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Introduction
Sheila Payne, Jane Seymour and Christine Ingleton

Fifty-six million people die in the world each year (World Health Organiza-
tion 2002). Some infants may die after just a few hours or days of life, while
other people die many decades after birth in late old age (Nuland 1994).
Death may come in many different ways, such as after an acute illness, as a
result of a sudden violent road accident, on the battlefield, following a
chronic illness or after a prolonged decline in physical fitness in late old age.
While all of us will die, most of us cannot determine the manner of our
dying. According to the World Health Organization (2002), approximately
40 per cent of deaths worldwide are related to 11 risks: being underweight
(especially for women and children), unsafe sexual behaviour, hypertension,
tobacco use, alcohol consumption, unsafe water, lack of sanitation, high
cholesterol, indoor smoke from cooking and heating fires, iron deficiency
anaemia and obesity. There are stark contrasts between causes of death in
different parts of the world, and in overall life expectancy and in healthy life
expectancy. In the developed world, death is no longer common in infants
and young people, but it is most frequently associated with chronic illness
and occurs in later life. It has been estimated that approximately 60 per cent
of all deaths worldwide could be amenable to palliative care interventions.
However, health care agendas, the organization and funding of health care
services, and resources for health and social care are remarkably variable
throughout the world (Sepulveda et al. 2002). So the majority of dying
people do not benefit from supportive and palliative care or even have
sufficient access to medication to relieve suffering.

This book is about the care of people facing death, both those who will
die and those who accompany them – families, friends, community sup-
porters, volunteer workers, health and social care workers. In particular, the
book focuses on the role of nurses in providing care during the trajectory of
advanced illness, through the process of dying and in the respectful care of
the dead person. Nurses generally work closely with family members, sup-
porting them through the process of illness and bereavement. We have
focused attention on those who die as adults rather than those who die as
babies and young children. Paediatric palliative nursing care is an important
topic but requires the attention of a different book. However, dying adults
are often in relationships with children as parents, grandparents or guard-
ians, so to ensure the needs of children are not overlooked a chapter about
services for bereaved children has been included.

The palliation of distressing symptoms, the care of patients approaching
death, the laying out of the body and the care of newly bereaved relatives
have long formed an important part of nursing work. In the latter part of
the twentieth century, the emergence of the modern hospice movement has
provided an impetus to reconceptualizing the delivery of some aspects of
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this care (Clark and Seymour 1999). Nursing has been central to a new style
of end-of-life care, both in specialist contexts such as in hospices, hospital
teams and community teams, and more broadly in delivering care to termin-
ally ill people in a range of settings. Specialist education for nurses in ‘care
of the dying’ has been available in post-qualifying courses in the UK since
the 1980s. Nursing roles have been extended to develop specialist expertise
and practice, such as Macmillan nurses, clinical nurse specialists and nurse
consultants. Current debates in health care recognize a number of tensions
that are likely to impact upon specialist palliative care services. They include:
concerns about the medicalization of dying; issues around lack of access
for certain groups, such as those with non-cancer diagnoses, minority ethnic
groups, older people, poor people, socially excluded groups; and prob-
lems with funding sources. The relationship of specialist palliative care
services and central health care planning and policy remains controversial
in some countries because hospices have arisen independently of central
control (Clark and Wright 2003). This means these services do not form part
of the main health care agenda and therefore do not secure necessary
resources. However, they have offered opportunities for innovation in care
and pioneering new ways of working.

What is palliative care?

The use and evaluation of specialist palliative care services is based on an
assumption that people share a common understanding of the terminology
and purpose of palliative care. But most of the evidence indicates that def-
initions and terminology are poorly understood and not agreed (Praill 2000;
Payne et al. 2002). Terminology is influenced by the historical development
and the nature of end-of-life health care services in different countries and
changes over time (see Box 1). In the UK, terminology relating to end-of-life
care has undergone several transitions from hospice care and terminal care
in the early period of the hospice movement (1960s and 1970s) to palliative
care towards the turn of the last century (1980–2000). Clark and Seymour
(1999) provide an account of these transitions in terminology in relation to

Box 1 Terms associated with caring for dying people

� Hospice care
� Terminal care
� Continuing care
� Care of the dying
� Palliative care
� End-of-life care
� Supportive care
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the UK context. They have noted how terminology has changed as tensions
in the boundaries between generalist and specialist skills, activities and
services have become more contentious.

Recently, supportive care has emerged as an accepted term within the
context of services that are provided in addition to curative treatments for
cancer patients (Department of Health 2000). Although the term end-of-life
care was first applied to care of dying patients in Canada, this term is now
widely used in North America.

There are several reasons for the increasing number of terms used to
describe health and social care services provided for those near the end of
life. While the early hospice movement in the UK was unambiguously con-
cerned with terminal care, predominantly for those with cancer, subsequent
developments have sought to extend the range of services in terms of both
client groups (non-cancer) and types and timing of interventions during the
illness trajectory. Current policies in the UK have sought to introduce pal-
liative or supportive care much earlier in the illness trajectory (Department
of Health 2000; National Institute for Clinical Excellence 2003). Most dis-
cussion of supportive care and the definition offered by the National Coun-
cil for Hospices and Specialist Palliative Care Services (NCHSPCS 2002)
are located in the context of cancer care, but there is no good reason why
supportive care could not be applicable to those with other chronic illnesses
(Addington-Hall and Higginson 2001; NCHSPCS 2003). Praill (2000) has
argued that the transition in terminology from ‘terminal care’ to ‘palliative
care’ reflects a ‘death-denying’ tendency. These changes in terminology
have paralleled the growth in medical involvement in end-of-life care
services more generally. Writing from an Australian perspective, McNamara
(2001) has observed how the medical component has gradually come to
frame and dominate definitions of palliative care. It is therefore hardly sur-
prising that most major medical and nursing textbooks in palliative care
prioritize symptom control as a key function (e.g. Doyle et al. 1998; Ferrell
and Coyle 2001).

In an attempt to establish greater clarity, predominantly directed at an
audience within specialist palliative care, the National Council for Hospices
and Specialist Palliative Care Services (2002) published a briefing paper that
offers a series of definitions of common terms. Many other organizations
and countries have sought to establish working definitions and standards to
guide service provision, for example in Australia and New Zealand. There
has yet to be a consensus view. For the purposes of this book, we will draw
upon the working definitions proposed by the National Council for Hos-
pices and Specialist Palliative Care Services (2002) and the World Health
Organization’s recently revised definitions (Sepulveda et al. 2002). However,
we do not agree with the abrupt demarcation between supportive/palliative
care and bereavement depicted in the National Council for Hospices and
Specialist Palliative Care Services (2002) model; instead, we regard it as a
transition, in that preparation for bereavement care for families may start
before the death of the patient, as will be explained in greater detail in
Part Three of this book.
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Sepulreda et al. define palliative care as follows:

Palliative care is an approach that improves the quality of life of patients
and their families facing the problems associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual.

(Sepulveda et al. 2002: 94)

Palliative care:

• provides relief from pain and other distressing symptoms;

• affirms life and regards dying as a normal process;

• intends neither to hasten nor postpone death;

• integrates the psychological and spiritual aspects of patient care;

• offers a support system to help patients live as actively as possible until
death;

• offers a support system to help the family cope during the patient’s
illness and in their own bereavement;

• uses a team approach to address the needs of patients and their families,
including bereavement counselling, if indicated;

• will enhance quality of life and may also have a positive influence on the
course of illness;

• is applicable early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as chemotherapy or
radiation therapy, and include those investigations needed to better
understand and manage distressing clinical complications.

The National Council for Hospices and Specialist Palliative Care Ser-
vices (2002: 2) differentiate between general palliative care, which ‘is pro-
vided by the usual professional carers of the patient and family with low to
moderate complexity of palliative care need’, and specialist palliative care
services, which ‘are provided for patients and their families with moderate
to high complexity of palliative care need. They are defined in terms of
their core service components, their functions and the composition of the
multi-professional teams that are required to deliver them.’

In the following sections, several key debates and questions in con-
temporary palliative care will be highlighted. Many of these topics will be
discussed in greater depth in the ensuing chapters.

Is palliative care about dying or symptom control?

The twentieth century was remarkable in the successful development of a
large range of new health technologies (e.g. blood transfusion, radio-
therapy), pharmaceutical agents (e.g. antibiotics, insulin, antiretroviral
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agents) and preventive health care procedures (e.g. immunization). Com-
bined with improved nutrition, better housing, sanitation and clean water,
many of the citizens of the developed world have opportunities for healthy
living, unrivalled in history. The profession of medicine was seen to contrib-
ute to these developments and a culture of ‘cure’ was seen to marginalize the
dying. However, the rise in medical power did not go unchallenged (Illich
1976) and from the 1950s there was a growing interest in improving the
welfare of dying people (Clark’s chapter provides a fuller account of the
history of hospice development).

Contemporary debates focus on whether palliative care services should
concentrate attention on terminal care or extend its remit to those at earlier
stages of the illness. Arguably, the success of the early ‘hospice’ period was
because it had a clear goal in improving the quality of dying, especially for
those dying of cancer. The advantage of this approach is that it makes good
use of limited resources and practitioners develop specific skills in control-
ling difficult symptoms associated with the dying phase. Moreover, profes-
sionals can also concentrate their efforts on addressing the psychosocial and
spiritual concerns of patients and supporting family members. The dis-
advantage of offering services just to those who are imminently dying is the
difficulty in accurate prognostication. Therefore, people who have precipit-
ous deaths may miss out and those whose final illness is very protracted may
exhaust the resources of some charitable services. In the UK, palliative care
services generally have a great deal of expertise in caring for people with
cancer but rather less expertise in caring for patients dying of other condi-
tions. There have been concerns raised about the arbitrary definitions
of ‘dying’ applied to different groups of people. In the USA, access to
insurance-funded hospice care programmes has been dependent upon
people agreeing to no longer seek curative treatment. This has created great
dilemmas and conflict within families, as different members may or may not
wish to continue to seek active interventions. The consequence is that many
people are admitted to palliative care programmes when it is almost too late
for them or their families to benefit from care.

An emerging model of palliative care emphasizes the supportive role of
health and social care practitioners throughout the trajectory of illness. This
model, which is arguably driven by a medical agenda, suggests that symptom
control is the main priority. There are now many more well-established med-
ical interventions than were available in the early days of hospice care. For
example, the syringe driver has revolutionized the way medication may be
delivered in those with advanced illness. Its use has become pervasive in
many palliative care contexts because it offers many benefits for people who
are unable to take oral medication. The advantage of a supportive care
model is that skilled medical and nursing symptom control interventions are
not limited to one period of a patient’s life (the final stage), so that suffering
can be relieved at all stages of their illness. In the UK, the most frequent
reason for admission to in-patient palliative care is for treatment of complex
symptoms. Once there is resolution of symptoms or acceptable manage-
ment, patients are discharged home or to other types of care. The use of
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skilled specialist palliative care resources can be targeted at those with severe
and/or complex symptoms, rather than people being admitted to palliative
care programmes ‘just’ because they have cancer. The disadvantage of this
model of palliative care is the lack of clarity in its implementation. In par-
ticular, there are concerns about territorial disputes between generalists
(such as general practitioners and community nurses, or hospital-based
practitioners) and specialist palliative care providers. This model has the
potential to deskill other health and social care providers because they come
to believe that only specialist palliative care professionals are competent to
work with dying people. Caring for patients with advanced disease and those
who are dying is an important aspect of many health care professionals’
workload. It is therefore important not to disempower them but instead to
work in collaboration while acknowledging the skills that each practitioner
may bring. This model of care also raises concerns about boundaries
between the areas of expertise in specialist workers. Since many older
patients have a number of co-morbidities that may be treated by different
specialists, such as a cardiologist, a neurologist and an oncologist, there are
real dangers of over-treatment. By extending the remit of specialist pallia-
tive care to patients who are at earlier stages of their disease, this raises issues
about availability of funding and resources, and their optimal use.

Who gets palliative care? Who should get palliative care?

In the UK, approximately 95 per cent of patients referred to specialist
palliative care services have cancer. But not everyone with cancer receives
specialist palliative care. The preponderance of patients with cancer
accessing palliative care in the UK is probably related to the historical devel-
opment of early hospices and funding from key cancer charities. The only
other medical condition with a history of specialist hospices is HIV/AIDS.
In the UK during the 1990s, several reports and other documents explored
what came to be known as the cancer–non-cancer debate (Field and
Addington-Hall 1991). These publications rehearsed arguments for and
against extending specialist palliative care to non-cancer patients. One of the
chief concerns was that if access was widened to those with other conditions,
there would be insufficient resources (the ‘flood gates’ argument) and current
services would be overwhelmed. This prediction has proven not to be con-
vincing since, despite repeated calls to widen access, little has changed in the
last 5 years, indicating that either patients without cancer may be reluctant
to be admitted to institutions so closely associated with cancer or that prac-
titioners remain unwilling to refer them. In our view, these debates have
largely been superseded by a public health agenda that calls for a recognition
that access to specialist palliative care should be based on levels of distress
and disease burden rather than diagnostic category (Foley 2003). In this
book, we make no assumption that palliative care is restricted to people with
cancer.
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Where is palliative care delivered?

