the dose is increased and
there is no need for switching to a different antidepressant.

FUNCTIONAL IMPAIRMENT

Functional impairment of a demented patient is related to both cognitive
and physical impairments. Cognitive impairment includes the inability
to use tools (apraxia) or to recognize objects (agnosia) as well as speech
impairment (aphasia). Physical impairment, such as a paralysis due to
stroke, aggravates the consequences of dementia. Therefore, it is impor-
tant to maintain an adequate physical condition even in a patient with
dementia. This includes rehabilitation after injury, such as hip fracture,
or stroke. Rehabilitation is of course limited by the inability of the patient
to follow directions and remember instructions. Rehabilitation also may
become counterproductive if it leads to discomfort and fatigue. Some
strategies that have been found helpful in treating other populations may
still be applied. For example, people with apraxia may be able to imitate,
even when unable to initiate an activity. Once started, they may be able
to continue unaided.

An important function that is lost in late-stage dementia is the ability
to walk, followed by the loss of the ability to stand. Residents either
develop an unsteady gait or lose the ability to recognize and react safely
to objects in their path. Some residents also develop leg contractures,
which impair their mobility. To prevent contractures, patients should be
encouraged to walk as much as possible and spend limited periods of
time sitting in a chair. Kinesiotherapy promotes the ability to walk and
prevents deconditioning and the development of contractures. It is also
helpful to have railings along the walls and provide unobstructed path
for walking. Functional impairments lead to dependence in activities of
daily living and an inability to initiate meaningful activities. This can re-
sult in apathy, repetitive vocalization, and resistiveness to care.

ANXIETY

Anxiety is a symptom of depression, but it can also be induced by delu-
sions and hallucinations. Functional impairment may also lead to
increased anxiety if caregiving activities, such as using a Hoyer lift,
frighten the patient. Anxiety, in turn, can lead to agitation and restless-
ness, repetitive vocalization, insomnia, and resistive behavior. Anxiety
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is minimized by a gentle, calm approach by caregivers, by maintaining
eye contact, and by explaining to the patient what is being done. The res-
ident must not only be safe but also feel safe.

The phenomenon of anxiety/fear has been described in a manner com-
patible with the conceptual framework proposed here. For example,
Sloane et al. (1995) described “fearful fantasies and beliefs” associated
with bathing. Ryden and Feldt (1992) identified fear as an antecedent to
aggressive behaviors, and nursing staff attribute behaviors such as grab-
bing to a resident’s fear of falling. In each of these examples, interven-
tions that target the resident’s possible feelings should be evaluated.
Clinical evidence supports use of environmental cues and relaxation
techniques such as music (Snyder, Egan, & Burns, 1995a; Tabloski, Mc-
Kinnon-Howe, & Remington, 1995 ).

Trying to correct a patient’s delusions seldom succeeds in decreasing
anxiety and may precipitate a catastrophic reaction. Gentle distraction
and involvement in some activity are usually more effective in reducing
anxiety. If not effective, short-acting benzodiazepines (e.g., lorazepam
[Ativan]) may be used to calm the patient. Another antianxiety medica-
tion is buspirone (Buspar), which, however, has a delayed onset of effect.

SPATIAL DISORIENTATION

Delusions and spatial memory deficits combine to prevent a patient from
remembering the location of his or her room, the bathroom, and other
facilities. Spatial disorientation may also lead to entry into the rooms of
other patients and nursing station/office areas. Signs and visual aids (e.g.,
a picture of a toilet on the bathroom door or shadow boxes containing per-
sonal objects outside residents’ rooms) may be helpful in early-stage
dementia but lose their effectiveness as the disease progresses. Half-doors
are quite effective in preventing patients’ access to certain areas while
allowing staff to maintain visual control. However, half-doors cannot be
the only doors, because full-length doors are required for fire protection.

INABILITY TO INITIATE MEANINGFUL ACTIVITIES

Functional impairment and depression may lead to a decreased ability
to initiate meaningful activities. A patient may lose interest in reading
and watching TV, and an aphasia may make communication with other
patients difficult. Therefore, there is a need for more organized programs
that stimulate activity and that take into consideration both a patient’s
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remaining abilities and impairments. However, depression often results in
a patient being reluctant to leave his or her room. The lack of meaning-
ful activity may result in apathy, repetitive vocalization, and agitation/
restlessness. Teri and Logsdon (1991) identified a wide range of activi-
ties meaningful to people with dementia.

The prevention of behavioral symptoms in dementia patients requires
special activity programming. The activities should take advantage of a
patient’s remaining strengths and abilities and be designed to provide
positive feedback. Activities should be organized 7 days a week and
should be integrated into each patient's daily routine. Patients need to
have their days structured and filled with meaningful activities to give
their lives purpose. Activity programming should include all staff mem-
bers because one person could not engage the patients throughout the
day and evening hours (Bowlby, 1993).

DEPENDENCE IN ACTIVITIES OF DAILY LIVING

Functional impairments and apraxia make a patient unable to dress,
bathe, groom himself or herself and to use a bathroom. The onset of
incontinence may be delayed by employing signs pointing to the loca-
tion of a bathroom and by regular toileting. However, continence is
almost invariably lost once a patient loses the ability to ambulate. Even-
tually, the patient also loses the ability to feed himself or herself and has
to be fed by the staff. This dependence may lead to food refusal and
resistiveness to care.

Dependence may be decreased by making the ADL activities easier for
the patient to do. Loose-fitting clothes that are easy to put on (such as
sweat suits) facilitate dressing. Presenting food items one at a time
decreases patient confusion and helps maintain independent eating (see
chapter 3). It is preferable to maintain a patient’s ability as long as pos-
sible by cueing and helping the resident instead of doing the activity for
him or her. Caregivers are challenged to find the therapeutic path
between excess disability and excess demands, as both of these have
been associated with negative outcomes for people with dementia (Beck,
Heacock, Mercer, Walton, & Shook, 1991; Sloane et al., 1995).

RESISTIVENESS-COMBATIVENESS CONTINUUM

Because a resident is unable to perform ADLs, the ADLs are “imposed”
by the staff. Staff members decide when a patient goes to bed and gets
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up, when he or she needs to be cleaned, and when the resident needs
food or liquids. Although demented, a patient may not agree with staff
timing and/or goals. Therefore, he or she may refuse help and impede
care. If staff members insist on providing care, the patient may refuse to
cooperate or may actively resist. This resistiveness could escalate to a
combative behavior, which may be a way of defending the self against
unwanted physical contact. This combativeness, which is often called
an aggressive behavior, occurs predominantly during hands-on care
involving touching the patient (Ryden & Feldt, 1992).

This refusal is often only temporary, and the patient may cooperate if
staff members repeat their approach after a short period of time, allow-
ing the patient to forget that he or she did not actually want to cooper-
ate. Another effective strategy is distraction of the patient away from the
caregiving process. This may be accomplished by having two staff mem-
bers working as a team. One of the staff members provides distraction
by talking or joking with the patient, while the other staff member pro-
vides the care (e.g., cleaning).

Delusions and hallucinations may also contribute to resistiveness.
Neuroleptics are quite effective in preventing resistive behavior,
although this is not confirmed by clinical studies (Helms, 1985). This
apparent lack of therapeutic effectiveness is most likely due to poor
measurement tools used in these studies, which did not specifically tar-
get resistive behavior.

AGITATION-APATHY CONTINUUM

Agitation is an increase of a physical and verbal activity, which does not
have an obvious goal. It may express itself as restlessness, repetitive
vocalization, and insomnia. Apathy is the opposite extreme of an unde-
sirable patient’s state. It may be defined as an absence of any evidence
of engagement with the environment expressed by immobility, lack of
verbal engagement, inattention to the environment, lack of meaningful
eye contact, and sad or “lost” facial expression. Agitation was observed
in 60% of Alzheimer patients, whereas apathy was observed in 72%
{Mega, Cummings, Fiorello, & Gornbein, 1996). This demonstrates that
often periods of agitation alternate with periods of apathy, when the
patient does not maintain any contact with the environment. Both of
these behavioral symptoms may have a similar cause: lack of meaning-
ful activities. Agitation may also be caused by delusions or hallucina-
tions. A resident may believe that he or she has to do something or be
somewhere, and become agitated when this is not possible.
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The treatment of an underlying cause of agitation is always more effec-
tive than any attempts to decrease agitation by sedating the patient.
Attempts to reduce agitation by sedatives have the additional problem
of side effects from sedatives that persist much longer than the behav-
ior the drugs were used to treat. In some cases, an increased activity may
actually be beneficial. This is true especially for pacing, which allows the
patient to exercise, improves sleep, and prevents constipation. Repeti-
tive vocalization is the most difficult behavioral symptom to treat.
Repeated requests for help may be very disruptive for both the other
patients and the staff. Staff intervention is often not effective in stopping
the vocalization, which may be caused by a release of vocal motor activ-
ity from the higher brain function, similar to purposeless pacing.

Agitation that is not affected by other treatments sometimes responds
to the administration of such anticonvulsants/mood stabilizers as val-
proic acid (Depakote) and carbamazepine (Tegretol). Used to decrease
agitation, these drugs may be effective in blood concentrations lower
than those required to prevent seizures. Valproic acid is also effective in
decreasing myoclonic movements, which sometimes interfere with feed-
ing and other care.

ELOPEMENT AND INTERFERENCE WITH OTHER PATIENTS

These symptoms may be caused by spatial disorientation, but could also
be due to delusions and hallucinations. Alarm systems that indicate an
unauthorized exit are disturbing to other patients and require the staff
to prevent the patient from exiting. This usually leads to agitation on the
part of the patient and interferes with regular care activities. The best
way of securing an outside door is a key pad system. Alternatively, dis-
guising exits by painting them the same color as the wall or by covering
up the door handle may be sufficient (Dickinson, McLain-Kark, & Mar-
shall-Baker, 1995), but this method should be combined with alarms for
added safety. However, disguising the doors may not be possible if these
are fire exits. Another strategy is to have the doors locked either at all
times or when a patient who presents an elopement risk approaches
them. This is more easily accomplished if all patients on a unit are
demented. The homogeneous grouping of dementia patients has other
advantages, such as eliminating problems with intrusion into other
patients’ rooms, which is upsetting to cognitively intact patients.

Many behavioral symptoms are more easily managed on a Special
Care Dementia Unit. Such a unit can design programs specific for cogni-
tively impaired patients and provide special training for the staff. It is
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easier for staff members to approach patients in a similar way instead of
switching to a different approach when dealing with cognitively intact
residents. Use of restraints can be minimized if the environment is mod-
ified to make it safe for patients who wander, are likely to touch every-
thing, and may put inedible things in their mouths.

In developing a typology of nursing interventions, Eisenhauer (1994)
observed that interventions usually are not diagnosis-specific. There-
fore, a nursing diagnosis alone does not direct the choice of interven-
tion, and different interventions can be chosen for the same diagnosis.
This analysis applies to research in behavior management as well. For
example, music as an intervention has been used for the treatment of
symptoms such as anxiety, agitation, and food refusal, while “validation
therapy” has been recommended for cognitive impairment, aggressive-
ness, and depression. Meanwhile, the development of behavior-specific
treatments has been recommended as a research priority in order to
advance the scientific basis of care for persons with dementia (Teri et al.,
1992). The model of problem behaviors shown in Figure 4.1, may help to
untangle this web by providing a framework for studying relationships
among behaviors, by distinguishing between preventive and symptom-
management strategies, and by identifying relevant outcomes for the
evaluation of treatment efficacy.

Behavioral interventions designed to improve the quality of care and
quality of life of persons with dementia and their caregivers are cata-
logued in several recent articles. Hall et al. (1995) developed an in-home
standardized care plan based on the Progressively Lowered Stress
Threshold model to direct caregiver education. Although specifically
designed for community-based use, the care plan is both theoretically
and empirically driven, and the problems addressed, including loss of
stress tolerance, decreased ability to perceive multiple stimuli, commu-
nication loss, and fearfulness, are applicable in long-term care settings
as well. Rantz and McShane (1995) used focus groups of experienced
nursing home staff to describe some effective interventions for residents
with chronic confusion. Four categories of interventions, with specific
examples of each, were identified in this exploratory study: interpreting
reality, maintaining normalcy, meeting basic needs, and managing behav-
ior disturbances. Although not behavior-specific, strategies such as iden-
tifying the trigger or using redirection are applicable to many behavioral
symptoms. The researchers recommend using psychotropic drugs in low
doses if functional abilities are maintained or improved while behavior
disturbances are reduced. Practical suggestions for coping with a spec-
trum of behavioral problems in people with dementia are summarized
by Carlson, Fleming, Smith, and Evans (1995).
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Specific ADLs that are common contexts for behavioral symptoms
have been the focus for several studies. Sloane et al. (1995) reported the
results of a multidisciplinary consensus conference on techniques to
reduce disruptive behaviors during bathing. They addressed environ-
mental characteristics for bathing areas, helpful communication tech-
niques for persons with dementia, approaches for preparing and bathing
nursing home residents, and suggestions for managing specific problems
that arise. Beck and associates (Beck, 1988; Beck et al., 1993; Vogelpohl,
Beck, Heacock, & Mercer, 1996) focused on preventing excess disability
and promoting independent dressing in people with cognitive impair-
ment. Seven levels of assistance with dressing were described: stimulus
control, initial verbal prompt, repeated verbal prompt, gestures or mod-
eling, occasional physical guidance, complete physical guidance, and
complete assistance. Feeding has been studied by Phillips and Van Ort
(1993), who have identified both contextual and behavioral interventions
to promote functional feeding (Van Ort & Phillips, 1995).