As we have reiterated before, most patients receive palliative care from their
usual health care providers. In the UK, this means that most patients with
advanced illness are in the care of the primary health care team, consisting
of general practitioners, community nurses and allied health and social care
professionals. Care is therefore delivered in patients’ homes where they
spend the majority of their time, even during the final year of life. Moreover,
home is overwhelmingly the preferred place of care for most people. General
practitioners and community nurses may make referrals to specialist pallia-
tive care providers. Specialist palliative care services themselves offer a range
of provision, from a single specialist nurse to a comprehensive multidiscipli-
nary team. Specialist palliative care services have developed an array of
different types of provision including in-patient units (hospices), hospital
teams, community teams, out-patient clinics, day care, respite services,
bereavement support services, complementary therapies, counselling and
psychological support, and spiritual and religious support.

What constitutes specialist palliative care and hospice care varies both
within and across countries. In the UK, the early development was marked
by the construction of dedicated separate buildings as in-patient hospices. In
the USA, a hospice programme tends to refer to community-based support.
There is a need to understand more clearly how the provision of palliative
care is linked to the availability of resources in each country, to the political
prioritization of different aspects of health care and attitudes to the use of
opioid medication (Clark and Wright 2003).

Who provides palliative care?

There is a danger when providing a list of who provides palliative care that
some people may be overlooked. With this proviso in mind, Box 2 offers a
broad overview of the types of individuals who may be engaged in providing
both paid and unpaid palliative care.

Corner (2003) discriminates between two types of nurses working in
specialist palliative care – those who have additional post basic qualifica-
tions in palliative care and provide direct patient care in various contexts,
including in-patient hospices and in the patient’s home, and the clinical
nurse specialist. The latter nursing role has been developed in the UK largely
through the funding made available from a cancer charity now called Mac-
millan Cancer Relief. These specialist nurses tend to use the title ‘Macmillan’
nurse. Research evidence demonstrates that a large part of their role involves
direct face-to-face contact with patients (89 per cent) and that the most
common reason for referral is for emotional support (Corner et al. 2002;
Skilbeck et al. 2002). Most of these nurses do not provide ‘hands-on’ phys-
ical care but instead offer support and information to patients. They also
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work behind the scenes in coordinating care and offering specialist advice to
generalists, including general practitioners and community nurses. Their
work serves to promote better standards of palliative care by disseminating
good practice and current evidence. They are, therefore, an important
resource in trying to improve palliative care provision. An earlier study from
the USA described the practice of a single palliative care nurse and
emphasized the emotional and supportive elements of the role (Davis and
Oberle 1990), rather than the networking and liaison functions. Much
remains unknown about how clinical nurse specialists develop and sustain
their role, what attributes are required and how they may be supported.
Skilbeck and Payne (2003) have drawn attention to the ambivalence in these
nurses about taking on emotional labour and emotional support functions
when they are often poorly prepared and inadequately supported in this
aspect of their role. Many of the subsequent chapters in this book will
explore how nurses work to provide palliative care and the challenges this
may create for them.

Overview of the book

In the final part of this Introduction, we will introduce ourselves as editors
and explain how we selected the authors of the chapters.

The editors

This book has been a pleasure and a challenge to produce. We are all aca-
demics, nurses and researchers in palliative care. We share attributes as well
as contributing our unique perspectives. We have drawn upon our academic

Box 2 Palliative care work force

Patient’s carers: families; friends; neighbours
Nursing care: general nurses; specialist nurses
Medical care: general practitioners; specialists in palliative

medicine; specialists in other areas of medicine
Social care: social worker
Spiritual care: chaplaincy; faith advisors
Therapists: occupational therapists; physiotherapists (physical

therapists), speech and language therapists; art,
drama and music therapists

Psychological care: counsellors; clinical and health psychologists;
psychotherapists; liaison psychiatrists;

Specialist staff: nutritionists; dieticians; pharmacists
Support staff: care assistants; administrative and domestic staff;

gardeners; transport and other workers
Volunteer workers
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disciplines of health psychology and medical sociology. We have also prac-
tised as nurses. In addition, we have expertise in education for health and
social care professionals at basic level and in higher and continuing educa-
tion. The experience of designing, coordinating and teaching on Masters
level courses in palliative care has been very influential in developing this
book. The many students on these courses have taught us much, and we are
grateful to them. We are indebted to Elaine Craigie, who has helped us
manage the clerical work involved in this book.

Sheila Payne has worked as an academic health psychologist for the last
20 years. Her background is in nursing. Her main research interests are in
palliative care and bereavement. She has conducted numerous research stud-
ies in palliative care and worked with colleagues in developing palliative care
and bereavement services. Sheila has offered doctoral degree supervision to
over 20 students. She has published widely in academic and professional
journals.

Jane Seymour is a nurse and sociologist. Jane has worked in palliative
care research and education since 1994, before which she pursued a career
in clinical nursing. Her PhD was an ethnographic study of the management
of death, dying and end-of-life decision making in intensive care units. Her
current research interests are advance care planning and the palliative care
needs of older people and their families.

Christine Ingleton qualified as a nurse in 1978 and has worked as a
clinician, manager, educationalist and researcher. Her doctoral thesis was
concerned with the development of a model for palliative care service evalu-
ation and she has published widely in this area. She has been involved in a
variety of funded research projects in the area of end-of-life care, including
service evaluation, needs assessment, satisfaction with bereavement care,
the provision and quality of respite services, and the role of non-specialist
providers of palliative care.

The authors

We have been most fortunate in obtaining chapters from some of the leading
experts in palliative care. We have selected authors who represent a range of
expertise and are drawn from different professional and academic back-
grounds. They include academics, researchers, professional practitioners,
managers, policy makers and educators. We believe that the diversity of
backgrounds and perspectives enhance the depth of coverage. However, it
does mean that the writing styles vary and while some editorial work has
been undertaken, we are keen that the chapters reflect the views and atti-
tudes of our authors rather than conform to our perspectives. We have urged
authors to take an international perspective when possible, but each person
is likely to know their own country’s health care systems and issues best. We
realize that there are some important omissions; namely, we have decided
not to include a chapter written by a patient or carer presenting the ‘user’
perspective. Although this has become fashionable, we are concerned about
tokenism and we also acknowledge that people hold multiple roles – in
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that some of our chapter authors may also be a patient and/or a carer.
Second, we are aware that our authors do not represent all areas of the
world, especially palliative care services in developing countries with limited
resources. We regard this not as a failing but as an opportunity for another
book.

Aims of the book

This textbook aims to draw together principles and evidence in palliative
care nursing that underpin practice in order to support both nurses working
in specialist palliative care settings and those whose work involves end-of-life
care in other settings. The book will focus on palliative care for adults. The
textbook uses a novel organizing framework – the trajectory of life-limiting
illness – and will revisit key issues in association with important transitions
in that trajectory (e.g. suspecting illness, diagnosis confirmation, living
with dying and bereavement). Organizing the book like this enables the
examination of complex issues in a longitudinal way and from a variety of
perspectives. We have rejected the old four-part framework of physical,
psychological, social and spiritual care because it tends to prevent an
acknowledgement of the integration of patient experience, and there is a
tendency to privilege physical aspects of care. The book has dedicated sec-
tions on research issues as well as integrating research findings throughout.
The book draws extensively from literature in fields related to, and inform-
ing, nursing: history, psychology, sociology, social policy, anthropology and
ethics. The book emphasizes the phenomenology or experience of care
giving and care receiving and offers an agenda for change and future research.

Explanation of the ‘trajectory of illness’ framework

We have explicitly decided to move beyond an approach based on a trad-
itional model of palliative care involving physical, psychological, social and
spiritual aspects of care, as we believe this is not compatible with a holistic
and person-centred approach. We are mindful that people experiencing
these transitions in their lives are often connected with families and friends
and a wider social network, and we will attempt to suggest how nursing
interventions may encompass a socially embedded approach to care. We
make no assumptions that end-of-life care is concerned merely with those
who have cancer, but much of current specialist palliative care is provided
for those with cancer and, therefore, the research literature reflects this
reality.

Who is this book for?

This book is aimed at post qualifying level and is likely to be useful as a core
text for students undertaking Master’s level courses in palliative care and
related courses in health and social care. The book will contribute to courses
predominately aimed at developing a conceptual understanding of the
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theories and evidence that underpin clinical skills. In addition, the book will
function as a resource for clinical nurse specialists and nurse consultants,
and those working in nurse education and management. The book is aimed
at those working in the UK and other English-speaking countries such as
Australia, New Zealand and Canada. We also believe that it will be useful
for readers in Europe, especially as specialist palliative care education for
nurses becomes more widely developed. While aimed primarily at nurses, we
hope that this book will be read widely by a range of health and social care
practitioners, helping them to think more critically about palliative care.
This book is not primarily a ‘how to do’ book or a practical guide to deliver-
ing care; instead, it seeks to intellectually challenge the reader and promote
debate and discussion about the nature and purpose of palliative care.

Overview of Parts One to Four

This book is structured around a framework of four major parts; the first
three are based on a trajectory of illness model, and the final part addresses
contemporary issues in nursing and inter-professional working. Each part is
introduced by an overview chapter dealing with the principles and theor-
etical issues underpinning practice, which is authored by one or more of the
editors. This is followed by shorter and more focused chapters written by
experts in the area, which deal with specific contexts, conditions and prac-
tical issues. These are meant to be illustrative of the issues raised in the
overview chapter. Chapters conclude with advice on further reading.
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PART ONE
Encountering illness





1
Overview

Sheila Payne and Jane Seymour

It might strike readers as rather strange to start at the beginning of a
patient’s experience of illness when palliative care is usually thought of as
being about services provided at the end of life to people with a serious
illness like advanced cancer. We have already challenged this view in the
Introduction by examining new and emerging models of palliative and sup-
portive care. This chapter explores what it means for people who become ill
to take up the social role of ‘patient’ and the implications this has for family
members and friends who will be designated as ‘carers’ or ‘care-givers’. We
examine various perspectives on the self and introduce models of illness
drawn from anthropology, sociology and psychology. In each case, we exam-
ine how they inform our understandings of palliative care nursing and how
they have influenced the development of palliative care both over time and
across geographical boundaries. In addition, we draw upon current con-
ceptualizations of palliative care to consider how very ill and dying people
are perceived by different societies, how the ‘good death’ has been con-
structed and reshaped over time, and what is considered to be ‘normal’ care
for those with end-stage disease. For example, in developed societies, people
with diseases such as heart failure are more likely to be treated with intensive
medical and nursing interventions like artificial ventilation in intensive care
units right to the end of their lives, whereas others with conditions such as
dementia are less likely to receive such treatments (Seymour 2001).

In the latter part of this chapter, we discuss the impact of disease and
illness upon those people who are in close relationships with the ill person.
These are usually assumed to be family members or relatives, but the
changes wrought by divorce, geographical mobility, increased longevity and
declining birth rates may mean that friends or employed care workers pro-
vide more significant and meaningful relationships. Human beings are social
animals and are embedded within social systems, kinship networks and cul-
tural groups: the lack of such networks is potentially problematic for those
reaching the end of their life, particularly the socially excluded, such as
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refugees and asylum seekers. We therefore introduce the reader to some
concepts about social support, social networks and social relationships.
Overall, this chapter aims to provide a clear framework to guide the reader
through the ensuing chapters in Part One.

What does it mean to become a patient?

The sociological and anthropological literature has long emphasized the
impact of illness and subsequent contact with health care services on per-
sonal identity and feelings of personhood (Kleinman 1980; Helman 2000).
While early functionalist accounts of the ‘patient’s role’ (in which patient-
hood was conceptualized as a ‘social role’ with its own set of expectations,
responsibilities and constraints) are now largely discounted, there remain a
few elements that are highly salient for consideration when thinking about
palliative and health care. The use of the label ‘patient’ continues to be
dominant in the language of health care workers, health care managers and
policy makers, and is widely used by the public. It serves to differentiate the
‘well’ from the ‘ill’, the ‘cared for’ from the ‘care workers’.

Typically, life-threatening illness changes the outlook of the person it
affects and alters the possibilities available to them. One’s taken-for-granted
life and the expectation of an almost limitless future diminish, and with
increasing physical and/or mental decline imposed by illness comes creeping
social isolation as treasured roles are modified and eventually relinquished.
For example, employment provides many opportunities, including financial
security, interactions and social relationships with work colleagues, social
status, power and enhanced self-esteem. Of course, although not all work-
related experiences are life-enhancing, to be forced to leave work because of
illness is particularly symbolic of the way in which life-threatening illness
eventually leads to a transition from activity to passivity. At this point, there
may also be an incremental dismantling of essential features of personhood,
such as the appearance of the physical body, as in cachexia, the destruction
of cognitive and emotional capacity, as in end-stage dementia, and a with-
drawal of social relationships, as in the ‘social death’ described by Sudnow
(1967).

Concepts of the self and identity

Nurses have traditionally engaged with the physical body of the patient by
providing comfort care, observing and recording physiological changes,
assisting with activities of living and administering medical treatments.
These complex skills are often referred to as ‘basic’ nursing care. However,
research by Lawler (1991) has shown how nursing work also involves a
detailed social understanding of the body. Her research has demonstrated
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Box 1.1 An example of a study of people with lung cancer from the Netherlands (The 2002)

A social science researcher, Anne-Mei The (2002), conducted an ethnographic study in a cancer
centre focusing on the experience of a group of patients with advanced small-cell lung cancer.
Ethnography has been defined as ‘that form of inquiry and writing that produces descriptions and
accounts about the ways of life of the writer and those written about’ (Denzin 1997: xi). Ethnogra-
phers typically develop a close relationship with people to gain access to their understandings and
the social culture they inhabit. Anne-Mei The spent a great deal of time in the clinics listening to the
doctors and nurses and sharing the experiences of the patients and their families as they underwent
diagnosis, initial treatment, recurrence and through to their final days and deaths. We are introduced
to the key players: Mr van der Ploeg, Mr Dekker, Mr Henvel, Mr Wiersema, Mr Wessels and other
patients early in their illness, their spouses and families. We also learn about medical and nursing
staff not as stereotypical consultant oncologists, junior doctors and ward nurses, but as complex
individuals who vary both between each other and also between their handling of each patient. The
research sought to address the questions about why and how patients remain so optimistic
throughout their illness when the outcome is known (by medical staff) to be almost invariably fatal.
This research offers an antidote to simplistic communication research in cancer care that focuses
solely on ‘the bad news’ interview as though it were a single event. It demonstrates the complex
interactions between patients, families, medical and nursing professionals in constructing what is
‘known’, and when and how it is ‘known’. Anne-Mei The argues that both patients and their doctors
collude in minimizing the significance of the disease in the early stages by concentrating their
attention on short-term outcomes such as planning and starting treatment. In her view, this serves to
deflect attention away from the more unpleasant long-term outcome that will be the patient’s inevit-
able death. This analysis confirms other research such as that by Christakis (1999), which indicates
that doctors are less likely to offer a prognosis than a diagnosis.

Patients and their families come to understand the implications of their disease through pro-
cesses of social comparison with other patients. Once again, this is rarely acknowledged in the
communication literature, where health professionals are often portrayed as virtually the only sources
of information. By comparison, in this research we are shown how patients hear about the recurrences
and deaths of their peers, and how they both learn from, and distance themselves from, these events.
Anne-Mei The also describes how nurses are placed in the difficult position of having to ‘fish’ for
information about the level of awareness of patients because they are not party to the communication
that has occurred between medical consultants and patients. The picture of fluctuating awareness is
akin to that described by Field and Copp (1999) as ‘conditional awareness’. The research paints a
complex picture of the tangled web of truths, half-truths and deceptions that are, in our view, the
pattern of communication that most patients, families and health care workers participate in creating.

This research study is a very good example of ethnography. Ethnographic methodology has a
long tradition in social research about end-of-life care, from the influential work of Glaser and
Strauss (1965) in which ‘awareness contexts’ were described in acute care hospitals in the USA, to
more recent UK examples in a cancer hospital (Costain Schou and Hewison 1999), in a hospice
(Lawton 2000) and in intensive care (Seymour 2001). It is a powerful research methodology that
enables rich analytical accounts to be developed. One of the markers of a good ethnographic
account is an acknowledgement of the role of the researcher in the collection of the data and the
construction of the analysis. In the Epilogue, Anne-Mei The demonstrates how she coped with
the emotional involvement in the participants’ lives and deaths. She addresses the dilemma
between over-involvement and academic detachment which are faced by all researchers who see
themselves as part of the process of research. It is a pity that positivist positions in research serve to
marginalize this method and, therefore, findings from ethnographies are generally not included in
evidence-based practice guidelines.
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that nurses are skilled at managing intimate bodily care while engaging in
strategies to minimize embarrassment and discomfort for the patient.
Changes in nursing education, knowledge and concepts of professional role
in the latter part of the twentieth century opened up new possibilities for
how nurses engage with and ‘know’ patients. May (1992) argues that nurses
now seek to ‘know’ patients in terms of ‘foreground’ and ‘background’
knowledge. ‘Foreground’ knowledge relates to the clinical definition of the
body: this allows nurses to establish what nursing work needs to be under-
taken. ‘Background’ knowledge concerns the person as an individual, and it
is this engagement of nurses with a person who is a complex social being
with an unique identity that is arguably new to nursing rhetoric. Although
there are evident benefits for nurses and patients in moving beyond stereo-
typical portrayals of patients (such as ‘the lung cancer in bed 6’), this
rhetoric can represent a challenge to nurses because it requires sensitive
communication and an openness to the full extent of each person’s experi-
ence of suffering. It is also potentially more invasive for patients because
they are expected to reveal to nurses not only their physical bodies, but also
their thoughts, feelings and existential concerns. Demands to ‘know’ the
whole person and to deliver ‘holistic’ care have been made particularly
loudly in palliative care (e.g. Buckley 2002).

If ‘knowing the person’ is regarded as fundamental to palliative care
nursing, what theories of the self and identity influence our understanding?
In this section, we consider how concepts of the self and identity are
described from various perspectives. Psychological approaches to questions
of self and identity fall into four major groups: psychoanalytic and psycho-
dynamic therapists have drawn upon their clinical work (e.g. Freud 1923),
humanistic psychologists have drawn upon insights from psychotherapeutic
work (e.g. Kelly 1955; Rogers 1961; Maslow 1970), social psychologists have
used experimental methods (e.g. Bem 1972) and, more recently, social con-
structivist theorists have drawn upon narrative methods (e.g. Crossley 2000).
Sociologists tend to emphasize the influence of socialization or ‘cultural
programming’ (Giddens 1998) on self-identity. Critically important here are
the accidents of birth that tend to give individuals differential educational
and employment opportunities and thus ensure that they occupy particular
positions in society. Traditional sociological approaches have emphasized:
the influence of historical, cultural and economic circumstances (for
example, the theories of Karl Marx about the way in which social conditions
shape human existence); the influence of ethical or ‘normative’ standards on
identity (for example, Talcott Parson’s idea of ‘sick role’ as a set of nor-
mative expectations that shape the identity of patients); and how
self-perception is fashioned through the way in which others respond to us
during social interaction. This latter idea has emerged in different ways in
the work of symbolic interactionists who have followed George Herbert
Mead and in the work of those who follow Erving Goffman. Goffman
showed how the small rituals of everyday life constrain our behaviour
and shape our sense of self as we learn to ‘play the game’ (May 1996).
Contemporary sociologists have used these traditional perspectives in new
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ways. Most notable among these is Giddens’ theory of ‘structuration’, in
which he draws together a range of perspectives to argue that social struc-
tures (of which culture is pre-eminent) do not merely influence a person’s
sense of self, but are manifest through individuals’ engagement with the
practices that make up social life (Giddens 1976).

Identity has been posited to be derived predominantly from one’s social
position at birth (e.g. being born to wealthy or poor parents), acquired
through education and employment, or derived from performance of social
roles like being a parent, a widower or widow, which determine to some
extent what are regarded as appropriate behaviours and ways of interacting
with others. More recently, identity has been presented as a more flexible and
negotiated construct, and it has been suggested that people living in con-
temporary Western societies take a more reflexive and internalized position
to identity in which traditional belief systems play little part. Thus Taylor
(1989) argues that in many countries people now spend more time pondering
existential questions about the meaning of life and their role in it, because
there is less acceptance of broad frameworks like religion.

Lawler (1997) has emphasized that the outward presentation of the
body has become very influential in defining identity and individuality, and
conveys powerful messages about culture. For example, our choice of cloth-
ing and accessories can signify wealth, culture, age and gender. Similarly,
body art (e.g. tattoos, ear rings and nose studs) is closely linked with the way
we wish to convey both our identity as cultural group members and as
individuals. Wearing make-up and styling hair in certain ways are gender
markers in most cultures. Thus, difficulty in maintaining one’s usual stand-
ards of personal dress and grooming may be profoundly challenging for
people with advanced disease. For example, the thinness associated with
cachexia or the swelling arising from ascites may be difficult to mask by
clothing and may lead people and their families to feel depersonalized by the
experience of illness.

Narratives, or stories, have become a powerful and popular way to reveal
identity (Radley 1993). Biographies and autobiographies are popular in
everyday life and, in a recent book, they have also been used to provide
insights into how Canadians experience dying (see Barnard et al. 2000).
Crossley (2000) argues that people use stories to create accounts of them-
selves that are flexible over time. Stories also provide an opportunity for
people to make sense of experiences and find meanings (Launer 2003). For
example, you may have dealt with patients and families who have been
involved in a traumatic road traffic accident, and found them constantly
needing to tell their story about what happened. Arguably, one of the func-
tions of counselling is to provide the space for people to tell their story, from
which they may gain insights into themselves and may even find the story-
telling healing (Frank 1995). Many bereavement counsellors report that
being available to listen and hear the story of the death is an important
aspect of their role (Payne et al. 2002). Crossley (2000) suggests that the way
the story is told and the language used serve to shape people’s understanding
of their own identity. Thus, some people with cancer object strongly to the
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term ‘cancer victim’ because it positions them as passive, helpless and
deserving of pity. They prefer to use language which indicates a more active
and positive stance, such as ‘cancer survivor’.

Sociologists highlight how serious and chronic illness disrupts indi-
viduals’ sense of identity and the taken-for-grantedness of continuity that
characterizes most people’s lives (see, for example, Bury 1982; Charmaz
1991). Most of us optimistically assume that we will live to a happy and
healthy old age and we plan and live our lives based on these assumptions.
Therefore, when illness occurs, especially if this is sudden like a stroke, there
are major psychological and social adjustments to be made, as well as the
challenges of managing the physical and functional changes associated with
illness. ‘Narrative medicine’ is a new development that seeks to take account
of how people understand their identity and how illness impacts on their
sense of self and the meaning that illness has at each stage in their life
(Greenhalgh and Hurwitz 1998). It also seeks to redefine the role of medi-
cine by emphasizing the more fundamental and humanitarian aspects of
care. It is argued that by using narrative (stories), patients can be encouraged
to share their experiences, which provides an insight into their predicaments.

The distinction between illness and disease

In this book, we make the distinction between illness, which refers to the
subjective experience of being unwell and may or may not be linked to an
organic disease, and disease, which refers to a recognized pathological state
(see Chapter 7). It is therefore possible for a person to have a life-threatening
disease and to describe themselves as ‘well’. Similarly, it is also possible for a
person to feel ill but not have a disease. The recognition and labelling of
disease states (i.e. diagnosis) has traditionally been the role of medicine, but
a diagnostic label takes no account of the meaning a person places on the set
of symptoms. There are worldwide agreed systems of classification of dis-
eases that are useful in cross-cultural research trials, for example DSM-IV-R
(American Psychiatric Association 1994) for psychiatric conditions. The
fact that disease classification systems are revised and modified indicates
that notions of disease change over time and across cultures.

Research indicates that nurses find diagnostic labels highly salient. In a
study of information transfer between nurses working in wards for older
people, most nurses reported that the essential information they required
during handovers (reports between nursing shifts) included patient’s
name, age, diagnosis and resuscitation status (Payne et al. 2000). During
observations in the same wards, it was noted that nurses always provided
information about the original diagnosis at admission even if subsequent
investigations had altered the diagnosis and made the old one redundant.
This information was always exchanged between nurses at handovers before
nursing care information was given. This indicates that nurses prioritize
medical information and the authors suggested that diagnostic labels
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Box 1.2 An example of a study of one person with oral cancer (Crossley 2003)

John Diamond, a British broadcaster and journalist, wrote an account of his
experience of oral cancer in a series of articles in The Times newspaper over a
period of 4 years, from diagnosis to 1 week before his death. His account
provided a narrative of one man’s experience of living with cancer. Through writ-
ing the articles in the form of a diary, he attempted to find meaning in his experi-
ences and, according to his brother-in-law, the writing was his method of coping
with illness. Crossley (2003), a health psychologist, undertook a narrative analy-
sis of Diamond’s articles, which she interpreted in the context of Del Vecchio
Good and co-workers’ (1994) notion of ‘therapeutic emplotment’. Del Vecchio
Good et al. (1994) have argued that oncologists and patients creatively manage
time and the patients’ experience of illness as part of ‘a larger therapeutic story’
(p. 855). This serves to highlight particular events and episodes that appear to
maintain the possibility of hope. Crossley examined Diamond’s articles for evi-
dence of his unfolding story. She categorized them into six sequential stages.

1 Pre-cancer: touch wood. In the first article on 14 September 1996, he
reported the possibility that his mouth swelling might be cancer but
distanced himself.

2 Learning to live in ‘therapeutic emplotment’. Over the next 6 months, Dia-
mond’s articles were full of accounts of various medical and surgical
treatments and their associated side-effects. His language appeared to be
optimistic, with an emphasis on the future expectation that after 6 weeks
of daily radiotherapy and surgery, he would achieve full recovery. He was
encouraged by health professionals to live in the ‘immediacy of treatment’
while the future held the promise of a certainty of outcome (cure).

3 In limbo: holding one’s breath. Following treatment, he came to realize that
‘the truth is . . . I still don’t know whether I’m cured. Nor will I know for
weeks, or months, or possibly years’. This period is sometimes described
as ‘watchful waiting’ and can be even more stressful than undergoing
active medical treatment (Jones and Payne 2000).

4 Recurrence: ‘therapeutic emplotment’ continued. Ten months after what
appeared to be the ‘end’ of treatment, his cancer recurred. Diamond tried
to be optimistic in the face of further radical head and neck surgery. He
wrote, ‘if the surgeons slash and burn in the right way, then I have a
reasonable chance of a cure’.

5 Through the mirror: the ‘unspoken narrative’. Following surgery, there was
evidence that Diamond started to abandon his previous expectations of
cure and gave up his ‘almost childish belief in the power of modern medi-
cine’. However, he consented to chemotherapy, which he described as
‘stale hell’ and some 4 months later another swelling in his neck was
confirmed as cancer recurrence.

6 Endings or the end? The final period of writing was characterized by a
lethargy and resignation. Further recurrence and spread to his lungs were
responded to by his agreement to a further three courses of chemotherapy
but with no optimistic expectations. One week later, he died in hospital.