Some interventions for specific behavioral symptoms have been
researched, but with nonsignificant results. Analysis of these studies is
useful, however, to identify methodological as well as theoretical issues.
For example, hand massage and therapeutic touch were compared to
presence only in a crossover design in 17 residents with a history of agi-
tation (Snyder, Egan, & Burns, 1995b). Significant differences were re-
ported in the level of relaxation from pre- to postintervention, but there
was no decrease in observed agitation, as had been hypothesized. While
acknowledging the potential bias of research data collected by the inter-
ventionist, key methodological issues in developing empirical support
for behavioral interventions are identified. In another study with non-
significant results, a sensory integration program administered to 40
institutional residents with dementia did not decrease disruptive behav-
iors or increase functional abilities as hypothesized (Robichaud, Hebert,
& Desrosiers, 1994). These researchers questioned whether modifying
the frequency of sessions, the number of subjects, and the measurement
instruments would lead to similar results and cautioned that further
study is necessary before labeling the sensory integration program inef-
fective. Attention to nonsignificant results contributes to further under-
standing (Shea, 1996) and should be encouraged as a stimulus to further
questions. For example, the finding that a 5-minute hand massage was
more effective in producing relaxation in the morning than in the after-
noon raises the question of higher levels of stress/fatigue decreasing the
effectiveness of an intervention (Snyder et al., 1995b).

More study is needed about the required characteristics of interven-
tions, such as frequency, intensity, complexity, context, sequencing, and
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implementation strategies (Brooten & Naylor, 1995; Tripp-Reimer, Wood-
worth, McCloskey, & Bulechek, 1996), and the best match of patients,
behaviors, caregivers, and interventions for maximal efficacy (Teri et al.,
1992). Recent attention to specific behaviors, patterns of behavior,
behavioral syndromes, and sequences of behavior (Burgio et al., 1994;
Kolanowski, 1995; Mahoney, Hurley, & Volicer, unpublished data), as well
as research methodologies that account for individual variability in
behavior, hold promise for continued development of the knowledge
base to guide practice.

Years ago, Irene Burnside (1979), a noted gerontological nurse, ob-
served that calm, functional resident behaviors were related to stable
staff and routines, generous use of affection, skilled nonverbal behavior,
and qualified nursing staff. While more systematic research is needed
that links specific behaviors, interventions, and outcomes in individuals
with dementia, empirical evidence supports “knowing the patient” and
educating staff members. Consistency in the caregiving relationship can
be meaningful for both the caregiver and the patient. Getting to know the
patient well and trying to understand the meaning of behavior takes
time, commitment, and creativity. Developing and evaluating interven-
tions also ideally take place over time. Frequent changes in caregiving
personnel can interfere with the human connection, which is integral to
the caregiving relationship and precludes the ability to know the patient
well enough to provide skillful and compassionate care. For the patient
with dementia, consistency in the caregiving relationship is helpful.
Requirements to change and to take in and work with new input can be
very challenging for the person with cognitive and functional impair-
ments. The patient benefits from the consistent and human connection.
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Quality of Life in
Late-Stage Dementia

Sandy C. Burgener

attention from the research community, with the majority of

research directed at the study of the progression of AD; identifica-
tion of dysfunctional behaviors; behavioral control through pharmaco-
logical, environmental, and social interventions; and management of the
disease process (Duffy, Hepburn, Christensen, & Brugge-Wiger, 1989;
Lyman, 1989). However, as Lawton (1995) and Cotrell and Schulz (1993)
explicated, this approach is limited because of the lack of attention given
to understanding of positive patient outcomes. Identification of specific
patient needs and other factors that facilitate positive patient outcomes
is a necessary precursor to identifying additional variables for assessment
and subsequent intervention development. Facilitating positive patient
outcomes, although a worthwhile outcome in itself, also has the poten-
tial of influencing other aspects of this devastating disease process, For
example, recent studies have supported the relationship between patient
and caregiver behaviors, suggesting that more positive patient behav-
iors may result in a more positive caregiving experience (Burgener,
Jirovec, Murrell, & Barton, 1992; Meddaugh, 1990). Considering the
wealth of research identifying the influence of difficult patient behaviors
on caregiver burden, interventions designed to increase positive patient
outcomes, reflecting increased patient quality of life (QOL), should
decrease caregiver burden.

Persons with Alzheimer’s disease (AD) have received a great deal of
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Lawton (1995) described the “stripping of personhood” that is common
with AD patients and the resulting demoralizing effect this has on both
institutional and family caregivers. This lack of attention to the patient’s
personhood robs the family caregiver of a previously valued relationship
as well. Lawton suggests that attention to the AD patient’s personal states,
reflected in quality-of-life dimensions, can increase maintenance of the
patient’s personhood, provide positive feedback for caregivers, and enrich
the total caregiving experience. Additionally, interventions designed to
increase positive patient outcomes should decrease the prevalence of
depressive disorders in AD patients, found to occur in as many as 87% of
AD patients (Merriam, Aronson, Gaston, Wey, & Katz, 1988; Pearson, Teri,
Reifler, & Raskind, 1989). Interventions designed to decrease depressive
disorders have the potential to decrease the costs of care and, importantly,
increase the patient’s quality of life. Exploration of patient quality of life,
then, even in later disease stages, holds promise for identifying interven-
tions to facilitate positive outcomes for both the AD patient and the care-
giver while focusing on the positive rather than the negative aspects of the
disease consequences.

As noted by Stoll (1977), the concept of quality of life has particular
relevance for persons with chronic diseases, such as irreversible demen-
tia, due to the emphasis on palliation or symptom control rather than
cure. For older adults who are often afflicted by chronic illnesses, this
concept has taken on new importance and has become a priority for re-
searchers during recent years (Butler, 1992). Although this concept may
at first appear to be straightforward, multiple definitions exist for qual-
ity of life, making a consensus regarding operationalization dilficult at
hest. Applying this concept with patients with AD, especially patients in
the later disease stages, presents even more challenges as definition and
measurement of the concept must be examined in relation to the losses
and functional constraints that are inevitable as dementia progresses.
To examine and, one hopes, to clarify this concept within the context of
care of the dementia patient during the later disease stages, quality-of-
life definitions will be given, with particular emphasis on Lawton’s (1995)
well-developed conceptualization of quality of life in the AD patient. The
empirical basis for application of this concept will then be explored,
describing interventions specific to care of the late-stage AD patient.
Finally, issues regarding measurement of quality of life will be discussed.
The intent of this chapter is to provide caregivers, both in home and
institutional settings, with an objective basis from which to design care
interventions, while focusing results of care on positive patient outcomes
reflecting improved patient quality of life.
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CHARACTERISTICS OF LATE-STAGE DEMENTIA

The challenge of identifying interventions to achieve patient quality of
life becomes evident when the multiple effects of the disease are
reviewed. Patient characteristics and abilities have been found to con-
sistently change across the disease process (Hughes, Berg, Danziger,
Cohen, & Martin, 1982). As patients progress from the middle to late dis-
ease stages, behavior is marked by functional losses, including gradual
loss of ability to dress, bathe, and eat independently. Generally, all abil-
ity to perform instrumental activities of daily living (e.g., ability to use
the telephone, shop, prepare meals, transport oneself independently, do
housework, take medication, and manage finances) are lost as patients
move from the middle to late disease stages. The later disease stages are
identified by diminished ability to perform basic self-care tasks, inconti-
nence of bowel and bladder, and loss of self-feeding ability (DeJong,
Osterlund, & Roy, 1989). In very late disease stages, verbal communica-
tion becomes increasingly impaired, with many patients becoming totally
incoherent or mute. Patients gradually lose their ability to ambulate inde-
pendently, requiring the use of supportive devices and caregiver assis-
tance. The final disease stages are characterized by the need for total
assistance with care, immobility, and decreased ability to swallow, requir-
ing use of diet modification or assistive devices for feeding. These pro-
gressive changes in patient functioning mark late-stage AD and present
challenges to caregivers to define positive approaches to care to ensure
the patient’s quality of life.

THEORETICAL BASIS FOR QUALITY OF LIFE

Multiple definitions of quality of life are found in the literature, with a
common theme being a “degree of satisfaction with perceived present
life circumstances” (Young & Longman, 1983). Based on studies with
healthy individuals, Campbell, Converse, and Rodgers (1976) described
quality of life in broad terms, including satisfaction with marriage, fam-
ily life, friendships, standard of living, housing, finances, and religion.
Satisfaction within this model is viewed as a subjective evaluation of the
attributes of each quality-of-life domain, reflecting the discrepancy
between the individual’s aspirations and reality. Ferrans and Powers
(1985) described quality of life similarly, although their view of quality
of life evolved from multiple studies of patients with chronic ilinesses,
such as renal impairment. Quality-ol-life components within this model
include a person’s subjective opinion regarding life satisfaction; physi-
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cal health; mood or affect; relationships such as friendships, marriage,
and family; life goals; environmental status such as housing, neighbor-
hood, city, and nation; self-esteem; and perceptions of stress related to
disease treatments. Simpler views of quality of life are found, however,
with Cohen (1982), suggesting quality of life can be judged by the extent
to which an individual is facilitated or hindered in his or her ability to
live according to plan. Inherent in the notion of fulfillment of a “plan” is
the concept of goal fulfillment at different points in a person’s life. Goal
obtainment can be hindered by ilinesses or medical or nursing treat-
ments, reflecting the impact of disease on quality of life.

Although definitions of quality of life are varied, most definitions
include an inherent subjective evaluation of various aspects of one’s pres-
ent situation in relation to a personalized desired outcome. This require-
ment of a subjective evaluation makes application of most quality-of-life
models inappropriate for the dementia patient, as subjective evaluation
is often not possible or valid, especially in the later disease stages. Only
one quality-of-life model has been developed specifically for persons with
irreversible dementia, the quality-of-life perspective developed and
tested by Lawton (1995). Due to the inherent problems in application of
other quality-of-life models and the specificity of Lawton’s view for this
population, this model was chosen to guide the design of interventions
affecting quality-of-life outcomes for late-stage AD patients.

Lawton’s (1995) formulation of “the good life” includes four sectors or
domains, displayed in Figure 5.1. These four domains inciude (1) psy-
chological well-being, consisting of the person’s affective states, includ-
ing anxiety, depression, agitation, and positive affective states; (2)
behavioral competence, including physical health, functional ability, and
cognition, along with the more complex domains of time use and social
behavior; (3) the objective environment, consisting of structured events
and the architectural features of the environment; and (4) perceived
quality of life.

Lawton's (1995) conceptualization of quality of life contains one
domain that requires subjective evaluation, the perceived quality-of-life
domain. As AD patients in later disease stages may not provide reliable
information regarding subjective experiences, this particular domain
would not always be applicable with this patient population. The objec-
tive environment domain, aithough often not within the direct influence
of the AD patient, may be affected by caregivers, providing some direc-
tion for environmental interventions. Two quality-of-life domains, how-
ever, psychological well-being and behavioral competence, are reflected
by individual patient factors and behaviors and may be amenable to inter-
ventions directed to positive patient outcomes. Positive and negative
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FIGURE 5.1 Quality-of-life dimensions.

From M. P. Lawton, 1983, The Gerontologist, 23, p. 355. Copyright 1983 by the Gerontologi-
cal Society of America. Reproduced with permission.

affect, representing psychological well-being, are reflected in behaviors
available for assessment by an objective observer. The person-centered
abilities (physical, functional, and cognitive) inherent in the behavioral
competence domain are readily available for assessment, along with the
patient’s time use and social behaviors. Lawton (1995) stated that qual-
ity of life is an appropriate organizing framework for AD patients, not
only because of the ability to operationalize the major concepts with
this population, but because of the relevance for both the patient and
caregiver.

APPLICATION OF QUALITY-OF-LIFE DOMAINS

Lawton’s (1995) conceptualization of quality of life serves as an appropri-
ate basis from which to examine care issues for the AD patient. Using the
three QOL components (psychological well-being, behavioral compe-
tence, and objective environment) applicable with late-stage AD patients,
direction for person-centered care designed to maintain or improve qual-
ity of life becomes more evident, Each of the three components applica-
ble to this patient population will be reviewed, providing caregivers with
a theoretically driven and empirically supported basis from which to
design effective care approaches.
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PSYCHOLOGICAL WELL-BEING

Positive and negative affective states are the two major dimensions of
psychological well-being. Interventions designed to increase positive
alfective states and decrease negative affective states will result in
higher levels of psychological well-being. Activities and experiences
available during the early stages of AD that positively impact on posi-
tive outcomes are no longer possible for patients in the later disease
stages (Delong, Osterlund, & Roy, 1989). Loss of autonomy, decreased
interest in others and the external environment, impaired communica-
tion, and increased dependency on caregivers are changes that limit the
interventions available to improve the patient’s psychological well-
being. However, other experiences still available to the late-stage AD
patient that may impact on psychological well-being include pain or
comfort experiences, need for positive stimulation (interpersonal and
environmental), individualized touch experiences, amelioration of
depressive states, and spiritual support.

Pain and Comfort States

Assessment of pain and comfort states in the late-stage AD patient has
been a long-neglected area of concern. The assessment and treatment of
discomfort and pain is very important and has become a focus for clini-
cal research in recent years (Hurley, Volicer, Hanrahan, Houde, & Volicer,
1992; Parmalee, Smith, & Katz, 1993; Sengstaken & King, 1993). Seng-
staken and King (1993) found that while chronic pain was common
among nursing home residents, in contrast to communicative residents,
noncommunicative residents were less likely to be identified by physi-
cians as experiencing pain. Because verbal communication is signifi-
cantly impaired in the late-stage AD patient, appropriate identification
of pain expression can often be overlooked. Parmalee et al. (1993) exam-
ined observations of pain expressions in institutionalized patients and
found that cognitively impaired patients report less intense pain and
fewer localized complaints than do cognitively intact patients, especially
at back and joint sites.

Expressions of pain have been observed consistently in AD patients,
including late-stage patients, and entail grimacing and other specific
facial expressions, verbal outbursts, increased restlessness and move-
ment, and increased agitation (Hurley et al., 1992; Jansson, Norberg,
Sandman, Athlin, & Asplund, 1993). These types of behaviors are often
interpreted as disturbed, previously attributed to external factors and
neurological pathology. Measures to assess expressions of discomfort



94 CLINICAL ISSUES

are now available for use by caregivers, allowing for a more meaningful
interpretation of disturbed behaviors and more appropriate treatment
of discomfort states (Hurley et al., 1992). Education for both institutional
and family caregivers is necessary to increase the understanding of the
AD patient’s expression of pain and utilization of available pain assess-
ment tools, facilitating the appropriate interpretation of behavior and
treatment of discomfort. Decreased discomfort states in the AD patient
initially have been shown to increase the patient’s positive affect, thus
improving psychological well-being.

Behavioral Disturbance

Although loss of verbal communication ability during the later disease
stages makes evaluation of the effect of interpersonal contact difficult at
best, some studies suggest that AD patients remain responsive to posi-
tive interpersonal contacts and environmental stimulation (Albert,
Cohen, & Koff, 1991; Burgener et al., 1992; Clair & Bernstein, 1990; Jans-
son et al., 1993; Smith, 1990; Wright, 1991). Albert et al. (1991) found no
differences in AD patients at mild to moderate disease stages compared
to persons without dementia in the ability to perceive emotions in the
facial expressions of others, when outcomes were adjusted for degree of
perceptual impairment. These findings are supported by a study by Bur-
gener et al. (1990) in which significant correlations were found between
the caregivers’ smiling behaviors and the patient’s calm/functional
behaviors. In fact, the caregivers’ smiling behaviors were found to be the
most consistent predictors of functional patient behaviors. Other care-
giver behaviors found to be related to calm/functional patient behaviors
included use of a relaxed, flexible caregiver approach, attending to the
patient’s comfort, and use of distraction through small talk and social
behaviors. Wright (1991), in her study of the effects of dementia on the
marital relationship, found that patients, even in the later disease stages,
responded positively to close spousal contacts characterized by inter-
personal warmth.

These collective findings suggest that interventions to enhance posi-
tive interpersonal contacts will result in improved behavioral and affec-
tive outcomes for the AD patient. Personal contacts with the patient and
caregiving experiences may be facilitated when institutional and family
caregivers are aware of their own facial expressions and general approach
to the patient. Using positive interpersonal behaviors such as a smiling
expression, a relaxed and flexible approach, a gentle tone of voice, and
an interpersonal, rather than task, orientation to the contact, should
result in more positive patient behaviors and affect. This may require that



Quality of Life 95

caregivers becoine more aware of their own facial expressions and tone
of voice, with deliberate use of smiling behaviors and a soft, gentle tone
of voice, especially during stressful caregiving tasks, such as bathing and
dressing. A relaxed, flexible approach may require the caregiver to resist
rushing the patient through care tasks. A relaxed approach is facilitated
by allowing adequate time to complete caregiving tasks and being willing
to postpone or reschedule appointment times or other tasks if the care-
giving episode requires more time than planned. Rushing the patient and
remaining inflexible often results in a more resistive patient response, elic-
iting frustration for both patient and caregiver. Being more personal, even
while completing a task, requires that the caregiver attend to the person
rather than the task. A personal approach may include talking with the
patient about his or her past, commenting on positive patient responses,
or focusing on things in the environment known to be valued by the
patient, such as family pictures. These combined caregiver behaviors may
facilitate completion of a caregiving task by facilitating positive patient
behaviors.

Individualized Touch Experiences

Although use of touch has been supported in the research literature as a
positive interpersonal behavior with older aduits (Hollinger, 1986; Lang-
land & Panicucci, 1982), more recent studies have begun to raise questions
about the positive effects of touch with late-stage dementia patients. Bur-
gener (1989), in her study of institutionalized AD patients, found higher
levels of functional patient behaviors when no touch was used in a care-
giver/patient contact. In a later study, Burgener et al. (1992) observed vary-
ing patient responses to touch, with some patients responding positively
to the use of interpersonal touch, whereas other patients avoided touch
when possible. One patient became so upset when touched that his fam-
ily consented to his participation in the study only if the researchers
agreed he would not be touched during the study procedures. This patient
spent much of his time with his arms crossed over his chest to protect
himself from touch. Cohen-Mansfield and colleagues (Cohen-Mansfield,
Werner, & Marx, 1990; Marx, Werner, & Cohen-Mansfield, 1989) found
higher levels of screaming behaviors when touch was included as part of
a caregiver/patient contact. Ryden, Bossemaier, and McAlchlan (1991)
reported similar findings, with higher levels of agitated behaviors occur-
ring with the presence of caregiver touch in institutional settings. In a con-
trasting case study report of four institutionalized AD patients in advanced
disease stages, Jansson et al. (1993) reported more relaxed facial expres-
sions and smiling behaviors in one patient when the caregiver caressed
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the patient’s cheek with her hand. Because many of the AD patients in
institutional settings are in the later disease stages, these findings suggest
the effects of touch with institutionalized patients are varied and need to
be evaluated individually with each patient and that touch cannot be
assumed to consistently result in a positive patient experience.

It is important to note, however, that most studies of touch with AD
patients have occurred in institutional settings with paid caregivers
rather than family members. Wright (1991), in her study of the patient/
caregiver marital relationship in the home setting, found that AD pa-
tients, even in advanced disease stages, responded positively to touch
by the spousal caregiver. It may be that a variety of factors that medi-
ate the patient’s responses to touch have not been systematically stud-
ied, such as the quality and type of relationship between the AD patient
and caregiver, the type of touch used (comfort or interpersonal touch
rather than procedural touch), the patient’s level of agitation prior to
the touch experience, and the patient's prior experiences with and atti-
tudes toward touch. Although a great deal remains to be learned con-
cerning the effects of touch and the AD patient, findings to date assist
in alerting caregivers to the possible variety of patient responses. Insti-
tutional caregivers especially need to observe patients individually for
positive or negative touch responses. As many of the studies have in-
cluded patients at advanced disease stages, the importance of evaluat-
ing individual responses in patients with late-stage AD is well supported.
Interpersonal touch may be a caregiver behavior that facilitates psy-
chological well-being in some advanced AD patients, but not in others.
A systematic evaluation of the effects of touch should be completed
prior to inclusion of this interpersonal behavior into a caregiving rou-
tine. An individualized approach to the inclusion of touch can then be
implemented, increasing the likelihood that patient/caregiver contacts
will produce positive outcomes.

Spiritual Support

Although neglected in the research literature, spiritual support for the
patient with advanced AD may provide a source of peace and comfort
facilitative of positive patient states. In two related research reports,
Burgener and colleagues (Burgener & Chiverton, 1994; Burgener, Shimer,
& Murrell, 1993) reported findings concerning the responsiveness of
patients to contacts concerned with understanding and meeting the
patient’s spiritual needs. In semi-structured interviews conducted in in-
stitutional settings with AD patients at mid- and late-disease stages, Bur-
gener et al. (1993) reported the unexpected responsiveness of patients
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to questions concerning their spiritual needs. Patients often described
how they continued to pray and read the Bible (although it is under-
stood that comprehension is quite limited). The meaningfulness of
prayer was especially evident, as some patients consistently described
the content of their prayers, noting both in verbal and nonverbal expres-
sion the comfort they received from prayer. Jansson et al. (1993) found
that sacred music produced an especially profound response in a
patient with advanced AD. Results from a questionnaire assessing the
need for spiritual support for family caregivers indicated that caregivers
are often equally or even more concerned for spiritual support for
patients (Burgener, 1994). One caregiver vividly described the neglect
of the religious community for her mother, having written her off as a
“victim” or “nonperson” once the dementia diagnosis was received. One
caregiver reported that the only time his wife was verbally responsive
was during church services, when she would recite familiar scriptures
and sing hymns.

Although the real effects of spiritual support for the AD patient are dit-
ficult to assess, especially during the later disease stages, some evidence
exists for the continued benefits of spiritual care. As religious experi-
ences are a significant factor in contributing to psychological well-being
for older nondemented persons, considering the enduring nature of the
spiritual aspects of the person, it is quite possible that spiritual care of
AD patients would positively impact on their psychological well-being as
well. Interventions designed to facilitate spiritual care may be easy to
implement, including planned prayer time, reading of familiar or com-
forting Bible passages, and visits from familiar clergy or religious asso-
ciates. Especially if the AD patient had been active in religious activities
prior to the disease, opportunities for these activities may provide ful-
fillment, considering the multiple losses inherent throughout the disease.

Treatment of Depressive States

Treatment of depressive disorders may be important to improve the psy-
chological well-being of the late-stage AD patient. Although several stud-
ies have reported depression rates to be much higher (33% to 87%) in
mildly impaired AD patients compared to severely impaired patients
(12%), depression continues to be observed in this group (Merriam et al.,
1988; Reifler, Larson, & Hanley, 1982). Reifler and Larson (1989) made the
distinction between depression as a cause of dementia and depression
as a complication of dementia, emphasizing that depression in AD is not
solely an emotional disorder on which dementia is superimposed. They
proposed that AD patients become increasingly depressed as they are
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faced with numerous losses, failure in self-care and functional ability, and
loss of energy and interest in life. Furthermore, they found that psycho-
logical interventions were an important addition to pharmacological treat-
ment, evidenced by the effectiveness of the placebo treatment in
antidepressant clinical trials. Late-stage AD patients may benefit from con-
tinued assessment for depression, with psychological intervention
remaining a treatment option. In support of the observations by Reifler
and Larson concerning the effectiveness of psychological interventions,
Burgener et al. (1993) found that even advanced AD patients seemed
relieved to have someone talk with them about their emotional responses
and impact of the disease on their life, especially if the focus of the inter-
vention included positive aspects of coping with losses, rather than cen-
tering on the devastating effects of the disease. Attention to and treatment
of depressive disorders in advanced AD patients has the potential to
improve patient quality of life. A summary of specific dimensions of psy-
chological well-being, including an overview of suggested interventions, is
found in Table 5.1.

OBJECTIVE ENVIRONMENT

Various aspects of the patient’s objective environment are included in Law-
ton’s (1995) model as being relevant to quality of life. The environmental
structure, including architectural features, are environmental aspects
applicable to AD patients early in the disease process. As AD progresses
and mobility diminishes, architectural features may be less important to
the patient, whereas structure and other environmental aspects become
more relevant. With disease progression, however, AD patients become
less able to exert direct control over their environment, with caregivers
becoming largely responsible for environmental quality. Personal aspects
of the environment, such as friends, family pets, and familiar housing and
neighborhoods, may remain important and comforting to AD patients in
advanced disease stages, although subjective patient responses to these
environmental aspects are often difficult to assess. The environmental fac-
tors that will be examined relevant to care of advanced AD patients that
can be directly influenced by caregivers include use of music, structured
care routines, facilitation of nonverbal communication, and interventions
to facilitate a low-stimulus environment.

Use of Music

One environmental stimulation reported to increase positive affective and
behavioral responses in late-stage AD patients is the use of music (Clair
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TABLE 5.1 Summary of Quality-of-Life Domain: Psychological Well-Being

Patient experience Intervention

Pain and comfort states * Observe nonverbal pain expressions
¢ Educate caregivers regarding patient’s
expressions of pain
* [ntegrate pain assessment into caregiving
routine

Positive stimulation ¢ Use positive facial expressions (smiling) and
a calm tone of voice

Attend to patient when interacting

Remain flexible when giving care

Use distraction if patient becomes agitated
Maintain previous interpersonal behavior
patterns as long as possible

* o °

Individual touch experiences ¢ Observe verbal and nonverbal responses to
touch
¢ Use procedural touch cautiously
* Individualize use of touch based on patient
response

Spiritual support ¢ Assess previous religious behaviors
¢ Introduce planned spiritual support experi-
ences, if appropriate, such as use of reli-
gious music, prayer, Bible readings, contact
with clergy

Depressive states * Assess for depression or sadness
Attempt to discuss the patient’s feelings
with him or her

¢ Seek treatment if depression persists

& Bernstein, 1990; Jansson et al., 1993; Smith, 1990). In reporting re-
sponses to music experiences with two severely regressed AD patients,
Norberg, Melin, and Asplund (1986) found that the patients responded
more positively to music than to touch and object presentations. In a later
study, Jansson et al. (1993) found facial expression to change in advanced
AD patients when soft music was included in the environment, changing
from disgust or anxiety to a calmer expression. Moaning behaviors were
also reported to stop when music was introduced into the environment.
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Smith (1990) reported the positive effects of music therapy to include
stimulation, increased movement and word recall, and patient comfort.
She concluded that music provides the AD patient with familiar and com-
forting stimulation while tapping the speech centers responsible for auto-
matic language, possibly increasing verbal responses. Smith further
suggested that music therapy provides caregivers, who often feel help-
less during later disease stages, with a readily available intervention that
may provide comfort to both patient and caregiver.