This is a tale of one person’s experience of oral cancer. As readers we know the
outcome, but as Crossley points out in her analysis, Diamond did not. How he
engaged with this uncertainty is powerfully revealed in his writing.
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functioned to stereotype patients and were used to determine the types of
care to be given. Moreover, attention appeared to be focused on the current
diagnosis, with less attention being paid to the co-morbidities experienced
by these older people.

Patterns of disease have traditionally been categorized as chronic or
acute. Palliative care services have predominantly been concerned with pro-
viding care for people with chronic rather than acute diseases. This distinc-
tion has, arguably, become blurred by changes in diseases themselves, in
medical technology and in treatment. For example, 50 years ago childhood
leukaemias were regarded as acute and rapidly fatal diseases but now most
children with leukaemia survive. Similarly, antiretroviral agents have trans-
formed AIDS into a chronic disease, or at least for those who have access to
appropriate medication. Many cancers are now also experienced as an
intermittent chronic condition, as patients encounter repeated episodes of
recurrence and further treatment. However, the public perception of cancer
remains of a rapidly fatal disease.

In the UK, palliative care services have been closely identified with can-
cer and it is only in the last 5 years that serious attempts have been made to
broaden the scope of palliative care to those with other life-threatening
conditions (Addington-Hall and Higginson 2001). Arguably this change in
focus has paralleled the growth in medical treatments for such conditions
that prolong life and thus create space for the greater use of palliative inter-
ventions. For example, ACE inhibitors have prolonged the lives of those
with heart failure and the quality of palliative care delivered to patients with
heart failure has, at the same time, come under the spotlight (British Heart
Foundation 2001). Out of this has come recognition that the prognosis of
those with heart failure is worse than for those with breast or prostate can-
cer, with one in five patients dying within a year of diagnosis. Moreover,
retrospective UK data gathered from carers indicate that end-of-life symp-
toms for those dying of heart failure are distressing and poorly controlled
(McCarthy et al. 1996), suggesting that much remains to be done to enhance
the quality of care for those dying of heart failure. While attention is begin-
ning to be focused on the need to improve end-of-life care in a range of
chronic physical diseases, those with mental health conditions and cognitive
deficits remain largely neglected (Lloyd-Williams and Payne 2002).

Underpinning much of the palliative care literature is an assumption
that people have a single identifiable disease. Yet evidence from Western
countries suggests that the majority of older people and an increasing pro-
portion of younger people are living with at least one chronic disease and a
range of co-morbidities (Williams and Botti 2002). There is evidence that
with increasing age there is a rise in the number of co-morbidities. For
example, an 88-year-old person may live with pain from osteoarthritis,
asthma that results in acute episodes of breathlessness and is complicated by
recurrent chest infections, and osteoporosis that has resulted in hip fractures.
This person has, therefore, several chronic diseases that result in chronic pain
and also a number of acute problems requiring a complex range of health
and social care interventions. The outcome of experiencing a number of
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chronic diseases may include reduced quality of life, repeated and sometimes
unpredictable requirements for health and social care services, and increased
health care costs. Unfortunately, the organization of medical services gener-
ally focuses on specific types of pathology (e.g. oncology or orthopaedics)
with little integration between services, which necessitates visits to different
physicians at different clinics and possibly in different hospitals.

There is some evidence that the end-of-life care needs of older people
have been relatively neglected by palliative care services (Seymour et al.
2001). Seymour et al. argue that expertise in gerontology and elderly care
medicine may provide useful insights for palliative care workers who may be
unfamiliar with working with people over 85 years. For these people, pat-
terns of deterioration and dying may be less clear-cut than in younger
people. Their physical and mental decline, which will often be combined
with social withdrawal, may be drawn out over many years, and it is more
difficult to recognize a clearly terminal phase. It has been highlighted that
there is a need to build collaboratively upon the skills and expertise of
care workers located in nursing and care home environments rather than
assume that specialist palliative care workers are expert in all types of dying
(Froggatt 2001; Froggatt et al. 2002).

So far, we have differentiated between illness and disease and highlighted
how important these are for understanding the experience of patients. But
we have not yet mentioned or sought to define ‘health’ in the context of
palliative care. Readers may be surprised to consider this as an outcome
of palliative care. Yet Kellehear (1999) has argued for a ‘health promoting
palliative care’, and enhanced quality of life is widely regarded as a success-
ful outcome for palliative and supportive care. Another way to construe this
is that the outcome of palliative care interventions and nursing care is to
foster and enhance remaining opportunities for healthy living. This does not
just mean eating more fruit and vegetables or stopping smoking, but
enhancing perceived well-being and health. Of course, ‘health’ is a notori-
ously difficult concept to define. However, it is possible to identify a number
of differing perspectives on health and illness to provide a foundation to
thinking about health in advanced disease. Within each perspective there are
numerous debates and we do not claim to do justice to the complexity of the
positions introduced here. The following is merely an introduction to these
and readers are encouraged to seek more information from specialist texts.

Models of health and illness

Anthropologists have emphasized that Western notions of biomedicine are
just one of a number of ways to understand health, illness and the body
(Kleinman 1980). Moreover, Western medicine should not be thought of as
a static or uniformly agreed set of ideas, as caricatured in the ‘medical
model’. Biomedicine is constantly evolving; for example, recent research on
genetics and the human genome project bring new ways to conceive of the
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body and to think about the genetic and foetal origins of disease. As well as
Western biomedicine, there are other well-accepted medical systems such as
that used by Chinese medical practitioners. And, of course, people also have
access to their own culturally defined folk beliefs that may incorporate
aspects of other health beliefs, such as those derived from biomedicine.
These health and illness beliefs may be complex and influence health-seeking
behaviours, especially in relation to common ailments and normal life tran-
sitions. Thus, as we will see in Part Three, folk beliefs about what are ‘nor-
mal’ bereavement experiences incorporate psychological models of phases
and beliefs that bereavement represents a ‘process’ (Payne et al. 1999).

In the UK and in North America, a heterogeneous group of therapies,
dietary practices and types of healing have been labelled as ‘complementary
medicine’. The use of this term to describe a diverse range of therapeutic
and diagnostic interventions positions them as adjuncts to biomedicine,
although this relationship is ambivalent. The critics of complementary
medicine highlight the lack of scientific evidence to support the use of many
of the therapies, while their supporters emphasize the popularity of these
interventions with the general public and how some therapies have gained
acceptance as supportive treatments in hospice and palliative care con-
texts. In many areas, nurses have been active in including complementary
therapies – especially ‘touch therapies’ like aromatherapy and massage – in
the repertoire of interventions available to palliative care patients.

Evidence from major surveys in the UK (e.g. Blaxter 1990) has been
used by sociologists to demonstrate that health and illness are regarded in
different ways by different groups of people. Field (1993) reminds us that
social factors such as gender, age, social class, economic and educational
abilities, all influence what people regard as normal health and how they
define themselves as ill. For example, in some communities where smoking is
common, older people have described a cough as ‘normal’. The apparent
paradox in contemporary societies is that there appears to be greater mis-
trust and disillusionment with medical practitioners and health care institu-
tions than in the past but, at the same time, greater attention is devoted to
risk management and seeking health care (Lupton 1994). There are a pleth-
ora of health information sources but access to them, especially via elec-
tronic computer-based media, are known to be related to socio-demographic
factors such as age and economic resources, which may exacerbate health
inequalities.

Psychological perspectives on health and illness have tended to focus
upon trying to understand the thought processes (cognitions) and
behaviours of individuals. It is recognized that people are influenced by the
views and beliefs of others, especially those important to them. A number of
the early models, such as the Health Belief Model (Becker and Maiman
1975) and the Theory of Planned Behaviour (Ajzen 1991), focused on
behavioural intention and trying to predict how people make choices about
health behaviours, such as stopping smoking or attending for breast cancer
screening. These theories are popular with health psychologists but have a
limited ability to predict actual behaviour because they tend to assume that
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people behave rationally, are not heavily influenced by their emotional state
and have to make all their decisions at one time (for a more detailed critique,
see Crossley 2000). Recently, Petrie and Weinman (1997) have developed
Leventhal’s model of illness representation to take account of both cogni-
tive and emotional elements in how illness is understood. In contrast,
Prochaska and DiClemente (1983) developed the Transtheoretical Model,
which takes account of the extent to which people are prepared to change
their health behaviours. This suggests that interventions such as smoking
cessation should be linked to the motivational stage of the person. When
people are thinking about changing (that is when providing information
about how to change) makes the most impact. In contrast, giving information
about why they should change their behaviour is needed at an earlier stage
when they are contemplating making changes; such information becomes
redundant once the decision has been made.

The impact of the illness on the family and the social context
of the family

So far, we have concentrated on people facing the end of their lives and not
the people who populate their lives and social worlds. This has been a criti-
cism of palliative care (Field 2000). Field has argued that while specialist
palliative care workers acknowledge the psychosocial impact of illness and
the need to recognize psychosocial care needs, the emphasis has tended to be
on the psychological care of patients with much less attention being directed
to social aspects. Whatever your views are about this criticism, in this book
we intend to consider explicitly the social relationships and social contexts in
which people live. The remainder of this chapter is therefore devoted to an
account of how ‘social support’ and ‘social network’ are conceptualized in
the literature. We focus on the impact of illness and approaching death upon
families and friends, who are often described as carers or care-givers. In
many nursing textbooks, these people remain marginal in the text and there-
fore, by implication, in the lives and deaths of patients. But the reality of
palliative care nursing both in community or institutional contexts means
that we are constantly working with the families and friends of our patients.

Who are the family?

We suggest that a broad definition of ‘family’ is necessary to encapsulate
those people who share biological, social or legal ties. It includes those
related by continuing heterosexual and same-sex relationships. It also
includes wider culturally recognized groups such as the New Zealand Maori
whanau and other extended families through birth, adoption or legal con-
tract (marriage). Nurses should be aware that notions of what constitute a
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‘family’ may vary between cultures, from a dyad (for example, a mother and
child) to a multi-generational dynasty. Perhaps a defining feature of a family
is the sense of enduring emotional and social bonds experienced by
members.

Whatever the definitional problems with the term ‘family’, it should be
acknowledged that families are dynamic social structures. Families change
over time as members are added through marriage, birth and adoption or
lost through death and, in some cultures, following marriage. There are role
expectations, responsibilities and commitments that are often related to eco-
nomic provision, child-bearing and child-raising activities and in some cul-
tures the roles may be defined by gender. Theories tend to describe family
relationships in terms of complex systems of reciprocal demands and
support.

Social changes in Western countries have influenced family structures
and the availability of family members to fulfil caring roles. These changes
include increasing divorce and separation, with some individuals experi-
encing a series of marital relationships. Their children thus experience a
series of family relationships with step-parenting and step siblings becoming
more common. Increased longevity may result in greater numbers of people
enjoying being grandparents or great grandparents, but also an increased
possibility of experiencing the loss of, or distancing from, family members in
late old age. In many countries there is a declining birth rate, with some
people remaining childless (approximately 10 per cent in the UK) and family
size declining to one or two children per partnership. This reduces the poten-
tial number of people related by kinship who may be available to offer care
near the end of life. Economic pressures for two incomes combined with
other factors has increased female employment rates, while male employ-
ment patterns have become less stable with greater geographical mobility
and more part-time working. One of the most dramatic changes of recent
years relates to the disease trends in Africa that relate to AIDS: this has
massively increased the numbers of children orphaned and growing up in
unprotected or institutional environments.

Certain groups in society are less likely to have close family ties. Socially
disadvantaged or socially excluded people such as refugees, homeless people
and prisoners are less likely to have access to families or friends to support
them during times of crisis. Other people may reject, or have been rejected
by, their families. It is important to remember that not all families are mutu-
ally supportive or beneficial to their members. Rather, some may be consti-
tuted by abusive, exploitative or threatening relationships that undermine or
threaten an individual’s welfare.

Older people, especially those in later old age (more than 85 years), are
an increasing proportion of the population in many developed countries,
and are vulnerable to social isolation as their families disperse and their
friends die. Approximately a fifth of all people over 85 years in the UK
die in residential or nursing homes. For many, close emotional and social
relationships with their peers and with staff members assume a special
importance.
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Who are the carers?

Lay people who take on unpaid caring roles in relation to the person facing
the end of life are usually defined as ‘carers’ or ‘care-givers’. They may be
family members, friends or neighbours, although it should not be assumed
that all family members are able to, or wish to, take on a caring role. Evi-
dence suggests that more women than men take on a caring role (Payne and
Ellis-Hill 2001), and that in palliative care there is more within-generational
than cross-generational care-giving. Being a carer is a social relationship that
can only be undertaken in the context of another person, even if that person
rejects the carer or is reluctant to be cared for. Research undertaken with
older people indicates that many people are fearful of becoming dependent
upon family members and do not wish to ‘burden’ their adult children
(Seymour et al. in press). So becoming a ‘carer’ and becoming a ‘cared
for’ person are roles that many people approach with some ambivalence.
It should not be assumed that family members or patients are necessarily
comfortable with the term ‘carer’ or attribute it to themselves.