Incorporating soft music, especially music that was appreciated by
the patient prior to the onset of dementia, may provide patients with ad-
vanced AD the opportunity for positive and familiar stimulation. The
comforting effects of music have been observed by family caregivers in
the home setting, easing the tension in often difficult situations, such as
during eating and dressing tasks. Although music may not facilitate pos-
itive affective states in all patients, the use of calming music is an easy-to-
implement intervention that may provide positive benefits for both
patients and caregivers.

Standardized Care Routines

The maintenance of structured care routines facilitates continued patient
involvement in care and decreased patient frustration (Burgener et al,,
1992; Hall, Kirschling, & Todd, 1986). As memory and functional ability
decline, purposeful activity becomes increasingly difficult for AD
patients. Patients in advanced disease stages become more impaired in
their ability to initiate meaningful behaviors, relying more on routinized
behavioral responses and environmental cues. In both the home and
institutional settings, caregivers have reported the benefits of keeping
the patient’s routine as consistent as possible. Following a familiar pat-
tern of care prevents the patient from having to respond to change, pro-
moting familiarity and more automatic responses. Because facilitation of
patient self-care has been associated with calmer, more functional patient
behaviors (Burgener et al., 1992; Teri, Borson, Kiyak, & Yamagishi, 1989),
the facilitation of automatic responses and self-care in late-stage AD
patients may result in positive patient outcomes.

Facilitation of Nonverbal Communication

The patient’s ability to communicate verbally becomes dramatically im-
paired in the later stages of AD. Patients have been observed becoming
increasingly agitated and frustrated as their verbal ability to respond to
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questions and commands becomes nonexistent. Nonverbal communica-
tion is often the only mechanism that can be used to obtain information
regarding the patient’s internal states. To decrease the patient’s frustra-
tion in interacting with others and to improve the interpretation of patient
needs, caregivers and patients may both benelfit from the incorporation
of nonverbal communication mechanisms into care. Jansson et al. (1993)
described the caregivers’ ability to meaningfully interpret the facial
expressions of severely demented patients. They concluded that patients
in advanced disease stages are capable of continuing personal experi-
ences and of communicating these experiences to caregivers. Caregivers
who are attentive to a patient's facial expressions may use the interpre-
tation of these expressions to provide care that more appropriately meets
the patient’s needs. Easy-to-use devices, such as communication boards,
have been found to facilitate care in both home and institutional settings
(Burgener, Bakas, Murray, Dunahee, & Barton, in press). Patients in
advanced Al) stages are often able to point to an appropriate picture to
convey information to the caregiver. Communication boards require lit-
tle physical movement by the patient and can be keep at the patient’s
bedside to facilitate use.

Caregivers can also incorporate the use of hand movements and ges-
tures into their care routines to facilitate patient understanding and re-
sponse to requests. Although the patient may not be able to understand
a verbal request, accompanying the request with the movement that
demonstrates an appropriate response will increase the patient’s under-
standing. These simple interventions and attention to a patient’s non-
verbal expressions may decrease the frustration often present during
patient/caregiver interactions when verbal communication is primarily
utilized to convey meanings. Improved communication and accurate
interpretation of the patient’s nonverbal expressions will facilitate appro-
priate responses, meeting patient needs.

Low-Stimulus Environment

One additional environmental mechanism to facilitate patient quality of
life is maintenance of a low-stimulus environment (Hall & Buckwalter,
1987; Hall et al., 1986). As patient abilities diminish, environmental stim-
ulation or “noise” becomes increasingly difficult to interpret, often pre-
cipitating catastrophic reactions, anxiety, or withdrawal. A low-stimulus
environment is characterized by reduction in extraneous noise (e.g., tele-
phones, loud talking, or dishes clanging), reduction of crowding or unfa-
miliar persons (usually no more than 3 to 4 persons in a room), and
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minimal use of misleading or distracting stimuli (e.g., mirrors or easily
misinterpreted artwork) (Hall et al., 1986). Although a totally quiet envi-
ronment may not present enough stimulation for patients at advanced
disease stages, positive, calming environmental stimuli should be the goal
of care. A balance between adequate stimulation to promote patient alert-
ness while satisfying the need for sensory input and an overly stimulating
environment that increases confusion and anxiety needs to be maintained.
Modification of the environment through attention to and elimination or
modification of high-stimulus activities can result in calmer, more pur-
poseful patient involvement. Interventions facilitating patient quality of
life through the objective environment are summarized in Table 5.2,

BEHAVIORAL COMPTENCE

The third component or domain of quality of life relevant to the late-
stage AD patient is behavioral competence. Lawton (1995) conceptual-
ized behavioral competence as including health, functional health,
cognition, time use, and social behavior. Aspects of each behavioral com-
petence component are organized from complex to simple, with less

TABLE 5.2 Summary of Quality-of-Life Domains: Objective Environment

Environmental modification Intervention

Use of music * Assess for individual responses to music
¢ Use soft music intermittently, especially
during difficult situations

Structural care routine * Follow familiar pattern of care
* Build care pattern around “routinized”
behaviors
Facilitation of nonverbal * Accompany verbal requests with nonverbal
communication cues
¢ Use communication board or other visual
aids

* Observe for patient's nonverbal cues

Low-stimulus environment ¢ Reduce extraneous noise

¢ Reduce crowding and unfamiliar persons or
objects in a room
Avoid misleading or distracting stimuli
(such as mirrors)
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complex aspects of behavioral competence being more accessible to the
AD patient (see Figure 5.2).

Health

Health concerns are certainly relevant to the patient’s quality of life; how-
ever, health aspects of care as defined within Lawton’s (1995) model
{physical aspects of the person) are generally managed by a supervising
physician rather than a caregiver. Additionally, aggressive management
of physical problems and disease during the very late stages of AD con-
tinue to be challenged, with the focus of care often being on comfort, rep-
resenting a palliative care approach. This type of approach has been
shown to significantly decrease the costs of patient care, while being
associated with less patient discomfort (Volicer et al., 1994). As a pallia-
tive care approach becomes accepted as the standard of care for late-
stage AD patients, the emphasis on aggressive treatment for physical
disorders may diminish (Rhymes, 1994). This shifting emphasis makes
recommendations regarding appropriate care approaches for treatment
of physical health disorders more tenuous. However, although limited
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Problem
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Thinking Love
Parenthood,
. Operant . Altruistic
Paid Conditioning Creative Behavior
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Body Memory Recreation ey
Instrumental
Sys . Casuval
System ADIL. Perception Curiosity Contact
Orgun Physical Sensory Stimulus Sensory
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Simple
Health Functional Health Cognition Time Use Social Behavior

FIGURE 5.2 Hierarchy of behavioral competence.

From M. P. Lawton, 1983, The Gerontologist, 23, p. 355. Copyright 1983 by the Gerontologi-
cal Society of America. Reproduced with permission.
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by the patient’s deteriorating function during later disease stages, inter-
ventions may be designed to facilitate quality of life outcomes with an
emphasis on patient comfort.

Functional Health

During late-stage AD, aspects of functional health that remain available
to the patient include only components of functional activities of daily
living. Instrumental activities of daily living are no longer possible for the
AD patient, with impairment being evident in many functional ADL
behaviors as well. Because consistent relationships between the main-
tenance of self-care ability and functional patient hehaviors are now
being reported in the research literature, evidence is growing for the pos-
itive benefits of facilitating patient function in ADLs and self-care within
the functional limitations of the late-stage AD patient (Burgener et al,,
1992; Teri et al., 1989). Simplifying and breaking down tasks is one ap-
proach to facilitating the patient’s functional self-care, Patients in ad-
vanced AD stages will not be able to complete a bathing or dressing task.
However, they may be able to complete one small part of the task. In an
observational study of patient responses during care procedures, Bur-
gener et al. (1992) consistently noted calmer, more functional patient
responses when patients were allowed to participate in care, even in a
small way. One patient was observed becoming increasingly agitated dur-
ing a bathing procedure. When the caregiver gave the patient a wash-
cloth and allowed her to wash her face, the patient became immediately
calmer and involved with the washing task. Patients with marked func-
tional losses are often able to do very simple tasks, providing them with
the opportunity to maintain some degree of functional ability, while pre-
serving some sense of autonomy and personhood. Simplifying tasks and
encouraging some degree of self-care has the added benefit of increas-
ing patients’ involvement in external events, preventing them from totally
becoming a passive observer.

Simple interventions can be instituted to promote urinary and bowel
continence during later disease stages. Providing a patient with cues for
toileting, such as motion detector lights in bathrooms that light up auto-
matically when the patient passes, will remind the patient where the
bathroom is located and that toileting may be needed. Observation of
other patient cues that toileting needs to occur, such as increased rest-
lessness and agitation, will help prevent an incontinent episode. Al-
though simplification of tasks and interventions to facilitate toileting
behaviors may require creativity and some environmental adaptation,
the outcomes of maintenance of optimal patient functioning, increased
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involvement in external events, and a sense of autonomy will justify the
resources expended to facilitate patient functioning.

Cognition

Within the cognitive dimension, interventions utilized at earlier disease
stages to promote or facilitate cognitive functioning are often not as effec-
tive or appropriate in later disease stages. Group interactions, structured
recreational activities, and reminiscence therapy are often not possible
or meaningful as the patient’s disease progresses. As communication abil-
ity and mental alertness diminish, interventions described earlier to pro-
mote nonverbal communication may be useful resources to provide
cognitive and sensory stimulation. Aspects of long-term memory may also
be accessed through identification of the patient’s past predominant skills
and knowledge. AD patients, even in advanced stages of the disease, have
been observed to retain predominant skills from previous, productive
stages of their lives. During interviews with advanced AD patients, Bur-
gener et al. (1992) learned that one patient had taught and spoken five
languages during most of her adult years. After praising the patient on
her past accomplishments, the patient then answered each of the
researcher’s questions in all five languages, making evident her retention
of her language skills. Assessment of previous abilities and a focus on the
retention of skills not only promotes cognitive functioning, but focuses
care on the patient’s abilities, rather than disabilities. Individualizing activ-
ities and interactions, based on the patient’s previous predominant knowl-
edge and skills, allows for a more meaningful use of time, while promoting
cognitive function. Sensory stimulation, through use of environmental
aids such as music, interpersonal or calming touch, and audiotapes of
familiar persons, may also increase sensory reception, positively influ-
encing cognitive stimulation and quality of life, as posited in Lawton’s
(1995) model.

Time Use and Social Behavior

The time-use and social-behavior dimensions of behavioral competence
can be considered together, as the quality and quantity of social be-
havior directly influence the patient’s use of time. Also, as the disease
progresses, the patient loses the ability to control much of his or her
time use, with caregivers and significant others contributing more to how
the patient’s time is structured. Maintaining past meaningful relation-
ships especially becomes difficult as AD progresses. Family members
and friends are often heard to say, “He/she doesn’t even know who [ am
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anymore, so there is no need to visit.” Although patients often cannot
correctly call a person by name or express their thoughts and feelings,
evidence does exist for continued meaningful subjective experiences
(Buckwalter et al., 1995; Burgener, et al., 1993; Jansson et al., 1993).

Loneliness is often evident in both facial expression and remaining ver-
bal expression, with some patients becoming more animated and in-
volved when talking about positive and familiar past experiences (Bur-
gener et al., 1993). The inability to correctly call a family member or past
acquaintance by name does not necessarily indicate the person is not
familiar to the patient in other ways. Patients have often been observed
to be calmer and more content following a visit by a familiar person, pro-
viding some indication of the meaningfulness of the visit and the posi-
tive use of the patient’s time.

Even in late disease stages, patients express a need for “connecting
with others,” often observed as “calling out” or reaching for others. The
continued support and expressions of caring from family and friends
have the potential to positively affect a patient’s social behavior, decreas-
ing the patient’s need to call out to others. Planned visits from family
members and past acquaintances can help fill empty or lonely parts of
the patient’s day, providing the opportunity for meaningful sensory expe-
riences. Caregivers can assist others in understanding that the lack of
meaningful verbal response does not necessarily indicate the patient is
not aware of or benefiting from the contact. As Wright (1991) noted in
her study of the AD patient’s marital relationship, continuing support
and contact with family and loved ones can provide the quality of inter-
action necessary to facilitate the patient’s quality of life. Table 5.3 sum-
marizes interventions to assist meeting the patient’s behavioral com-
petence needs.

MEASUREMENT ISSUES IN ASSESSING
QUALITY-OF-LIFE OUTCOMES

Although previously considered to be the proverbial “slippery noodle”
in research with AD patients, progress has been made in recent years
in the definition and measurement of quality-of-life outcomes with AD
patients. Measurement issues are complicated somewhat with late-stage
AD patients, however, due to the inability to consistently obtain mean-
ingful verbal patient responses, posing a unique problem in defining out-
come measures in accordance with the patient’s perspective. As
elucidated by Burgener and Chiverton (1994), positive outcomes have
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TABLE 5.3 Summary of Quality-of-Life Domains: Behavioral Competence

Patient competence Intervention
1. Health * Provide palliative care interventions
2. Functional Health ¢ Simplify tasks to facilitate patient participa-

tion and self-care
¢ Provide cues for toileting
¢ Observe patient for signs of need to toilet

3. Cognition * Assess for past predominant skills
¢ Focus activities around retained skills
¢ Provide familiar sensory stimulation

4. Time Use and ¢ Assist family/friends in understanding the
Social Behavior patient’s need for contact
¢ Encourage visiting by close family mem-
bers/friends

previously been defined from the caregiver’s perspective of what is pos-
itive, reflecting a benefit more for the caregiver than the patient. For
example, caregivers often define decreased wandering as being a posi-
tive patient outcome, when in fact no evidence exists for decreased wan-
dering as being positive for the patient. Wandering may be troublesome
or intolerable for the caregiver, but may actually be soothing to the
patient as a means for stimulation and completing repetitive behaviors.
The challenge for measuring quality of life outcomes for advanced AD
patients then becomes the development and utilization of objective
measures representing dimensions truly reflective of positive patient
outcomes.

Lawton’s (1995) quality-of-life model becomes especially helpful in
defining appropriate outcome measures by defining components of QOL
specifically relevant to the AD patient. In his article, Lawton described
both new and well-established measures appropriate for operationaliz-
ing QOL components throughout the patient’s disease process. The
instruments described here, then, are limited to those instruments that
are both most applicable to a patient in the later stages of AD and mea-
sure aspects of the patient’s condition considered to be difficult to
assess objectively, such as affect, discomfort, and general well-being.
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PROGRESSIVE DETERIORATION SCALE

Delong et al. (1989) described the development of the quality-of-life mea-
sure, the Progressive Deterioration Scale. This bipolar scale contains 27
items and is based on the same categories as the Global Deterioration
Scale (Reisberg, Ferris, deLeon, & Crook, 1982), consisting of cognitive,
ADL, incremental activities of daily living (1ADL), and social behavior items.
The scale was originally developed following open-ended interviews with
AD patients’ caregivers concerning their perceptions of how each patient’s
quality of life was affected by the disease process. The initial instrument
was then further tested for validity and reliability with patients at varying
stages of the disease process, including late-stage patients. Validity for the
scale was supported by correlations with the Progressive Deteriaration
Scale and through its ability to distinguish between non-AD elders and AD
patients with 95% accuracy. The scale was found to be useful in measur-
ing QOL in late-stage AD patients, providing an objective indicator of over-
all QOL. The bipolar scale was relatively easy to administer, taking only
approximately 10 to 15 minutes to complete. Although the scale does mea-
sure a relatively new domain, positive social behavior, the scale neglects
to measure additional aspects of quality of life, such as aflect, indicating
one limitation of the measure as a comprehensive QOL indicator.

DISCOMFORT SCALE

A second measure that provides an indicator of the advanced AD patient’s
psychological well-being is the Discomfort Scale (Hurley et al., 1992). The
scale contains nine behavioral descriptors rated on a 4-point, Likert-type
scale from “no behavior exhibited” to “extensive behavior exhibited.” Nine
nurse experts reviewed the Discomfort Scale items for relevance, result-
ing in support for the scale’s content validity and internal consistency. Fac-
tor analysis procedures revealed four categories of behavior embedded
within the instrument: physical signs, vocalizations, facial expressions,
and body language. The instrument’s reliability with institutionalized,
advanced dementia patients has received initial support. Ratings are made
by an observer over a 5-minute period. One limitation of the Discomfort
Scale is its emphasis on negative emotional states, thus not reflecting the
range of emotional states possible in advanced AD patients.

CORNELL SCALE FOR DEPRESSION IN DEMENTIA

Another measure to operationalize psychological well-being in late-stage
AD patients is the Cornell Scale for Depression in Dementia (CSDD) (Alex-
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opoulos, Abrams, Young, & Shamoian, 1988). The CSDD is a 19-item
instrument administered by a trained researcher or clinician. Items are
rated on a four-choice response format: a = “unable to evaluate,” 1 =
“absent,” 2 = “mild or intermittent,” and 2 = “severe.” The 19 items reflect
five aspects of the patient’s affective state: mood-related signs, behav-
ioral disturbances, physical signs, cyclic functions, and ideational dis-
turbances. Each item is rated by the caregiver and the clinician through
an interview with the patient. If significant discrepancies appear in the
ratings, the clinician interviews the caregiver to clarify the reason for the
disagreement. Total administration time is approximately 30 minutes.
The CSDD’s reliability has been well supported with patients at various
stages in the disease process. Internal consistency was also found to be
adequate. Its validity was supported through its ability to distinguish
demented patients with no depression, minor depression, probably
major depression, and definite major depression in both hospitalized
patients and nursing home residents. The scale provides an appropriate
indicator of depressive states in advanced AD patients, making available
meaningful interpretations of a patient’s negative affect.

PSYCHOLOGICAL WELL-BEING IN
COGNITIVELY IMPAIRED PERSONS

One newly developed, more global measure of well-being is the Psycho-
logical Well-Being in Cognitively Impaired Persons (PWB-CIP) measure.
The PWB-CIP is a 16-item, observer-rated instrument developed specifi-
cally for use with AD patients at various stages of the disease process. It
is based on the extensive work of Andrews and Withey (1976) on the
measurement of well-being and the work of Lawton (1983, 1995) defining
psychological well-being as consisting of positive and negative affect.
The PWB-CIP represents positive and negative affective states and con-
gruence between desired and attained goals, represented by congruence
with the environment, which was described by Lawton (1983) as being
central to psychological well-being. Additional items include the patient’s
ability to maintain interest in the environment. Half of the items repre-
sent a positive state of psychological well-being and the other half reflect
a negative state of psychological well-being, with one additional item pro-
viding a global assessment of the patient’s overall psychological well-
being. The observer rates each item on a scale from 1 (never) to 4
(frequently), indicating how often the response or behavior was ob-
served during the last 24 hours. A total PWB-CIP score is obtained by
adding item ratings, with negative items being reverse-scored. Initial test-
ing of the PWB-CIP’s content validity is being carried out with national
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nursing experts in care of AD patients, with initial content validity scores
being acceptable. The scale has been used by the nursing staff on one
AD specialty unit and found to be an easy-to-administer indicator of a
patient's general psychological well-being. Continued testing of the PWB-
CIP is currently being carried out.

IMPLICATIONS FOR CARE OF ADVANCED AD PATIENTS

Caregivers in both home and institutional settings are often reported to
feel helpless when designing effective care for AD patients in advanced
disease stages. As a patient’s cognitive, physical, and functional abili-
ties deteriorate, caregivers often are at a loss to define positive ways to
help maintain quality of life. Lawton’s (1995) conceptualization of qual-
ity of life in AD patients appropriately defines QOL components within
the reality of progressive dementia. Defining aspects of the person and
environment relevant to quality of life with this population facilitates
the development of interventions designed specifically to improve the
overall condition of advanced AD patients. Although inherent in this dis-
cussion is the knowledge that all interventions will not be equally effec-
tive with all patients, providing both institutional and family caregivers
with a variety of potential interventions increases the likelihood that
effective approaches to care can be designed for individual patients.
Although the universal nature of disease progression has been well doc-
umented, the unique abilities and characteristics of each AD patient
make manifestation of the effects of AD unique for each person. While
this uniqueness in patient responses makes global care recommenda-
tions difficult, becoming knowledgeable about and utilizing a variety of
interventions will increase the likelihood that an effective care approach
can be developed. Finding effective ways to increase the patient’s qual-
ity of life, especially during the very limiting end stages of the disease,
has the potential to significantly decrease the caregiver's frustration
and feelings of helplessness.

Although continued study is necessary to explore some specific mech-
anisms to increase patient quality of life, such as assessment and treat-
ment of discomfort and the effects of spiritual support on the patient,
initial empirical support has been obtained for many of the suggested
interventions. The development, testing, and application of interventions
within this framework hold the potential of impacting positively on
patient quality of life during the late stages of AD, an important outcome
to both patients and caregivers.
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CHAPTER $1X

The Moral Basis for Limiting
Treatment: Hospice Care and
Advanced Progressive Dementia

Stephen G. Post and Peter J. Whitehouse

began in the late 1960s from a moral imperative to meet the needs

of those terminally ill and close to death. Hospice care is morally
shaped by the principle of beneficence in serving the needs of the dying,
by “do no harm” in precluding burdensome treatments, and by auton-
omy in respecting the choices of patients. There are few better examples
of implemented beneficence than the well-known St. Christopher's Hos-
pital in London, established in 1966 by Cicely Saunders, M.D. (Stoddard,
1990). The British success, coupled with the research of Elisabeth Kiibler-
Ross on the experience of dying people (Kiibler-Ross, 1969), gave rise to
the American hospice movement in the mid 1970s. There are now several
thousand hospices and many more hospice services in the United States
addressing the needs of predominantly cancer patients and, in much
lower numbers, AIDS and cardiac patients. With exceptions, Alzheimer
patients have been denied access to hospice care in the past, although
this is changing.

Denial of access, however, can be misunderstood. Hospice care is not
best defined as a locus, since such care can be provided in hospitals, res-
idences, and nursing homes as well as in hospice centers. In selecting
hospice care, a person decides on a philosophy of care emphasizing
comfort and quality of life in contrast to life prolongation except as a side
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effect of palliative treatments. This philosophy can be chosen and imple-
mented in a wide variety of settings, usually with the help of a hospice
team. The hospice model provides a liberation from aggressive medical
technologies that too often hold people captive or undermine dignity.
The hospice philosophy rests on the commitment to removing suffering
rather than removing the sufferer, and is therefore to be contrasted with
assisted suicide and euthanasia.

People with end-stage Alzheimer’s disease (AD) or other progressive
dementias have not readily fit the hospice mold for several reasons. First,
such a person will ordinarily lack the decision-making competence to
select hospice care except precedently by advance directive and will
have less cognitive capacity in such a setting than will most cancer
patients. Second, many hospices only admit patients who are likely to
die within 6 months. Medicare still requires this as a condition for pay-
ment, although this policy may be revised. A new model predicts the like-
lihood of dying within 6 months following the onset of a fever in people
with advanced Alzheimer's disease. Used in combination with clinical
judgment, this can indicate patients for Medicare hospice coverage under
current restriction (Volicer et al., 1993). Finally, hospice care is renowned
for effective pain management through a combination of therapies.
Patients with end-stage AD often are thought to be free from pain, in con-
trast to cancer patients. But there is more pain and discomfort in these
patients than might otherwise be supposed, and there are ways in which
they can be made more comfortable by properly trained hospice per-
sonnel familiar with AD.

A hospice approach is increasingly considered highly appropriate
for the care of people with advanced dementia (Fabiszewski, Volicer, &
Volicer, 1990). A significant majority of physicians (61%) affiliated with
the American Geriatrics Society, as well as of family caregivers (71%)
associated with the Alzheimer's Association, favor hospice care in
cases of end-stage dementia (Luchins & Hanrahan, 1993). For many
people with severe dementia who lack insight into their surroundings
and the intentions of others, aggressive medical interventions can be
interpreted as torturous, violating the principle of “do no harm”
(Rango, 1985).

In this chapter, we place the hospice option for end-stage AD patients
in the context of two moral debates, that is, the distinction between
killing and letting die, and the moral significance of quality of life with
regard to treatment limitations. Although our discussion of the first de-
bate inevitably addresses the problem of pain, it is directly applicable to
the added problem of diminished mental capacity typical of progressive
dementia. A final section discusses clinical ethics and hospice care for
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end-stage AD patients. Throughout, we attempt to constructively con-
nect literature in hospice ethics and dementia ethics.

THE MORAL DISTINCTION BETWEEN
KILLING AND LETTING DIE

Hospice care calls a halt to the momentum of invasive technologies,
although it is on the cutting edge of advances in palliative care. This
resistance to the grip of technologies disturbs medical vitalists, who
would do everything that can be done to keep alive even the smallest
fraction of human life no matter how neurologically devastated. It also
disturbs those holding to the characteristically American assumption
that anything but the most technologically aggressive treatment is a step
down from the “best” medical care.

From the opposite side, proponents of assisted suicide or mercy killing
are critical of hospice care for not going far enough in those cases where
comfort cannot be accomplished without the loss of mental lucidity.
They argue that hospice rejection of assisted suicide fails to serve the
needs of some patients.