There are a number of ways to conceptualize and categorize caring.
Drawing on the work of Nolan et al. (1995), who built upon the earlier
formulations of Bowers (1987), the following offers one way of conceptual-
izing types of caring:

• anticipatory care

• preventative care

• supervisory care

• instrumental care

• protective care

• preservative care

• (re)constructive care

• reciprocal care

While lists may not be very helpful in a practical sense because types of care
may overlap considerably, they are useful in highlighting ‘hidden’ elements
of caring. For example, in caring for a person with a terminal condition, the
carer may spend time in the early stages, when there are relatively few phys-
ical problems, anticipating and planning for deterioration in the ill person’s
physical abilities. It may only be during the later stages of the illness that
physical caring, such as washing, become necessary. During much of the
illness trajectory, care-giving involves ‘being there’ both physically and emo-
tionally for the ill person but this is rarely construed as ‘caring’ by profes-
sionals. Evidence from The’s (2002) study in the Netherlands (see Box 1.1)
showed how the spouses of people with lung cancer spent many hours
accompanying their relatives to cancer clinics and helped them as advocates
and as mediators in acquiring information from health care staff.
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Social support and social network

Here, we briefly explore the concepts of ‘social support’ and ‘social network’
to provide a wider theoretical context within which to situate the subsequent
chapters about carers. We only provide brief examples from a much wider
literature that readers may want to explore for themselves (see Payne and
Ellis-Hill 2001). Social support has been defined as information leading
individuals to believe they are cared for and loved, esteemed and valued, and
belong to a network of communication and mutual obligation (Cobb 1976).
Several different types of social support have been identified. They function
in different ways and may involve ‘doing for’ the cared-for person,
encouraging activity in others, taking responsibility or just ‘being there’ for
others. The following list defines key types of social support:

• Informational support refers to the provision of knowledge relevant to
the situation the individual is experiencing.

• Tangible support refers to specific activities that others provide which are
perceived to be helpful.

• Emotional support is the perceived availability of thoughtful, caring
individuals who can share thoughts and feelings.

• Affirmatory or validatory support is given when others acknowledge the
appropriateness of a person’s beliefs and feelings.

• Social affiliation refers to an individual’s system of mutual obligations
and reciprocal help with other individuals and institutions.

Social support can be differentiated from ‘social network’, which is a
system of social ties such as those formed between family, relatives and
friends. Simmons (1994) suggested that there are seven functions of a social
network: intimacy, social integration, nurturing others, reassurance of
worth, assistance, guidance and access to new contacts. Social networks are
generally defined in terms of their structural properties, including:

• Size: the number of people within the network.

• Network density: the amount of contact between members.

• Accessibility: the ease with which members can be contacted.

• Stability over time: the duration of the relationship.

• Reciprocity: the amount of give and take in the relationship.

• Content: the nature of the involvement in the relationship.

• Intensity: the degree of closeness within the relationship.

The mechanism by which social support mediates the effects of stress
upon health remains controversial. Two main hypotheses have been postu-
lated: the main effects hypothesis, which suggests that social support is
beneficial whether or not the individual is experiencing stress, and the stress
buffering hypothesis, which suggests that social support influences indi-

28 Encountering illness



vidual appraisals of stressful stimuli. No one model adequately explains all
the variance found in the literature. However, it is generally accepted that the
extent of the social network is not sufficient to account for the health-
enhancing effects; rather, it is the perception of the availability of appropri-
ate support and the social skills needed to elicit them that are the key
determinants.

Much of the literature emphasizes the positive effects of social support.
For example, a literature review of social support for those with breast
cancer concluded that social support is important for psychological adjust-
ment and survival (Carlsson and Hamrin 1994). Frequently, psychological
need constitutes the largest proportion of self-identified needs for both
patient and carer, above physical, financial, informational and household
needs (e.g. Hileman and Lackey 1990). The opportunity to confide in others
appears to be an important component and function of social support,
although research indicates differences between the sexes in the number of
available confidantes, with more women appearing to utilize multiple confi-
dantes and men tending to confide in fewer people, usually just their spouse
(Harrison et al. 1995). Social support may break down when there is a
mismatch between the expectations of cancer patients and their relatives,
because relatives make assumptions about what the cancer patient’s needs
might be (Gurowka and Lightman 1995).

Three types of support have been identified as critical for patients receiv-
ing radiotherapy: ‘being there’ (physically, emotionally and spiritually), ‘giv-
ing help’ (instrumental) and ‘giving information and advice’ (Hinds and
Moyer 1997). These authors state that ‘While support was hierarchical in
nature, with levels of support linked to the closeness of relationship, it was
also multi-faceted’ (p. 375). In other words, different people provided differ-
ent types of support at different times. Nevertheless, family and friends were
found to be the primary source of all types of support. Professional support
was mainly perceived to be at an informational level.

Social relationships associated with care-giving may also have negative
aspects. Rook and Pietromonaco (1987) highlighted four unsupportive
factors:

• ineffective help;

• excessive help that increased recipient dependence;

• unwanted or unpleasant interactions;

• encouragement of unhealthy behaviours.

Conflict about care-giving may be experienced in all families, but in families
where conflict is unresolved, long-standing or violent, the establishment of
caring relationships for an ill person is especially problematic. Conflict may
be more intense in small kinship networks where increasingly heavy
demands are placed upon relatively few people, compared with larger more
diverse social networks were there may be more resources for people to draw
upon and the potential for overloading each individual is less. This has
implications for nurses working with certain groups of people, such as those
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with few social contacts (e.g. people who have moved to a new area to retire),
those who are alienated from others because of poor social skills, alcohol or
substance abuse, and those living in socially disadvantaged communities.

In a study of carers of people with dementia in Canada by Neufeld and
Harrison (2003), two main categories of non-support were identified.
Unmet expectations were described as:

• unfulfilled or missing offers;

• unmet expectations for social interactions;

• mismatched aid;

• incompetence.

Negative interactions included:

• disparaging comments;

• conflict in appraisal of the care recipient’s health status;

• criticism;

• spillover of conflict from other issues.

This study provides a useful reminder that social support may function in
undesirable as well as desirable ways. Moreover, both aspects may be experi-
enced during the course of care-giving relationships. Research from Israel
provides evidence from carers of people with dementia that their feelings of
competence and satisfaction with their role of carer can co-exist with feel-
ings of burden (Greenberger and Litwin 2003). The last two cited studies
have been drawn from the experience of care-giving to those with dementia
where, typically, the illness trajectory is more prolonged than in some other
types of illness such as cancer or heart failure. Less research has focused on
the needs of those caring for people likely to experience a quicker dying
trajectory.

Overview of chapters in Part One

In the remainder of this chapter, we introduce the other eight chapters in
Part One. Our aim is to guide the reader by providing a conceptual frame-
work to understand the content.

The experience of dying differs by race, ethnicity, social position and
time in the life span of the person. Paradoxically, it is an experience which all
of us will undergo, but it is arguably highly individual (Nuland 1994) and is
shaped by our social position, culture and location in the world. In Chapter
2, David Clark presents an historical analysis of the care provided for dying
people. He traces back the roots of modern palliative care to before the
mid-twentieth-century developments led by Cicely Saunders in the UK. He
highlights the important role of women, some of whom were nurses, in
responding to the needs of dying people. People are shaped by the under-
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standing of death in their culture and the resources available to them. Many
of the early pioneers trying to improve the care of dying people were
inspired and motivated by religion, especially Christian teaching.

Arguably, nursing as a profession was born out of a sense of Christian
‘calling’ or vocation but was forged in the catalyst of war. Thus nursing
builds upon the ‘normal’ work of women, caring for the sick, child-raising
and tending to dependent family members, both young and old. Religious
institutions had, for a long time, attracted men and women who wished to
dedicate their lives to serving their god through caring for the sick and needy.
Key influences in British nursing history have been war and military medical
services. As most readers will know, Florence Nightingale came to promin-
ence following the Crimean War (1854), but it was the mobilization of
large numbers of young women from all social classes during the First World
War (1914–18) that established the importance of nursing. It also exposed
large numbers of women, the majority working as untrained nurses, to the
realities of dying.

Chapter 2 concludes with an account of global developments, indicating
how services for dying people have responded to socio-political context and
culture.

In Chapter 3, Jane Seymour explores the differences in terminology used
by nurses and others to describe their contribution to palliative care. Readers
may wonder why we have devoted a whole chapter to deconstructing key
terms. We would argue that words are not neutral and do not serve merely to
reflect experience and understandings. Rather, language fundamentally
determines the way in which the world is understood and shaped. Seymour’s
analysis shows how nurses’ definitions of what constitutes nursing care have
made available a number of discourses which open up and also limit possible
interactional styles with patients. Drawing upon May’s (1995) account of
‘knowing the patient’, Seymour argues that in the last 10 years nurses have
reframed their engagement with patients from an attention on care of the
body to an attempt to work with the ‘whole’ person. This account privileges
the psychological status of the person, especially their need for ‘support’.

There is evidence from a large-scale evaluation of Macmillan nurses
(clinical nurse specialists) working in 12 areas of the UK (Corner et al. 2003)
that the majority of referrals were for ‘psychosocial support’, which is a
poorly defined intervention. Corner and co-workers reported that the major-
ity of nursing input could be loosely regarded as psychosocial support. They
indicate that there were considerable methodological problems in conduct-
ing the research because standardized measures of quality of life were
insensitive to detect the subtle changes resulting from nurses’ contributions
to complex and dynamic palliative and cancer care environments.

Seymour’s critique of key concepts in palliative care nursing highlights
the assumptions that are made by nurses; for example, new approaches to
‘knowing’ patients are predicated upon open disclosure of their concerns but
patients may not want to lay bare their soul or reveal their long-held secrets.
The resistance of patients to this style of nursing has not been explored; nor
has there been an adequate investigation of the expectations and wishes of
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patients. For some people in some cultures, stoicism and emotional con-
tainment are highly valued. Do nurses have the right to challenge these ways
of coping?

Merryn Gott focuses in Chapter 4 on the debates surrounding how
patients and others are engaged in shaping palliative care services and
research. The policy of involving people other than professionals in influ-
encing health and social care services has been growing in popularity since
the early 1990s in the UK. It has arisen from social changes that have
challenged medical hegemony and paternalism, and involves a broader
recognition of consumer rights.

Gott differentiates between the terms ‘user’ and ‘consumer’. Neither
word is entirely appropriate, as not all people may be current service users
and in some health care systems, such as the British NHS, patients are not
active purchasers of health care. They may not, therefore, perceive them-
selves to be ‘consumers’. Moreover, Gott points out there is little evidence
that the preferences for terms of those most involved, patients and carers,
have been sought.

Most of the literature advocates the benefits of user involvement by
enhancing self-esteem and empowerment, but there is little rigorous evi-
dence to substantiate these claims. A systematic review by Crawford et al.
(2002) showed that most investigations were descriptive case studies, usually
written by project managers, and the authors concluded that there was
insufficient data to demonstrate any advantage in terms of quality of life or
satisfaction for patients involved in planning and developing services. Gott
highlights the special issues for engaging palliative care patients and carers
in planning services and in research. She reports on different levels of in-
volvement from mere consultation to active participation in the design and
analysis of user-led services and research studies.

Essentially, user involvement initiatives are about power. The active par-
ticipation of patients, carers, the general public and voluntary organizations
has the potential to redistribute power. The idealistic vision is that service
users can truly engage in planning services that are responsive to their needs
and concerns. But a more conservative, arguably realistic, view is that
patients may become disillusioned if services are not seen to change, or that
particular organizational views are privileged (e.g. the most well-resourced
or special interest group). A cynical view is that users may be used to provide
an illusion of democracy and representation that is merely tokenistic (Payne
2002).

Improving the care of patients near the end of life may or may not be
associated with improving access to specialist palliative care services. In
Chapter 5, Julia Addington-Hall draws comparisons between the organiza-
tion and funding of services in the UK and the USA. She highlights how
services have evolved in each country in rather different ways, which she
largely attributes to different funding mechanisms and the extent to which
there is public and professional support. This chapter complements the
earlier historical analysis provided by David Clark.

Addington-Hall goes on to consider two special groups, those with dis-
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eases other than cancer (she describes them as non-cancer) and older people.
They are not mutually exclusive groups, as older people are more likely to die
of diseases other than cancer. She argues that while there is evidence to
indicate bias in current referrals and the uptake of specialist palliative care
services in the UK (this is less evident in the USA), it cannot be concluded
that older people and those without cancer would necessarily benefit from
additional services. Little research has examined the views of older people
about the acceptability of palliative care, and the same lack of evidence of
benefit is true for others.

There are several other groups of people who currently fail to access
specialist palliative care services. These people may be socially disadvan-
taged, and some of the issues related to referral are dealt with in Part Two by
Koffman (dealing with problems of access related to race and ethnicity) and
Katz (dealing in more depth with services for older people and prisoners).

In Chapter 6, Vanessa Taylor focuses on the extent to which general
hospitals provide palliative care. Virtually all patients with life-threatening
conditions will have been diagnosed and treated in acute hospitals. For
many patients, care in acute hospitals becomes a recurrent theme of their
experience of illness, as they undergo initial treatment, recurrence and
further episodes of investigation and therapy [see research by The (2002)
highlighted at the beginning of this chapter].

Taylor’s chapter is drawn from the British health care system and
emphasizes the role of nurses in providing care. There are three main types
of palliative care available in acute hospitals. First, general palliative care is
delivered by all health and social care practitioners. Such care aims to ensure
that all patients’ needs for symptom control, emotional support and social
care are recognized. If the patient’s and/or family’s needs are complex, they
will require referral to specialist practitioners. The second level of provision
comes from clinical nurse specialists and Taylor describes aspects of their
role in detail. Third, some hospitals employ specialist palliative care practi-
tioners from a number of disciplinary backgrounds and these may work
together as a team. There is little evidence or agreement about the optimal
skill mix of these teams, but at a minimum they comprise medical and
nursing specialists in palliative care. Their expertise appears to be most in
demand in relation to managing difficult symptoms and for psychosocial
support. Less attention appears to have been directed to providing specialist
services to enhance social functioning and to deal with existential concerns.