Both vitalists and proponents of assisted suicide, then, believe that
hospice care is problematic. For the vitalist, hospice care errs in accept-
ing death, whereas for suicide proponents it errs in not accepting killing.
We think, however, that hospice care offers the right options for those
with end-stage AD. To keep a patient with advanced dementia comfort-
able requires neither causing death by human hands nor striving for pro-
longation. Euthanasia (mercy killing) is not a desirable option because
of the possibilities for abuse, and because it confuses the identity of the
physician as healer (Kass, 1985). One example of such abuse involves
four Austrian nursing aides, who allegedly killed 49 elderly demented res-
idents in a long-term care setting (Protzman, 1989). One aide was quoted
by police as saying, “The ones who got on my nerves were dispatched
directly to a free bed with the Lord.”

Although treatment refusal or withdrawai was deeply controversial in the
1970s, it is now commonplace. This dramatic sea of change in American med-
ical ethics is partly due to paradigm cases such as that of Karen Ann Quinlin
(In re Quinlan, 1975), in which removal of ventilator support was first legally
permitted, and also to ground gained by hospice philosophy. Hospice care
has resisted the further move to suicide and mercy killing because good hos-
pice care eliminates the need for these options in almost all cases. In addi-
tion, removal of the sufferer by killing would remove the need for such care,
or so what we shall call the “incompatibility thesis” would suggest.
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INCOMPATIBILITY

The incompatibility thesis states that where health care systems do not
already provide adequate hospice care, legalization of assisted suicide
or voluntary euthanasia may preempt development of such care. The
thesis has at least surface plausibility. After all, if the removal of the suf-
ferer is legal, where is the impetus for the development of alternative
approaches to the problem of pain or diminished quality of life in demen-
tia? Over the last century, the prohibition on assisted suicide and vol-
untary euthanasia has formed the cultural background necessary for
biomedical advances in hospice care and, to an extent, for good long-
term care. This background ought not to be easily reversed.

Incompatibility has been a minor premise of some arguments against
assisted suicide and euthanasia. But it is seldom afforded centrality
because advocates for these practices tend to provide an analysis fo-
cused on individual rights. Moreover, giving credence to incompatibility
suggests a sacrifice of the immediate freedom of individuals to request
assisted death, thereby holding them in the grip of a concern about the
hypothetical future health care system.

Critics of incompatibility can argue by analogy that acceptance of the
right to withdraw or withhold life-sustaining therapy did not preclude
the development of new and more advanced therapies; indeed, these
technologies continue to develop at a fast pace and resources are in-
vested in them. Nor has preventive care diminished support for basic
research and high-technology management of various illnesses. There-
fore, it is mistaken to assert simplistically that legalization of assisted
suicide and euthanasia will hamper development of comfort care. It wiil
be important to observe the Netherlands, where interest in hospice care
may or may not be compromised by the availability of assisted suicide
and euthanasia.

It may also be argued that in any case, the incompatibility thesis is de-
pendent on contextual factors, including political and cultural pressures,
the interests of researchers, and the activism of patients, risk groups,
and family members. For example, were preemptive assisted suicide for
people with progressive dementia legalized, it is likely that advocacy
groups such as the Alzheimer’s Association would still press for better
long-term care and basic research.

It is not possible to prove or disprove the incompatibility thesis be-
cause it remains hypothetical. But cautious observers—including the au-
thors of this chapter—would prefer the development of more hospice
care support and facilities for people with AD to the quicker and cheaper
option of senicide (Post, 1990). There are some within the hospice move-
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ment who would be willing to add assisted suicide as an option, but for
people with late-stage AD, assisted suicide is impossible. The more cau-
tious will emphasize that what progress has been made to date in com-
fort care and advanced palliative technology is due to the grip of pro-
hibition. Susan M. Wolf, for example, stated: “It is not a new claim that
rejecting euthanasia has forced us, and continues to force us, on how to
supply palliative care and pain relief expertly” (Wolf, 1989, p. 15). This
rejection has spurred biomedicine to develop the palliative and hospice
care that, if properly applied, can usually make an otherwise intolerable
dying tolerable.

Translated into health care policy, because the U.S. health care sys-
tem has not adequately attended to the art of hospice care, the incom-
patibility thesis indicates that states should proceed with great care, if
at all, with referendums on assisted suicide or voluntary euthanasia
(Cleeland et al, 1994),

If assisted suicide or voluntary euthanasia is implemented in the ab-
sence of a fully adequate comfort care system, the following may occur:
(1) funds may be diverted from hospice care; (2) the training of physi-
cians, nurses, and others may be undermined; and (3) research in com-
fort care may be cut back.

HosPiCE VIEWS

Hospice opposition to assisted suicide and euthanasia may be criticized
as somewhat of a dogmatic orthodoxy that palliation and comfort care
are the best roads to death, and that all else is heresy. Hospice workers
appear to be motivated by moral idealism, and their concern with in-
compatibility has an integrity grounded in the successful experience of
comforting the dying. However, as more profit-making enterprises enter
the hospice field, financial incentives may undermine orthodoxy.
Robert J. Miller wrote, “The basic principles of modern pain control
have been developed out of the hospice experience” (Miller, 1992). He
described the hospice movement’s commitment to patient autonomy,
which includes choices regarding the removal of artificial nutrition and
hydration as well as any and all other treatments unrelated to palliation.
However, this commitment exists within a context of an overriding
choice for comfort rather than assisted suicide or euthanasia. Milier’s
survey of hospice staff (including nurses, physicians, administrators,
social workers, and volunteers) indicates that only 5% favor assisted sui-
cide, and only 1.5% favor mercy killing; 55% to 65% of respondents in
public opinion surveys favor these options. Miller observed: “Those
most in a position to see the daily degree of suffering of the dying, and
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most in a position to act on it [the nurses and doctors] were the least
likely to agree to perform such acts” (p. 131). The major reason for this
opposition was that it would “divert attention away from efforts to pro-
vide optimal palliation and more appropriate and compassionate termi-
nal care (p. 131).” This concern with diversion can be identified with the
incompatibility thesis.

David Cundiff is a representative hospice physician who has written
against assisted suicide and voluntary euthanasia. Cundiff (1992) con-
trasted assisted suicide with the routine practices of treatment refusal
or withdrawal upon request. He cited polls of cancer specialists indicat-
ing that requests for assisted suicide are very uncommon. Those re-
quests that Cundiff himself heard stemmed from poor pain control and/
or inadequate psychosocial support. Those who made requests “almost
always changed their minds once their physical symptoms [were} con-
trolled and they [were] placed in a caring, supportive, hospice environ-
ment” (p. 87). Cundiff’s thesis was that “vastly improved hospice training
for health care professionals, along with better quality and greater avail-
ability of hospice services, can render the issues of euthanasia and as-
sisted suicide essentially moot.” Cundiff can be contrasted with Timothy
E. Quill, another physician who has years of hospice experience and who
represents a small but perhaps increasingly influential minority among
hospice caregivers. Quill has evolved from an initial endorsement of
assisted suicide unconcerned with incompatibility to a support for both
assisted suicide and voluntary euthanasia that is clearly haunted by
incompatibility. Writing influential guidelines on assisted suicide in 1992,
Quill, Christine K. Cassel, and Diane E. Meier mentioned their concern
for better palliation and comfort care, acknowledging that this care in
almost all cases results in a tolerable death. They defended assisted sui-
cide only so long as the alternatives have “at least been considered, and
preferably have been tried” (Quill, Cassel, & Meier, 1992, p. 138).

In contrast, the major 1994 guidelines proposed for regulating “physi-
cian-assisted death,” written by Quill and Meier, among others, elevated
the incompatibility thesis. These differed from earlier guidelines by
including support for euthanasia and for the inclusion of patients with
other than terminal illnesses (e.g., patients with multiple sclerosis).
Importantly for this discussion, comfort care is considered a required
treatment before the “assisted death” option is allowed (Miller et al.,
1994). Supreme moral authority is placed in “certified palliative-care con-
sultants,” who would be given the power to “override agreements by
patients and physicians to undertake physician-assisted death”(Quill et
al., 1992, p. 138). Palliative care committees would function to refine pol-
icy guidelines and promote good palliation, retrospectively monitor cases
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of physician-assisted death, and negotiate cases in which palliative-care
consultants and patients and/or their primary care physicians are at odds.

Such a multilayered and complex process would serve to reduce hasty
action and errors in judgment, although patient autonomy and the physi-
cian—patient dyad pay a heavy price to a new bureaucracy. The authors
acknowledge that such cautious regulation goes far beyond the various
initiatives being proposed in some states, and contrasts with policies in
the Netherlands.

This considerable development between the 1992 (Quill, Cassel, &
Meier, 1992) and the 1994 (Miller, Quill, Brody, Fletcher, Gostin, & Meier,
1994) guidelines indicates an evolution in Quill's thought. The movement
from assisted suicide for the terminally ill requiring no efforts at comfort
care to assisted death for the chronically debilitated and terminally ill
with mandated comfort care is significant and cautious. In our view, the
1994 guidelines are preferable with regard to the use of comfort care.
While palliative care committees would be cumbersome, the requirement
of comfort care would have the effect of enhancing expertise regarding
and resource commitment to palliative measures. An assisted death that
exhausts all means of comfort care is more respectful of the sanctity of
human life than one that does not.

LONG-TERM CARE

While pain is usually controllable in the hospice context for cancer
patients and others, what of those who face the loss of memory and per-
haps of their self-identity? AD is a significant topic in the international
debate over physician-assisted suicide. Even though hospice care is
offered to some severely demented AD patients, preemptive assisted sui-
cide in response to neurodegeneration is desired by some.

Reports consistently indicate that in the Netherlands, where assisted
suicide and mercy killing are accepted, about 10% of requests come from
patients with chronic degenerative neurological disorders, even though
Netherlands health system provides ample palliative and long-term care
(de Wachter, 1992). Margaret P. Battin wrote of progressive dementia:
“This is the condition the Dutch call entluistering, the ‘effacement’ or
complete eclipse of human personality, and for the Dutch, entluistering
rather than pain is a primary reason for choices of [active] euthanasia”
(Battin, 1992, p. 120). Battin hersell made some defense of assisted sui-
cide or mercy killing in cases of progressive dementia if requested by a
living will or by personal directive.

In 1990, Dr. Jack Kevorkian assisted AD patient Janet Adkins in suicide.
The 54-year-old member of the Hemlock Society was happily married
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with three grown sons, intellectually very active, and horrified by the
prospects of decline. When her symptoms worsened, assisted suicide
soon followed. While many would not accept such an early preemptive
suicide as morally justifiable, it is also possible that many members of
our society would prefer suicide to advanced dementia. People justifi-
ably fear progressive neurodegenerative diseases that devastate self-
hood (Post, 1993; Rohde, Peskind, & Raskind, 1995).

The incompatibility thesis is worthy of discussion in the context of
dementia. It is hard to imagine that the availability of physician-assisted
death would hinder research efforts to find a cure for AD. But should
assisted suicide and euthanasia be legally permitted before good AD
special care and hospice programs are developed to enable patients to
better adapt to their incapacities? Despite the efforts of AD-advocacy
groups, will society invest in expensive special care units and hospice
designs for people with dementia when assisted suicide or voluntary
euthanasia are already available and much cheaper? Possibly not.

QUALITY OF LIFE AND TREATMENT LIMITATIONS

What are the morally appropriate levels of life-extending medical treat-
ment for patients in the advanced stages of progressive and eventually
fatal dementia such as AD? The response to this question requires some
general reference to “quality of life” or else a rejection of qualitative judg-
ments in favor of a vitalistic philosophy demanding aggressive efforts to
extend life no matter how poor its quality. Quality of life can be defined
in terms of capacities to make judgments and solve problems; to remem-
ber recent events; to remember past events; to handle business, finan-
cial, and/or social affairs; to pursue hobbies and interests; to form and
maintain relationships with others; to recognize close family members
or friends; to experience emotions; to recognize oneself; to plan for the
future; to eat; to control bladder and bowel; and to communicate through
speech. The fact that all of these capacities may eventually be lost to
severe dementia explains why people fear Alzheimer's disease as much
as or more than terminal cancer or other diseases that leave self-iden-
tity intact.

There are valid cautions about using quality of life as an indicator of
appropriate treatment levels. First, quality of life is partly contingent on
the extent to which a supportive environment is created to enhance well-
being; it is a self-fulfilling prophecy since quality of life is dependent in
crucial ways on the attitudes and actions of caregivers. Second, a valid
qualitative measure of a patient’s internal experience is impossible; qual-
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ity of life has a subjective aspect that no outward observer can fully
assess. Finally, the assessment of poor quality of life might be misused
to rid society of unproductive members.

Still, in clinical discussions with patients regarding treatment limita-
tion, or with patient surrogates, reference to quality of life is not uncom-
mon. This is especially so when AD reaches its end-stage.

It is due to a wide disparity of perspective regarding quality of life that
within the medical community “consensus breaks down when the
attempt is made to determine the nature of the therapeutic obligation to
the demented patient, particularly with respect to life-sustaining treat-
ment” (Rango, 1985). Volicer (1986) detected a lack of consensus among
health care professionals regarding patients in the persistent vegetative
state and in advanced dementia.