The term ‘transition’ means the movement from one state of being to
another. In Chapter 7, Margaret O’Connor attends first to the experience of
the person with a life-threatening condition and then at the response of
health care policies and services. Life transitions can be regarded as normal.
For example, menopause strictly refers to the point at which a woman ceases
to menstruate and signifies the end of fertility. However, this biological
description is compounded by complex psychological, social and cultural
nuances. Similarly, O’Connor draws attention to the differing ways in which
illness is understood and experienced. She presents stages of transition
through illness and wellness, with differing outcomes including survival,
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which has been mainly researched in relation to those with cancer, and ter-
minal decline. She explores some of the tensions in access to palliative care
policy in Australia where assumptions are made about the stage of illness
(end-stage versus throughout the illness trajectory), the types of diseases
(cancer versus non-cancer) and the special needs of older people. These
themes pick up issues dealt with by Addington-Hall in Chapter 5 on referral
to palliative care. They are themes that will recur throughout this book.

In another of the recurring themes, communication, there has been a
radical transformation in the practice of medicine and nursing in the last 30
years. According to Sullivan (2003: 1595), ‘Bioethics has pointed to the
importance of the patient’s point of view in health care decisions through its
call to respect patient autonomy. Facts known only by physicians need to be
supplemented by values known only by patients.’ In most Western countries,
open disclosure of diagnosis and, to a lesser extent, prognosis is common
practice for those with cancer and, to a lesser extent, other chronic life-
threatening conditions. Patients are encouraged to take responsibility for
their health and participate in medical decisions. Such decisions rely on a
careful blending of the technical knowledge of health care professionals
with the values, desires and expectations of patients. Gone are the days in
which the role of the nurse was merely to ‘reassure’ the patient and collude in
conspiracies of silence. Patient-centred styles of interaction and outcomes,
such as quality of life and place of care preferences, are now regarded as
desirable goals.

In Chapter 8, Nikki Jarrett and Sian Maslin-Prothero provide a broad
overview of the communication literature, drawn predominantly from the
UK context of care. They argue that patients and health professionals com-
municate in a complex matrix of understandings, misunderstandings,
expectations and wishes. Drawing from a post-structuralist perspective, they
demonstrate that language use does not merely reflect reality but serves to
shape and define social realities. They argue that despite the growth in com-
munication skills training, structural and organizational factors limit the
transferability of desirable communication skills to everyday working
environments. Sadly, complaints by patients and carers testify to continuing
problems in communication practices in many health care institutions. An
alternative strategy is, therefore, to empower patients to elicit the informa-
tion and communication styles they desire. An initiative originally developed
in the USA with people with chronic disease offers an opportunity for
patients to be trained as ‘expert patients’. As yet, there is little evidence
about the efficacy of this model of improving communication in people with
advanced and deteriorating conditions, where it may be anticipated that
problems such as fatigue may seriously impact upon their willingness to
engage in training or longer-term activities. To conclude, the principle of
good communication which is responsive and respectful of patients’ wishes
is well established, but the practice of achieving this for all remains elusive.

In Chapter 9, Debbie Fitzsimmons and Sam Ahmedzai draw attention
to the importance of assessment in health care. They start by examining the
influence of nursing theories in shaping the assessments undertaken when
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admitting patients to hospital or hospices. It is only in the last 20 years or so
that British nurses have conducted separate assessments of patients from
medical ‘clerking’ procedures on admission to hospital. Nursing assessments
initially arose as part of ‘the nursing process’, a systematic approach to
documenting, planning and measuring outcomes of care, which focused on
nursing outcomes not merely medical outcomes. These assessments were to
be conducted in collaboration with patients who participated in goal-setting
and defining achievable and desirable outcomes, thus individualizing the
care delivered and the goals attained. While the rhetoric of individualized
care remains, care plans are now frequently pre-prepared documents that
relate to specific conditions or medical procedures.

A major critique by patients of hospital procedures is that they are
repeatedly subjected to assessment by different health and social care profes-
sionals. Not only can this be perceived as very invasive, but it is exhausting
for patients who are often required to volunteer the same information
repeatedly. It is also very time-consuming for professionals in creating their
own records and there is much overlap and redundancy of effort. Two initia-
tives have sought to address these concerns: one is for patients to hold their
own heath care records and the other is to have interdisciplinary shared
records such as that pioneered in the care of older people (Philp et al. 2001).
Both of these may have a place in ensuring better transfer of informa-
tion about patients across health and social care boundaries and between
primary and secondary care providers (Payne et al. 2002). 

In the remainder of their chapter, Fitzsimmons and Ahmedzai review
the literature on the use of standardized measures of quality of life and
measures of specific symptoms. They highlight the different approaches to
quality-of-life assessment and consider their strengths and weaknesses in
palliative care contexts.
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2
History, gender and culture in the rise
of palliative care

David Clark

As the work of palliative care expands around the world, there is a growing
interest in understanding more about how this field of activity first began to
develop in its modern form. This chapter draws on a programme of research
that has been developing since the mid-1990s and is now recognized as a key
source of information about the history of modern hospice and palliative
care.1 It explores how it was that in the nineteenth century a new interest in
the care of the dying first began to emerge and describes some of the activ-
ities led by hospice pioneers at that time. It then goes on to analyse key
developments taking place in the second half of the twentieth century that
began to establish this work not just as the interest of religiously and philan-
thropically motivated individuals and groups, but as something that might
be capable of finding a place within the wider systems of health and social
care delivery. The history of modern palliative care is a short one, and many
of those who have shaped it are still alive to tell their stories and to reflect on
their experience. Learning from that history is a crucial way in which an
increasingly specialized field can better understand its current dilemmas and
also develop effective strategies for the future. But the modern field also has
a pre-history and to make sense of that we must begin by looking back more
than 150 years.

In many parts of Europe, North America and Australia, as the nine-
teenth century advanced, an epidemiological transition got underway that
saw the beginnings of a shift in the dominant causes of death: from fatal
infectious diseases of rapid progression to chronic and life-threatening dis-
eases of longer duration. As this transition became more marked, the
departure from life for many people became an extended and sometimes
uneven process. Consequently, people called ‘the dying’ began to emerge
more clearly as a social category and, over time, the most common place to
end one’s life began to shift from the domestic home to some form of institu-
tion. For the first time in history, special institutions were formed, often the
work of religious orders or religiously motivated philanthropists, that were
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uniquely concerned with the care of dying people. At first, the influence of
these ‘hospices’ and ‘homes for the dying’ was quite limited, scarcely capable
of changing attitudes and practices more generally. They appeared in several
countries through the late nineteenth and early twentieth centuries, but
seemed to have little impact on the wider environment of care for dying
people. In the second half of the twentieth century, however, major innov-
ations did begin to take place, building on and developing some of the ideas
that prevailed in the original religious and philanthropic homes. By this time
a modern ‘movement’ was emerging: reformist in character, advocating new
approaches to old experiences, and above all opening up a space in which the
‘process of dying’ could be newly problematized, shaped and moulded.
Hospice care came to be defined in unprecedented terms, emphasizing ‘qual-
ity of life’, ‘pain and symptom management’ and ‘psycho-social care’. In
several countries, palliative medicine gained recognition as a specialty and
advanced programmes of training developed, not only for physicians, but
also for nurses, social workers and others involved in what came to be seen as
the multidisciplinary activity of modern palliative care. During the last
quarter of the twentieth century, and particularly in the 1990s, there was a
steady growth in the number of services operating in this way, across coun-
tries and continents. In some of the more affluent nations, palliative care, by
the start of the twenty-first century, had reached a stage of relative matur-
ation, gaining a measure of recognition on the part of the public, the profes-
sions and policy makers. Yet in most resource-poor regions of the world,
hospice and palliative care were still struggling to gain a foothold, seen as a
low priority in settings where overall health care expenditure remained
limited and where other social problems appeared more pressing. Over a
relatively short period of time, the achievements made by palliative care
protagonists reveal a line of development that can be traced back to
nineteenth-century foundations. These were laid by nursing orders, philan-
thropic associations and voluntary medical practitioners. Now transformed
into the guise of modern palliative care, the achievements and challenges
take on a new character. They are accompanied by new ways of thinking and
behaving towards dying members of society. Indeed, they seem capable of
generating previously unimagined ways of experiencing illness, suffering and
even mortality itself.

Nineteenth-century origins

The nineteenth century was a time of great hospital building, but it did little
to foster concern for those at the end of life whose condition was beyond
cure (Granshaw and Porter 1989). Here were the first signs of death as a
medical failure. The dying were an unwelcome embarrassment in the new
medical citadels, and so it was outside the ‘mainstream’ of medical practice
that philanthropic and charitable endeavours led to the creation of special
institutions, some of them called hospices, which sought to provide care and
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sanctuary to those nearing death. From the beginning of the nineteenth
century, therefore, it is possible to identify certain important developments
in the care of dying people, and several of which were led by women (Clark
2000).

The young widow and bereaved mother, Jeanne Garnier, together with
others in similar circumstances, formed L’Association des Dames du Cal-
vaire in Lyon, France, in 1842. The association opened a home for the dying
the following year, which it was said was characterized by ‘a respectful famil-
iarity, an attitude of prayer and calm in the face of death’ (quoted in Clark
2000: 51). Jeanne Garnier died in 1853, but her influence led to the founda-
tion of six other establishments for the care of the dying between 1874 (in
Paris) and 1899 (in New York). In both of these cities, modern-day palliative
care services now exist which originate directly from the work of L’Associa-
tion des Dames du Calvaire. Reflecting a sense of religious calling to her
endeavours, Jeanne Garnier remarked in a memoir towards the end of her
own life, ‘J’ai fondée mon refuge avec cinquante francs; la providence a faire
la reste’.

Mary Aikenhead was born in Cork, Ireland, in 1787. At the age of 25
she became Sister Mary Augustine and was established almost immediately
as Superior of a new Order, the Irish Sisters of Charity, the first of its kind in
Ireland to be uncloistered. The Order made plans to establish a hospital.
Three of the sisters went to Paris to learn the work of the Hôpital Notre
Dame de la Pitié. In Ireland they opened St Vincent’s Hospital, Dublin, in
1834. Following many years of chronic illness, Mary Aikenhead died at
nearby Harold’s Cross, in 1858. Fulfilling an ambition which she had long
held, the convent where Mary Aikenhead spent her final years became Our
Lady’s Hospice for the Dying in 1879. The Sisters of Charity followed it
with others in Australia, England and Scotland, all of which still exist today
and are run by the Order as modern palliative care units. One of these, St
Joseph’s Hospice, Hackney, in the impoverished East End of London, and
established in 1905, has a particularly important place in the narrative of
modern palliative care history (see below).

The first institutional home for the dying in England, however, was
established by a Scot, Frances Davidson, in 1885, and was known as ‘The
Friedenheim; a place of peace for those at the end of life’ (Humphreys
1999). It was opened in Mildmay Park, London, and was intended in par-
ticular for those with tuberculosis. Preference was given to those for whom
mortal illness had reduced their circumstances and to whom the workhouse
infirmary was a ‘dreaded last resort’ (Humphreys 1999: 48). Initially, the
Friedenheim had eight beds, but in 1892 a move to new premises in South
Hampstead provided accommodation for up to 35 patients. Admission was
free, though there were private rooms for those who could afford to pay.
Humphreys (1999) also describes another key development around this time
with the establishment, also in London, of the Hostel of God, which was
founded as a result of an appeal in The Times on Christmas Day 1891. The
Anglican Sisters of St James’ Servants of the Poor ran the home from 1892
to 1896, when the Sisters of St Margaret’s of East Grinstead took over. In
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1900, new premises were acquired on Clapham Common, with facilities for
36 patients. Trinity Hospice as it is now known, is no longer under the
governance of a religious order, but continues to operate from premises in
Clapham, and constitutes the longest established palliative care service
in the UK.

In the USA, Rose Hawthorne, the daughter of Nathaniel Hawthorne,
had experienced the death of a child and watched her friend, the poet Emma
Lazarus, dying of cancer. In September 1896, on New York’s Lower East
Side, she opened what is said to be the first home in America for the free care
of ‘incurable and impoverished victims of cancer’.2 The work met with
‘countless hardships and almost universal distrust’, but was part of the
efforts of an organized group of women known as the Servants of Relief of
Incurable Cancer, formed with Alice Huber, the daughter of a Kentucky
physician. In 1900, when Rose Hawthorne’s husband died, she took religious
orders, under the title Mother Alphonsa, and formed an order known as the
Dominican Sisters of Hawthorne. Following the establishment of St Rose’s
Hospice in Lower Manhattan, another home was founded at Rosary Hill,
outside New York, followed by others in Philadelphia, Fall River, Atlanta,
St Paul and Cleveland.

Against this background of institutional provision of specific homes for
the dying, there is also evidence of small numbers of doctors and nurses who
were showing a special interest in the care of the dying by the later decades
of the nineteenth century. In 1890, Mrs Dacre Craven published her guide to
district nurses and home nursing, which contained a chapter on ‘the best
positions for the dying according to their ailment’ (Dacre Craven 1890).
Four years later, Oswald Brown (1894) published his lecture to nurses on the
care of the dying. He drew heavily on William Munk’s (1887) work Eutha-
nasia, which set out the case for medical treatment in aid of an easy death
(and not for medicalized killing in the sense that the term ‘euthanasia’ sub-
sequently came to connote). There were also the medical contributions of
Herbert Snow on the use of opium and cocaine in the relief of suffering
associated with advanced cancerous disease, which appeared in the British
Medical Journal and elsewhere (Snow 1890a,b, 1896, 1897). It is unclear to
what extent these writings had an influence in the institutional homes for the
dying that were being created in this period. If they did have an effect, it was
insufficient to set in train any broader movement of reform; for the time
being these writers and the founders of the homes remained isolated from
one another and lacking a synergy that could lead to more widespread
change.

Although unknown to each other, Jeanne Garnier, Mary Aikenhead,
Frances Davidson and Rose Hawthorne shared a common purpose in their
concern for the care of the dying, and in particular the dying poor. Directly
and indirectly they founded institutions that, a generation later, led to the
development of other homes and hospices elsewhere. They also established
base-camp for what was to follow, for their achievements created some of the
pre-conditions for modern hospice and palliative care development. Hum-
phreys (2001) has shown how these early hospices and homes for the dying
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reveal three sets of concerns: religious, philanthropic and moral. Such
institutions placed a strong emphasis on the cure of the soul, even when the
life of the body was diminishing. They drew on charitable endeavours and
were often concerned to give succour to the poor and disadvantaged. They
were not, however, places in which the medical or nursing care of the dying
was of any real sophistication. Rooted in religious and philanthropic con-
cerns that would diminish as the twentieth century advanced, the early
homes for the dying represent the vital prologue to a period of subsequent
development, which got underway in the decades after the Second World
War.

A mid-twentieth-century sea-change

We know that from the middle of the twentieth century these early hospice
founders were a key source of inspiration to Cicely Saunders as she set about
her life’s work to improve the care of dying people. Indeed, they influenced
her clinical activities, her research and teaching, and the formation of St
Christopher’s Hospice in 1967. They were also a source of inspiration for
her continuing leadership and inspiration to palliative care workers in many
places (Clark 2001a). We also know that Cicely Saunders was acting as part
of an international network of like-minded people, even from as early as
1958 when she published her first paper in The St Thomas’s Hospital Gazette.
This network covered North America, India and Ceylon, Australia, France,
Switzerland, the Netherlands and communist Poland, and is revealed in her
remarkable and extensive correspondence of the time (Clark 2002a). Indeed,
it can be argued that the foundation of St Christopher’s Hospice in London
in 1967 by Cicely Saunders and her colleagues should be seen not as the
beginning of the modern hospice movement, but rather as the conclusion to
the first stage of its international development (Clark 1998).

Box 2.1

I am a doctor of medicine, having read this rather late in life after training first as
a nurse and then as an almoner. I read medicine because I was so interested
and challenged by the problems of patients dying of cancer, and have for the
past twelve years had in mind the hope that I might be led to found a new Home
for these patients . . . I am enclosing a reprint of some articles which I wrote for
the ‘Nursing Times’ at their request last year, and which contain something of
what I have learnt so far. I am also enclosing a scheme for a Home which I am
trying to plan for at the moment.

Cicely Saunders to Olive Wyon, 4 March 1969

(Clark 2002a: 23)
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By the late 1950s, the British National Health Service had been in exist-
ence for more than a decade; it formed part of a welfare state pledged to
provide care ‘from the cradle to the grave’. Yet the new health service had
done nothing to promote the care of its dying patients. Instead, the thrust of
policy was moving towards acute medicine and rehabilitation. Yes, there was
increasing awareness of the demographic changes that would lead to far
more elderly people in the population, but the consequences for their care,
and in particular for those affected by malignant disease, received scant
attention. Cicely Saunders was one of a handful of clinicians on both sides
of the Atlantic who began to take a special interest in the care of the dying in
this context.

It is also important to note that the most immediate audience for Cicely
Saunders’s writings was among nurses. Although she struggled to spawn
medical interest in her work (Clark 1998; Faull and Nicholson 2003), nurs-
ing colleagues encouraged her, became involved in her plans and fostered the
publication of her ideas. A series of six articles by Cicely Saunders that
appeared in the Nursing Times in the autumn of 1959 provoked a huge
written response from the readership, as well as an editorial in the Daily
Telegraph (Clark 1997). The articles were among the first to elucidate a set of
principles for the care of the dying that could be used as a guide to practice.
Rooted in strong personal, religious and moral convictions, they also made
compelling, if controversial, reading. The following year they were repro-
duced in a Nursing Times pamphlet (Saunders 1960a), Care of the Dying,
and Cicely Saunders continued to write for the journal throughout the early
1960s. Similarly, in 1964, she was invited to contribute a piece to the Ameri-
can Journal of Nursing (Clark 2001b). When it appeared, the piece used case
illustrations from St Joseph’s Hospice to focus on nursing aspects of care,
giving particular prominence to a major point of discussion at that time: the
question of whether to reveal the patient’s prognosis. Once again, the article
produced a considerable postbag, and every nurse who wrote in from across
the USA received a personal reply from the author.

Why were nurses so eager to read such material and how was it that these
writings on terminal care found such resonances within nursing audiences?
By the mid-twentieth century, important changes were occurring in Western
medicine and health care. Specialization was advancing rapidly, new treat-
ments were proliferating, and there was an increasing emphasis on cure and
rehabilitation. At the same time, death in the hospital, rather than at home,
was becoming the norm; and the dying patient or ‘hopeless case’ was often
viewed as a failure of medical practice. In a series of famous lectures in the
1930s, the American physician and champion of nursing revisionism, Alfred
Worcester, had noted: ‘many doctors nowadays, when the death of their
patients becomes imminent, seem to believe that it is quite proper to leave
the dying in the care of the nurses and the sorrowing relatives. This shifting
of responsibility is un-pardonable. And one of its results is that as less
professional interest is taken in such service less is known about it’ (Worces-
ter 1935: 33). It seems that nurses bridled at such trends and observations. If
Worcester thought it unpardonable that patients should be left in this way,
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nurses considered that they and their dying patients had been abandoned by
their medical colleagues and indeed ignored by society. Nurses who had
remained with the task of staying with their dying patients therefore found
some endorsement and succour in the early writings of Cicely Saunders and
indeed showed a willingness to contribute to the new thinking, even when
doctors remained sceptical and doubting. It was as if in reading this new
writing on a traditional aspect of nursing care, in some way the notion of
nursing as a ‘calling’ was being rekindled: ‘you have been a guiding light in
helping me to discover what I have been searching for as a student nurse’,
observed one American correspondent (Clark 1998: 54).

An emerging specialization

Despite these concerns, some initiatives for improving care at the end of life
did begin to gain a wider hearing from the early 1960s. In Britain, attention
focused on the medical ‘neglect’ of the terminally ill; in the USA, a reaction
to the medicalization of death began to take root. Four particular innov-
ations can be identified (Clark 1999a). First, there was a shift within the
professional literature of care of the dying, from idiosyncratic anecdote to
systematic observation. New studies – by nurses, doctors, social workers and
social scientists – provided evidence about the social and clinical aspects of
dying in contemporary society. By the early 1960s, leading articles in The
Lancet and British Medical Journal were drawing on the evidence of research
to suggest ways in which terminal care could be promoted and arguments for
euthanasia might be countered. Second, a new view of dying began to
emerge that sought to foster concepts of dignity and meaning. Enormous
scope was opened up here for refining ideas about the dying process and
exploring the extent to which patients should and did know about their
terminal condition. Third, an active rather than a passive approach to the
care of the dying was promoted with increasing vigour. Within this, the
fatalistic resignation of the doctor was supplanted by a determination to
find new and imaginative ways to continue caring up to the end of life and,
indeed, beyond it in the care of the bereaved. Fourth, a growing recognition
of the interdependency of mental and physical distress created the potential
for a more embodied notion of suffering, thus constituting a profound chal-
lenge to the body–mind dualism upon which so much medical practice of
the period was predicated.

Box 2.2 Key innovations in care of the dying in the 1950s and 1960s

� Emergence of the first research studies
� A new approach to dignity and meaning in dying
� Active solutions to clinical problems
� Recognition of the interdependency of mental and physical suffering
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As we have already observed, it was the work of Cicely Saunders, first
developed in St Joseph’s Hospice in Hackney, East London, that was to
prove most consequential, for it was she that began to forge a peculiarly
modern philosophy of terminal care. Through systematic attention to
patient narratives, listening carefully to stories of illness, disease and suffer-
ing, she evolved the concept of ‘total pain’ (Clark 1999b). This view of pain
moved beyond the physical to encompass the social, emotional, even spirit-
ual aspects of suffering, captured so comprehensively by the patient who
told her: ‘All of me is wrong’ (Saunders 1964: viii). But it was also linked to a
hard-headed approach to pain management. Her message was simple: ‘con-
stant pain needs constant control’ (Saunders 1960b: 17). Analgesics should
be employed in a method of regular giving, which would ensure that pain
was prevented in advance rather than alleviated once it had become estab-
lished, and they should be used progressively, from mild to moderate to
strong.

Even before the opening of St Christopher’s Hospice in South London
in 1967, it had become a source of inspiration to others and was also firmly
established in an international network. The correspondence of Cicely
Saunders shows clearly how it attracted the interests of senior academics
and managers in American nursing, as well as those from many countries
who were eager to develop their practical skills through work on the wards
of the hospice (Clark 2002a). As the first ‘modern’ hospice, it sought to
combine three key principles: excellent clinical care, education and research.
It therefore differed significantly from the other homes for the dying which
had preceded it and sought to establish itself as a centre of excellence in a
new field of care. Its success was phenomenal and it soon became the stimu-
lus for an expansive phase of hospice development, not only in Britain, but
also around the world.

Growth and diversification in the later twentieth century:
the global perspective

From the outset, ideas developed at St Christopher’s were applied differently
in other places and contexts. Within a decade it was accepted that the prin-
ciples of hospice care could be practised in many settings: not only in spe-
cialist in-patient units, but also in home care and day care services. Similarly,
hospital units and support teams were established that brought the new
thinking about dying into the very heartlands of acute medicine. Modern
hospice developments took place first in affluent countries, but in time they
also gained a hold in poorer countries, often supported by mentoring and
‘twinning’ arrangements with more established hospices in the West. By the
mid-1980s, a process of maturation was in evidence in some countries, but
elsewhere growth was slow and a source of disappointment to palliative care
activists.
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Pioneers of first-wave hospice development and some of their second-
generation successors worked to promote their work in many countries of
the world, building increasingly on international networks of support and
collaboration. The International Association for the Study of Pain was
founded by John Bonica and associates in 1973 at an interdisciplinary meet-
ing of 300 specialists, held in Issaquah, Washington. By 1998 it had 55 chap-
ters on six continents.3 In 1976, the First International Congress on the Care
of the Terminally Ill was held in Montreal, and organized every 2 years
thereafter by Balfour Mount and colleagues. In 1980, Josefina Magno and
others formed the International Hospice Institute; in 1995 it evolved into the
International Hospice Institute and College, and in 1999 became the Inter-
national Association for Hospice and Palliative Care (Woodruff et al. 2001;
Bruera et al. 2002). In 1982, the World Health Organization Cancer Pain
Programme began to develop, under the leadership of Jan Stjernswärd, and
was to promulgate the three-step analgesic ladder for cancer pain relief
(Swerdlow and Stjernswärd 1982), the influence of which quickly spread to
dozens of countries. In 1988, the European Association for Palliative Care
was formed in Milan, Italy, and Vittorio Ventafridda became its first Presi-
dent the following year (Blumhuber et al. 2002). In 1990, the Hospice
Information Service, based at St Christopher’s Hospice in London, began its
newsletter, Hospice Bulletin, which quickly became a source of information
on hospice innovation around the world (Saunders 2000). In 1999, the East-
ern and Central European Palliative Task Force (ECEPT) came into being at

Table 2.1 Pan-national associations and initiatives in hospice and palliative care

1973 International Association for the Study of Pain, founded Issaquah,
Washington, USA

1976 First International Congress on the Care of the Terminally Ill, Montreal,
Canada

1980 International Hospice Institute, became International Hospice Institute
and College (1995) and International Association for Hospice and
Palliative Care (1999)

1982 World Health Organization Cancer Pain Programme initiated

1988 European Association of Palliative Care founded in Milan, Italy

1990 Hospice Information Service, founded at St Christopher’s Hospice,
London, UK

1998 Poznan Declaration leads to the foundation of the Eastern and Central
European Palliative Task Force (1999)

1999 Foundation for Hospices in Sub-Saharan Africa founded in USA

2000 Latin American Association of Palliative Care founded

2001 Asia Pacific Hospice Palliative Care Network founded

2002 UK Forum for Hospice and Palliative Care Worldwide founded by Help
the Hospices
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a congress held in Geneva (Luczak and Kluziak 2001); building on the tenets
of the Poznan Declaration (1999), it aimed to gather data on hospice
and palliative care in the region, share experiences of achievements and
obstacles, influence the institutions of government, set standards to meet
local needs and raise awareness. The Foundation for Hospices in Sub-
Saharan Africa was established in 1999 to serve hospice developments in the
region (FHSSA 2002). In the new millennium, the year 2000 saw the creation
of the Latin American Association of Palliative Care. In 2001, the Asia
Pacific Hospice Palliative Care Network was founded, representing 14 coun-
tries (Goh 2002). Next came the UK Forum for Hospice and Palliative Care
Worldwide, which became operational in 2002, with aims to coordinate the
work of relevant groups in the UK, to support education, to advocate, to
provide information and to raise funds (Richardson et al. 2002). A 1999
listing of palliative care organizations with a global perspective (Speck 1999)
also includes British Aid for Hospices Abroad, Global Cancer Concern, the
Hospice Education Institute and the WHO Collaborating Centre for Pallia-
tive Cancer Care, Oxford; other WHO collaborating centres have also been
established in Milan, Wisconsin and Saitama.