In a 1991 cross-national empirical study of physicians’ attitudes toward
life-extending treatment interventions in cases of elderly people with
severe dementia, considerable disagreement was evident (Alemayehu et
al., 1991). The authors prepared a questionnaire asking “What decisions
would physicians make when confronted with a critically ill, demented
elderly man?” They presented the case of an 82-year-old man with life-
threatening gastrointestinal bleeding who 3 years earlier had been diag-
nosed by a neurologist as suffering from probable AD. The patient could
not answer a simple question colierently but seemed to understand some
simple commands. His behavior was agitated. he wandered, did not rec-
ognize his daughter, and had urinary incontinence. In seven countries,
physicians in academic medical centers at family practice. internal med-
icine, and geriatric rounds were questioned about their views on treat-
ment levels. The authors concluded that there is a wide variation of
opinion both within and among countries. For example, only 6% of Aus-
tralian physicians recommended treatment in a medical intensive care
unit, whereas 32% of U.S. physicians did so. Conversely, 21% of Aus-
tralian physicians chose supportive care, compared to only 3% of U.S.
physicians. The variation that this study found is difficult to interpret.

The concept of quality of life is extremely complex because of the
objective-subjective axis (external observations vs. internal self-per-
ceptions) (Birren & Dieckmann, 1991; Walter & Shannon, 1990). Several
philosophers have argued that as dementia progresses in severity, only
supportive care is morally fitting. Brock (1988) asked, What health care
and expenditure of resources on health care are owed on grounds of jus-
tice to the severely demented elderly? He concentrated on the effects of
dementia such as the erosion of memory and other cognitive functions
that “ultimately destroy personal identity.” This loss implies, for Brock,
that the “severely demented have lost an interest in treatment whose
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ultimate purpose is to prolong or sustain lives” (p. 89). They retain, how-
ever, an interest in comfort, so that a painful tumor might be removed
for palliative reasons.

Callahan (1987) pointed out that for the patient who is severely
demented, “On the one hand, he has lost his capacity for reason and usu-
ally—but not always—human interaction. On the other hand, there will
be no clear ground for believing that the capacity to experience emo-
tions has been lost” (p. 183). Callahan’s conclusion is that “death need
not be resisted.”

As early as 1976, Robert Katzman wrote: “In focusing attention on the
mortality associated with Alzheimer disease, our goal is not to find a way
to prolong the life of severely demented persons . .. " (p. 217). Our con-
cern is with the loss of relational capacity and self-identity, both critical
determinants of quality of life. Since the severity of progressive dementia
occurs on a continuum, there are morally significant thresholds such as
when the patient becomes mute and lacks all interactive capacities or
no longer recognizes loved ones. These thresholds will not be reached
synchronously, but together represent an objective loss of relational
potential. Loved ones will often state that the patient is “no longer there.”
When these points are arrived at, has the meaning and substance of hu-
man life deteriorated to the extent that the use of medical technologies
for nonpalliative reasons becomes morally questionable? In neonatal
intensive care units, infant life is saved in the hope that some capacity
for interaction will emerge. In the case of advanced progressive demen-
tia, there is no such hope.

A less relational view of quality of life might attribute higher value to
the inner experiences of the self despite the fact of relational loss, or
suggest that more self-identity may still be present in the patient than
meets the eye. Patients with severe dementia can demonstrate under-
lying affective responses and some self-identity may remain. But in the
profound and terminal stages, there is no discernible seli-identity
remaining. It is very unlikely that seli-identity is maintained; the appear-
ances of loss cannot be explained as a deterioration in communicative
abilities alone.

Unaware of environment, mute, bedridden, incontinent of bladder and
bowel, with unmeasurable intellectual functions, and with death in-
evitable, comfort care is often all that medicine should offer. Comfort care
means palliation only; it excludes artificial nutrition and hydration, dial-
ysis, and all other medical interventions unless necessary for the control
of pain and discomfort. Some treatments, for example, antibiotics, can be
intended for palliation and comfort care but will extend life as an unin-
tended side effect. The principle of comfort care only should not be
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imposed on patients who still evidence a degree of relational capacity and
self-identity (Arras, 1988).

END-STAGE AD AND HOSPICE CARE: CLINICAL ETHICS

In this section, we offer guidelines to clinicians for applying the princi-
ples discussed earlier to the actual care of patients and families. We
review attitudes and knowledge necessary to provide excellent care for
dying patients with dementia. The care of patients with dementia is com-
plex, making interdisciplinary teams a common practice.

Some clinicians recognize that they have neither the skills nor the
interest to care for these chronic diseases and arrange for appropriate
referral to other professionals. With regard to caring for dying patients
with or without dementia, clinicians must develop a sense of their own
attitudes toward death and decide whether or not this is a clinical activ-
ity for them. A knowledge of the psychology of death, that is, how peo-
ple construct models of death and the dying process and deal with death
anxiety, is essential if a clinician is to care for patients dying with demen-
tia (Kastenbaum, 1992). Qutlines of educational curricula for the med-
ical treatment of the care of the terminally ill have been published that
allow clinicians to compare their own knowledge base with common
standards of practice (Schonwetter & Robinson, 1994). Clinicians must
develop a knowledge of social and cultural diversity in attitudes toward
death, learn about policies that might affect their ability to provide care,
and strive to be informed about the natural history of end-stage demen-
tia and technology that can be associated with dying.

The first aspect of good care is early planning based on a well-estab-
lished relationship with the family. A discussion of death should not be
left until the dying process is well advanced, particularly in the case of
the patient with dementia who may lose the ability to participate in a dia-
logue concerning planning later in the course of the illness. Advance
directives should be discussed and prepared that communicate desires
for and limitations on care at the end of life (Emmanuel & Emmanuel,
1989). Individuals should be identified who will make surrogate decisions
if necessary (e.g., by creating a durable power of attorney). The clinician
should be aware of some of the conceptual issues concerning the diffi-
culties of having a mildly demented (or nondemented) self plan for care
of a future severely demented self (Dresser & Whitehouse, 1994; Dworkin,
1993). The clinician must realize that advance directives have a mixed
record of impact on the actual provision of care, especially when they
are not made available to all clinicians at all sites caring for the patient.
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Furthermore, it is important that family members participate in the
process as much as is appropriate. When death approaches, it is not
helpful to have distant family members unaware of any previous discus-
sions enter into the dialogue to disrupt the agreed-upon ways of pro-
ceeding. The clinician should bring to the attention of family members
educational material designed to help families consider these difficult
issues of terminal care.

It is important that health care education associations provide infor-
mation pointing out the clinical and moral rationale for hospice care in
the end-stage of AD, thereby assuring families that the choice of this level
of care is acceptable and reasonable. Hospice care is a pathway that
should be widely sanctioned by advocacy groups and health care pro-
fessionals. Clinicians should learn about the diverse factors influencing
decision-making concerning the end of life. Individuals affected by AD
may have different levels of knowledge and anxiety about death and
dying; they may be informed by various religious and cultural traditions
of the family that need to be considered. The clinician must be aware of
policies in existence in different health care environments. For example,
some nursing homes may have written or unwritten policies that limit
choice. The patient and his or her family must inquire as to the policies
and procedures followed in different institutions in which the patient
may be placed. State and federal regulation can limit options in preparing
for death (e.g., in the area of artificial nutrition and hydration).

Health Care Financing Administration rules determine who is eligible
to receive reimbursement for hospice care through Medicare and may
limit access to these services. These regulations are currently under
review and may be broadened to be more sensitive to diseases that do
not fit into the more traditional hospice-treated illnesses such as cancer.
For patients with dementia, consideration is being given to determine a
minimum magnitude of severity based on functional ability. To be eligi-
ble for hospice care, the patient may be required to exhibit incontinence,
no functional speech, and no ability to ambulate, for example.

The clinician must be aware of the practical issues dealing with com-
fort care (Hurley, Volicer, Mahoney, & Volicer, 1993), which are discussed
elsewhere in this volume. Knowledge is needed of alternative ways of
feeding patients, of the often inappropriate use of physical restraints,
and of drugs used to treat common life-ending conditions. The clinician
must also remember that patients with dementia develop other illnesses
later in life that may not be as thoroughly evaluated as in patients who
are not demented. Particularly important for the clinician is the ability
to assess the level of discomfort in advanced AD patients (Hurley et al.,
1993), and to develop a sense of the quality of life of the patient.
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As discussed earlier, some of the philosophies of hospice care are dif-
ficult to apply with AD patients. Many of the psychological interventions
used in patients with other terminal diseases are based on the ability of
the patient to communicate with his or her family and professional care-
givers. To enhance the communication process with patients in mild to
moderate stages of dementia, Rippich (1994) and colleagues developed
the FOCUSED program. Such programs may be effective in hospice work.

A conceptual framework is needed to guide the process of dealing with
the demented patient’s psychological needs in the later stages of the dis-
ease. For example, the reality therapy has been the dominant overall
approach to the treatment of patients with severe dementia in many long-
term care facilities. With this approach, an attempt is made to orient the
patient to the external world of the caregiver (i.e., making sure the patient
is aware of the date, the weather, and the social life of the institution).

In contrast, the validation therapy (Feil, 1992) represents an alterna-
tive approach that may be useful for dealing with patients in advanced
dementia. In the validation therapy, the clinician attempts to understand
the world as seen through the eyes of the severely demented person. For
example, if the patient believes that her parents are in fact still alive, as
many do, then the clinician should deal with unresolved psychological
issues in their past relationship and not be reminding the patient that
her mother or father died long ago. Often, in demented patients their
own world of the past has become their present.

In summary, the clinical ethics of caring for dying patients with demen-
tia are complex and not for everyone. Clinicians need to decide whether
they wish to participate in this challenging aspect of care or not. A broad
understanding of dementia and its effects on patients and families, as
well as of the ethical issues surrounding end-of-life care, contributes to
the communication process that enhances good dying.
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Palliative Care for Alzheimer Patients:
Implications for Institutions,
Caregivers, and Families

Mildred Z. Solomon and Bruce Jennings

more difficult than those pertaining to the quality of care patients

receive near the end of life. Too many patients die each year sub-
ject to invasive medical treatments they do not wish to receive; too many
die in impersonal institutional settings cut off from family and friends;
too many die in pain that could have been controlled (Principal Investi-
gators for the SUPPORT Project, 1995; Solomon et al., 1993). However, of
all the widely varying circumstances of terminal illness, no group of
patients raises more ethically perplexing and emotionally troubling
issues than those dying with Alzheimer’s disease and other forms of
advanced dementia.

As mentioned earlier, Alzheimer’s is a progressive illness of devas-
tating proportions that currently affects approximately 4 million per-
sons in the United States and is expected to afflict 9 million by the year
2040 (Rice et al., 1993). In mid and late stages of the disease, dementia
destroys memory, undermines neurologic behavior control mechanisms
and linguistic communication, and affects personality. The condition
disrupts the individual’s ability to interact socially with others and to
relate to oneself. In short, Alzheimer's attacks a person’s most basic
sense of identity.

F ew challenges facing the American health care system today are
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Furthermore, care of Alzheimer patients places enormous stress on
families as personal care, monitoring, and supervision requirements
relentlessly increase. Wandering, fear of accident, incontinence, violent
behavior, and other factors often overwhelm the caregiving capacities
of families at home and lead to nursing home placement at some point
during the course of the disease. In addition to the emotional conse-
quences of the decisions that must be made in Alzheimer’s care, families
also often experience severe financial stress, which can be devastating.
It is no exaggeration to say that Alzheimer’s disease is an affliction that
destroys the past, the present, and the future.

In Alzheimer's care, most key medical decisions must be made by fam-
ily members or other surrogate decision makers, often with little explicit
written or oral guidance from the patient when he or she still had capac-
ity. This fact makes the care of patients dying with dementia particularly
complex. Without an advance directive in place, family members have
much less information to guide decision making and their rights and re-
sponsibilities can seem unclear. The situation is further complicated by
the fact that health care professionals and paraprofessionals in long-term
care settings often become like extra family for patients who have spent
years in their care, and these caregivers too often face wrenching choices
about how to serve the best interests of their patients. Moreover, the
feelings of long-term caregivers and family members can conflict, adding
even more uncertainty to an already ethically, legally, and psychologi-
cally complex decision-making process.

In addition to the impact this disease makes on persons with Alzheimer’s
disease, their families, and their caregivers, there are larger societal is-
sues at stake as well. In the United States, the annual cost of caring for
such patients has been estimated to be $100 billion (Rice et al., 1993). With
the population aging and more individuals surviving well into their 80s,
this figure will most likely double by the year 2040. This trend will have
economic repercussions at all levels—societally, in terms of what health
care services we will and will not be able to provide; organizationally,
where fixed budgets will provide an incentive to reduce treatments per-
ceived as marginally beneficial; and at the community level, where the
financial consequences on families will be felt.

There is no societal obligation to provide expensive high-technology
medicine if it offers no benefit and may in fact lead to a more protracted
and painful period of suffering before death ensues than would other-
wise have heen the case. Yet decisions to terminate treatment should be
based on the individual circumstances of a particular individual, not on
the basis of generalized societal or organizational cost-cutting efforts. It
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is important, therefore, to be clear about the impulses that motivate deci-
sions to forgo life-sustaining treatment among the demented.

Misplaced or overly generalized concerns about cost containment are
not the only threat to a proper decision-making process. Demented
patients in the advanced stages of Alzheimer'’s disease are a highly vul-
nerable group, susceptible to abuse and even abandonment. Although
their sense of self may be threatened, dementing illness does not—and
should not—diminish their moral claim to care and relief from suffering.
Indeed, the very fact that so many people have a strong emotional reac-
tion against “ever living like that” should make us more, not less, vigilant
in scrutinizing biases and treatment decisions. As Stephen Post (1995)
has argued, society’s response to the needs of advanced Alzheimer
patients is, in many ways, a test of its moral commitment to the old, the
frail, and the vulnerable.

One enters, then, uncertain terrain where conflicting claims make it
difficult to know how to proceed. Is it appropriate to forgo life-sustain-
ing treatments for patients in the advanced stages of Alzheimer’s? How
can we be sure we are not further stigmatizing the demented, yet also
protecting patients and loved ones from excessive suffering and a pro-
tracted and degrading death?

In this chapter, we argue that palliative and hospice care are appro-
priate treatment options for Alzheimer patients under certain conditions,
and especially during the terminal phase of the disease when life-pro-
longing medical technology offers little meaningful benefit to the patient.
We beliéve that hospice or hospice-like care should be available to
Alzheimer patients in the end stage of the disease and that it is possible
to move toward a palliative care model in ways that protect against po-
tential abuses.

The chapter is divided into three parts. In the first section, we pre-
sent a brief analysis of the ethical basis for making decisions to forgo
life-sustaining treatments in Alzheimer patients, particularly those with
end-stage dementia. In the second section, we call for greater attention
to the full range of psychosocial and environmental needs of Alzheimer
patients over the entire course of illness and argue for conceptualizing
end-stage palliative care for these patients as one part of a single con-
tinuum of high-quality care. The final section of the chapter turns to the
question of how the American health care system, and particularly long-
term care facilities where most Alzheimer patients reside, might move
toward a palliative model of care. We explore roles that institutions and
professional caregivers can play to help make the envisioned shift from
traditional, highly technologically oriented care near the end of life to
comfort care.
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ETHICAL BASIS FOR A PALLIATIVE CARE APPROACH

Many family members, health care professionals, and paraprofessional
caregivers are hesitant to choose palliative care options for a loved one
or patient, because they feel that doing so would somehow be ethically
wrong. While sometimes misinformed or not well reasoned, such con-
cerns are sincere. They must be addressed in a respectful, serious, and
reasonable way.

Over the past 20 years an enormous body of law (both statutes and
court opinions) (Meisel, 1989; National Center for State Courts, 1992) and
professional opinion (American Dietetic Association, 1987; American
Medical Association, 1992; American Nurses Association Task Force on
the Nurse's Role in End of Life Decisions, 1992; President’'s Commission
for the Study of Ethical Problems in Medicine and Biomedical and Behav-
ioral Research, 1983; U.S. Congress, Office of Technology Assessment,
1987; Wanzer et al., 1984; Hastings Center, 1987) have clearly affirmed the
right of the competent patient to refuse all forms of medical treatment,
including life-sustaining medical treatment. Legally, this right is based
on the “liberty interest” protected by the 14th Amendment to the U.S.
Constitution, the right to privacy contained in many state constitutions,
and the common law right to control what is done to one's own body;
ethically, this right is based on the concepts of autonomy, self-determi-
nation, and respect for the individual as a being of moral worth.

Over time, these legal and ethical rights have been interpreted in
ways that have a direct bearing on treatment decisions for demented
patients. First, these rights survive the loss of mental capacity, and they
may be exercised on a person'’s behalf by other, so-called surrogate deci-
sion makers. Second, the right to refuse life-sustaining medical treat-
ment extends to all forms of medical intervention and technology,
including artificial nutrition and hydration and antibiotic therapy for
life-threatening infections, such as pneumonia, and urinary tract infec-
tions, which are often among the final ilinesses Alzheimer patients expe-
rience before death.

Finally, the right to forgo treatment is not dependent on the patient’s
diagnosis, nor on the stage of the disease process, nor on the patient’s
life expectancy with or without the treatment. Some early state statutes
authorizing the use of living wills contained wording that limited the use
of these documents to the terminal phase of the patient’s illness, but
this restriction has been abandoned by more recent statutes on durable
powers of attorney for health care, and the courts have generally not
limited treatment refusals to patients expected to die in a short time.
The patient’s life expectancy and prognostic difficulties in establishing
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a “terminal condition”—matters that can be particularly problematic in
Alzheimer’s disease—are not central to decisions concerning the use of
life-sustaining treatment. Instead, the key issues are the patient’s own
preferences and values and the balance of benefit and burden likely to
be imposed by the treatment.

In keeping with this framework of ideas, the most desirable state of
affairs for decision making in the context of advanced dementia is for the
patient, while still in possession of the decision-making capacity, to make
his or her wishes known by specifically designating an individual to
serve as a surrogate decision maker and to talk with that person about
personal values, religious beliefs, and specific wishes regarding medical
treatment, if any. It is especially helpful for the patient to address his or
her wishes concerning artificial nutrition and hydration, since this form
of treatment is still the most sensitive and controversial issue in late-
stage dementia. It is also clinically common as advanced dementia
patients may lose their desire to receive food by mouth or their ability
to swallow properly.

Unfortunately, however, advance planning and the use of explicit ad-
vance directives are the exception rather than the rule for patients with
dementia and their families. Educational efforts to increase the use of
advance directives are worthwhile and should continue, but they will
probably never eliminate the need to handle cases in which decisions
must be made by families for incompetent patients without such explicit
guidance. The important point we wish to emphasize here is that in
almost all states, family members have the legal authority and the moral
right to make health care decisions for demented patients even without
explicit written or oral advance directives. Surrogate decision makers
can opt for conservative treatment plans, emphasizing palliative and
comfort care measures and forgoing life-prolonging treatments such as
artificial nutrition and hydration, hospitalization for intensive care,
antibiotic therapy, and cardiopulmonary resuscitation.

Although family members and other surrogates clearly have the right
to opt for palliative care for their loved ones, there is often a great deal
of uncertainty about how to approach those decisions. What moral stan-
dards or guidance are available to them at such difficult moments? In
keeping with the principle of respecting the patient’s own identity as
much as possible, surrogate decision makers should attempt to infer
the patient’s values and beliefs from what is known about the patient in
the past. With advanced dementia, even when explicit statements by the
patient are lacking, it is often possible reasonably to conclude that the
person would choose comfort measures only rather than extended life
prolongation given the diminished capacity to experience well-being and
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to engage in meaningful relationships with others, changes that are the
natural outcomes of advanced dementia. On the other hand, a patient’s
religious and personal beliefs may have been such that prolonging life
is of higher value than the quality of that life. In that case, it could be
reasonable for a surrogate to conclude that life-sustaining measures,
as well as necessary comfort measures, would be more in keeping with
the patient’s wishes.

In many instances, though, family members may simply feel uncertain
about how their loved one would have wanted to proceed. In those
cases, medical treatment should be based on the decision makers’ sense
of what would be in the patient’s “best interests,” a second well-estab-
lished standard for surrogate decision making. Under these circum-
stances, it is not only permissible, but necessary, to compare what the
condition of the patient is likely to be under one plan of care relative to
another. Although life may be foreshortened under a palliative care plan,
the ratio of benefits to burdens may be better for the patient with pal-
liative care than with life-prolonging treatment; the option for palliative
care—particularly high-quality palliative care delivered in an appropri-
ate setting—may be best for the patient, all things considered. When that
is the case, the palliative care option is a medically, ethically, and legally
appropriate one for a family member or other surrogate to make.

Looking at the situation in this way may alieviate some of the ethical
concerns family members and health care professionals have about
choosing to forgo life-sustaining medical treatment in favor of pallia-
tive care. However, at least four specific concerns remain to be ad-
dressed directly. These are (1) concerns about “killing” the patient; (2)
specific concerns about tube feeding; (3) negative attitudes about pal-
liative care in general as a form of abandonment of the patient; and (4)
concerns about safeguarding vulnerable persons from discrimination,
abuse, and neglect.

CONCERNS ABOUT “KILLING”

Many family members feel that not to “do everything possible” for the
patient is tantamount to killing the patient. This belief is often accom-
panied by feelings of guilt, as if the family member actually wanted the
patient to be dead. End-stage Alzheimer’s disease is a particularly com-
plex psychological challenge for family caregivers, many of whom may
have provided emotionally draining and physically exhausting personal
care to the patient for many years beforehand. Fantasies about the
patient's death are not uncommon. Since decline and death can be fore-
seen well in advance, many family members go through a period of
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mourning long before the patient’s physical demise and consider the
end-stage patient to be in some sense “already gone,” but in spite of this
they may find themselves unable to let go of their caregiving role when
seemingly called upon to do so by an overall change in treatment plan-
ning. Family members who have had various roles {or no role at all) in
earlier caregiving often react differently to decisions to forgo life-sus-
taining treatment.

The key point to bear in mind is that it is the underlying disease pro-
cess that brings about a patient’s death, not the treatment planning deci-
sion per se. Family members are not required to use any and all available
medical technology in a thoughtless, obligatory fashion, regardless ot
the patient’s prior wishes or best interests. Moreover, decisions to pur-
sue comfort care measures rather than life supports are guided by the
intentions to respect the patient, to do what is best for him or her, and
to preserve the patient’s dignity as much as possible under the circum-
stances of an inevitable and foreseeable dying process.

CONCERNS ABOUT FORGOING MEDICALLY
SupPPLIED FOOD AND FLUIDS

Many people have special feelings about providing food and water to
helpless patients. For nearly all people, the act of providing sustenance
symbolizes love and caring. Furthermore, there is a particular horror
associated with the notion of watching someone starve to death. Since
the decision to forgo artificial nutrition or hydration often arises in the
final stages of Alzheimer’s, and since palliative care plans would preclude
the use of this technology to prolong life (although short-term hydration
through 1V lines may sometimes be used as a palliative measure), these
perceptions can impede or undermine the decision to opt for palliation.

It is essential to recognize that in end-stage dementia, as in many other
kinds of terminal conditions, the refusal of food by mouth and the loss
of a desire to eat are a normal and natural part of the dying process. As
the body’s systems shut down near death, infusing fluids into the pa-
tient’s system may actually increase discomfort rather than relieve it; re-
tained fluid buildup can cause painful swelling, and since the dying
patient is not actually experiencing feelings of hunger (as an otherwise
healthy starving person would), this unpleasant sensation is not being
alleviated by artificial nutrition and hydration either. As with artificial
ventilation or any other form of life-sustaining technology, the treatment
represented by artificial nutrition and hydration can sometimes be ben-
eficial to the patient and sometimes unduly burdensome. Again, there is
no moral or legal imperative to provide artificial nutrition and hydration
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no matter what. To forgo this type of treatment can be an act of loving
kindness and virtue on the part of a family member; it certainly does not
always or intrinsically signify malice or neglect,

MISPERCEPTIONS ABOUT HOSPICE AND PALLIATIVE CARE

Both the culture of medicine and nursing, and American society gener-
ally, contain a visceral reaction against passivity, and therefore both
families and professional caregivers tend to denigrate decisions to forgo
aggressive life-prolonging treatments as “giving up.” Moreover, the
notion of giving up on the patient is closely associated in many people’s
minds with the notion of abandonment. Consequently, hospice and pal-
liative care are often misperceived as forms of “nontreatment,” or as
passive conditions in which everyone simply stands by and waits for
death to come.

Yet nothing could be further from the truth. Even advanced dementia
is typically not a state of unconsciousness or total lack of awareness of
one’s surroundings. It is not devoid of experience, and that experience
can be enhanced by the nature, setting, and type of one’s care. Hospice
staff and palliative care professionals do not simply stand back and wait
passively for death; they actively concern themselves with life and the
experience of living near death.

In fact, as we will discuss below, palliative care in the final stages of an
iliness can have—and should have—the most continuity with earlier
stages of caregiving for the patient with dementia. Far from representing
an abrupt break with, or a turning away from, the goals of care physi-
cians and families have pursued earlier, sometimes for many years, the
palliative care option, based on respect, dignity, and the patient’s best
interests, can actually be the most natural extension of the life history
of that care. On the contrary, aggressive, intensive, and highly techno-
logical medical treatment at the very end of life may more likely consti-
tute a departure from past caregiving relationships and an abandonment
of the goals and values that have sustained the relationship between
patient and family through their long ordeal.

CONCERNS ABOUT DISCRIMINATION, ABUSE, AND NEGLECT

We believe that one of the best ways to protect against potential abuse
is to locate the whole question of palliative care for Alzheimer patients
within the larger realm of quality of care. As we have noted above, a fully
ethical response to the dileimmas posed by Alzheimer’s should recognize
that a decision to use or forgo life supports is only one of many ethical
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choices families and caregivers confront over the course of caring for
Alzheimer patients. An end-of-life decision about whether to hospitalize,
to treat a pneumonia, to intubate—these should be seen as points akin
to others that have arisen earlier in the course of the person’s illness,
including decisions about whether to remove driving privileges or how
to structure the daily environment to allow for, or constrain, wandering.

Recognizing that end-of-life decisions are part of the whole trajectory
of choices caregivers and families face over time is important for two
reasons. First, this stance offers some protection against the potential
abuses inherent in deciding to limit treatments for patients who can no
longer speak for themselves. If we are confident that we have built the
most caring and respectful environment for Alzheimer patients through-
out the course of iliness, then we have stronger ethical ground to stand
on when it comes to terminating treatments. If, on the other hand, we
hav