In relation to services on the ground, according to the UK group Hos-
pice Information,4 it is estimated that in 2002 hospice or palliative care initia-
tives existed, or were under development on every continent of the world, in
around 100 countries. The total number of hospice or palliative care initia-
tives was in excess of 8000 and these included in-patient units, hospital-based
services, community-based teams, day care centres and other modes of deliv-
ery. Such a picture must be set against the stark realities of global need for
palliative care at the beginning of the twenty-first century: 56 million deaths
per year, with an estimated 60 per cent who could benefit from some form of
palliative care (Stjernswärd and Clark 2003). A substantial literature on
national developments in hospice and palliative care records important
achievements and many developments in the face of adversity, together with
a large agenda of ‘unfinished business’ (Stjernswärd and Clark 2003).

Hospice services in the USA grew dramatically from the founding
organization in New Haven in 1974 to some 3000 providers by the end of the
twentieth century. In 1982, a major milestone was the achievement of fund-
ing recognition for hospices under the Medicare programme. Several key
developments occurred in the 1990s. National representative bodies
appeared to take a more professionalized approach to their activities, giving
greater emphasis to palliative care as a specialized field of activity (the
National Hospice Association became the National Hospice and Palliative
Care Association; the American Academy of Hospice Physicians became
the American Academy of Hospice and Palliative Medicine). At the same
time, two major foundations developed extensive programmes concerned
with improving the culture of end-of-life care in American society (the Rob-
ert Wood Johnson Foundation created the Last Acts initiative; the Open
Society Institute established the Project on Death in America). Meanwhile,
in neighbouring Canada, where Balfour Mount first coined the term ‘pallia-
tive care’ in 1974 (Mount 1997), a Senate report in 2000 stated that no
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extension of palliative care provision had occurred in the previous 5 years,
and set out recommendations for further development among the country’s
600 services (Carstairs and Chochinov 2001). In Latin America, there was
evidence of faltering progress, with palliative care services existing in seven
countries, and the greatest amount of development in Argentina (de Lima
2001). A chief problem here, as in other developing regions, was the problem
of poor opioid availability, an issue being addressed by the World Health
Organization and highlighted in the 1994 Declaration of Florianopolis
(Stjernswärd et al. 1995).

The first evidence of hospice developments in the Asia Pacific region
came with a service for dying patients in Korea, at the Calvary Hospice of
Kangung, established by the Catholic Sisters of the Little Company of
Mary, in 1965; services had increased to 60 by 1999 (Chung 2000). In Japan,
the first hospice was also Christian, established in the Yodogwa Christian
Hospital in 1973; by the end of the century, the country had 80 in-patient
units (Maruyama 1999). In Australia, the country that established the
world’s first chair in palliative care, commonwealth and state funds for pal-
liative care increased steadily from 1980 and palliative medicine was recog-
nized as a specialty in 2000; by 2002, there were 250 designated palliative
care services (Hunt et al. 2002). Protocols for the WHO three-step analgesic
ladder were first introduced into China in 1991 and there were said to be
hundreds of palliative care services in urban areas by 2002 (Wang et al.
2002). In India, with one-sixth of the world’s population, palliative care
developments were again patchy, with only 100 services across the country
by 2000 (Burn 2001) and with ongoing problems of opioid availability in
some states (Joranson et al. 2002), but also with an outstanding demonstra-
tion project in Kerala reaching large numbers through out-patient clinics
and home care visits (Rajagopal 2002).

The first hospice in Africa was founded in 1980, in Zimbabwe, and seems
to have been largely modelled along British lines (Williams 2000); it con-
tinues to be the main source of palliative care in the country and efforts to
influence the public health care system have been largely unsuccessful. By
contrast, in Uganda, where a hospice was first founded in 1993, there is
evidence of a widespread training programme, of impact upon government
health policy in favour of opioid availability and recognition of palliative care
as an essential clinical service (Jagwe 2002; Merriman 2002). The whole of
Sub-Saharan Africa, however, faces a level of unprecedented palliative care
need brought about by the epidemic of HIV/AIDS. Almost three-quarters of
all cases of HIV infection in the world are found in this region, with 29.4
million out of a total of 42 million worldwide (Stjernswärd and Clark 2003).

In the former communist countries of Eastern Europe and Central Asia,
there were few palliative care developments in the years of Soviet domin-
ation. Most initiatives can be traced to the early 1990s, after which many
projects got underway. These have been documented in detail (Clark and
Wright 2002) and show evidence of some service provision in 23 of 28 coun-
tries in the region. Poland and Russia have the most advanced programmes
of palliative care, with considerable achievements also made in Romania and
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Hungary. Nevertheless, in a region of over 400 million people, there were
just 467 palliative care services in 2002, more than half of which were found
in just one country, Poland.

Palliative care developments in Western Europe made rapid progress
from the early 1980s, but by the late 1990s there were still striking differences
in provision across different states (ten Have and Clark 2002). After the
foundation of St Christopher’s as the first modern hospice in England, in
1967, it was to be another 10 years before services began to appear
elsewhere: in Sweden (1977), Italy (1980), Germany (1983), Spain (1984),
Belgium (1985) and the Netherlands (1991). In all of these countries, the
provision of palliative care has moved beyond isolated examples of pioneer-
ing services run by enthusiastic founders. Palliative care is being delivered in
a variety of settings (domiciliary, quasi-domiciliary and institutional),
though these are not given uniform priority everywhere.

Conclusions

Within the professional lifetime of the founders of the modern hospice
movement, a remarkable proliferation of service provision and related
activity had occurred. At the same time, the definition of hospice and pallia-
tive care came into sharper focus, with ongoing debates and discussions
about the place of the care of those with advanced disease within the wider
organization of health care systems in the modern world.

In the early decades of development, modern hospice and palliative care
in the West had many of the qualities of a social movement supported by
wider forces: consumerism and increasing discernment among the users of
health and social care services; demographic trends that created substantial
numbers of individuals able to volunteer their labour in local hospices; and
greater affluence, which led to an increase in charitable giving. This move-
ment may well have contributed to a new openness about death and
bereavement that was in evidence in the late twentieth century (one of the
first persons ever to be seen to die on television, for example, was in the care
of an Irish ‘hospice at home service’). Inspired by charismatic leadership, it
was a movement that condemned the neglect of the dying in society, called
for high-quality pain and symptom management for all who needed it,
sought to reconstruct death as a natural phenomenon rather than a clinical
failure, and marshalled practical and moral argument to oppose those in
favour of euthanasia. Indeed, for Cicely Saunders and her followers, such
work served as a measure of the very worth of our culture: ‘A society which
shuns the dying must have an incomplete philosophy’ (Saunders 1961: 3).

At the same time, other interests were at work. In several countries,
including Britain, Australia, Canada and the USA, professional recognition
of this emerging area of expertise seemed desirable. Specialty recognition
occurred first in Britain, in 1987, and was seen by some as a turning point in
hospice history (James and Field 1992). It was part of a wider shift away
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from ‘terminal’ and ‘hospice’ care towards the concept of palliative care.
Today, ‘modernizers’ claim that specialization, the integration of palliative
care into the mainstream health system, and the development of an
‘evidence-based’ model of practice and organization are crucial to long-term
viability. Yet others mourn the loss of early ideals and regret what they
perceive to be an emphasis upon physical symptoms at the expense of psy-
chosocial and spiritual concerns. In short, there have been assertions that
forces of ‘medicalization’ and ‘routinization’ are at work, or even that the
putative ‘holism’ of palliative care philosophy masks a new, more subtle
form of surveillance of the dying and bereaved in modern society (Clark and
Seymour 1999). Perhaps it is more helpful to see the rise of modern palliative
care as creating and then colonizing a space somewhere between the hope of
cure and the acceptance of death – a view of the response to life-threatening
illness that is more consistent with the concerns and perspectives of patients
in late modern culture (Clark 2002b).

By the end of the twentieth century, two forces for expansion were also
clearly visible in the new specialty. First, there was the impetus to move
palliative care further upstream in the disease progression, thereby seeking
integration with curative and rehabilitation therapies and shifting the focus
beyond terminal care and the final stages of life. Second, there was a growing
interest in extending the benefits of palliative care to those with diseases
other than cancer to make ‘palliative care for all’ a reality. The new specialty
was therefore delicately poised. For some, such integration with the wider
system was a sine qua non for success; for others, it marked the entry into
a risky phase of new development in which early ideals might be
compromised.

Hospice care and palliative care have a shared and brief history. The
evolution of one into the other marks a transition, which, if successful,
could ensure that the benefits of a model of care previously available to just
a few people at the end of life will in time be extended to all who need it,
regardless of diagnosis, stage of disease, social situation or means. As the
field of palliative care matures, so too our knowledge of its history is deepen-
ing and widening. What emerges is a rich field of innovation, taking place in
different forms in many varied settings. Out of this has emerged the poten-
tial not only to relieve individual suffering at the end of life, but also to
transform the social dimensions of dying, death and bereavement in the
modern world.

Notes
1 http://www.hospice-history.org.uk.
2 Sister Mary Eucharia (undated) The apostolate of Rose Hawthorne, pp. 46–9.

Pamphlet article, source unknown.
3 http://www.library.ucla.edu/libraries/biomed/his/painexhibit/panel10.htm.
4 http://www.hospiceinformation.info/hospicesworldwide.asp.
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3
What’s in a name?
A concept analysis of key terms in palliative
care nursing

Jane Seymour

This chapter focuses on the core concepts used to describe palliative care
nursing. It explores the different meanings attached to these, their roots and
their implications for current practice. In so doing, it draws upon literature
from the fields of palliative care, nursing, feminist studies, sociology, history
and ethics. In thinking about which concepts to discuss in this chapter, it
seemed appropriate to seek some definitions or descriptions of ‘palliative
care nursing’ and to attempt to identify the core concepts within these. In the
UK, possibly the first introduction of the term ‘palliative nursing’ was in
1989 by a specialist interest group of the Royal College of Nursing, the
Palliative Nursing Group. This group now represents specialist palliative
care nurses in the UK, the majority of whom care for patients suffering from
cancer. There has been extensive discussion of the role of clinical nurse
specialists in palliative care (see, for example, Seymour et al. 2002), and it is
not the intention of this chapter to review these debates, especially since
most patients with palliative care needs are cared for by nurses who are not
clinical nurse specialists. Nor is it my intention to analyse the meaning of
‘palliative care’, since this is addressed elsewhere in this book. Rather, this
chapter looks at how palliative care nursing is described in the literature and
what commonalities may be identified.

One of the clearest descriptions of palliative care nursing is provided by
Lugton and Kindlen, who note:

all life threatening illnesses – be they cancer, neurological, cardiac or
respiratory disease – have implications for the physical, social, psycho-
logical and spiritual health for both the individual and their family. The
role of palliative care nursing is therefore to assess needs in each of
these areas and to plan, implement and evaluate appropriate interven-
tions. It aims to improve the quality of life and to enable a dignified
death.

(Lugton and Kindlen 1999: 2)
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Lugton and Kindlen go on to note the importance of teamwork in palliative
care nursing, observing that an overarching aim is to ‘support patients and
their families, wherever they may be – hospital, home or hospice’ (p. 3).
Clearly, the relief of suffering may be understood as the overarching role of
the palliative care nurse (Morse and Johnson 1991), but within this key
descriptors of the role of the nurse in palliative care can be identified.
Research conducted during the 1990s in the USA produced the following:1

• ‘support’ and ‘valuing’ (Davis and O’Berle 1990, 1992);

• ‘continuous knowing’ (Dobratz 1990);

• ‘fostering hope’ (Herth 1990; Rittman et al. 1997);

• ‘providing comfort’ (Degner et al. 1991);

• ‘providing empathy’ (Raudonis 1993);

• ‘being there’ (Cohen and Sarter 1992; Steeves et al. 1994).

Since these early studies, research has been conducted outside the USA
into the roles and aims of palliative care nursing. I have chosen to focus on
three examples from different parts of the world, although I touch on related
work in each case. In the UK, Luker et al. (2000) conducted interviews with
62 members of a district nursing team to determine which factors respond-
ents believed contributed to good palliative care for patients under their care.
‘Getting to know’ the patient and the family emerged as an essential basis for
good quality palliative care. This was achieved through spending time in
patients’ homes, adopting a friendly manner, paying attention to the import-
ance of good quality communication, ensuring continuity of care and pay-
ing attention to individual needs beyond the purely physical. ‘Getting to
know’ patients and their relatives and carers was contingent upon having
time to build a good relationship with them and was aided by early referral
to community nursing services. Drawing on the work of Radwin (1996),
Luker et al. (2000) conclude that these elements constitute a model for
palliative care nursing which closely resembles that ‘espoused in “new
nursing”, which embraces a holistic approach to care and acknowledges the
individuality of patients and the uniqueness of their needs’ (p. 781).

Rasmussen et al. (1995) provide an interesting phenomenological study
of 19 hospice nurses in Sweden who were asked to narrate their reasons for
becoming hospice nurses, and their hopes for their future work in the field.
The findings from this study mirror closely those outlined above. Thus
nurses expressed an overarching concern with being able to provide a digni-
fied death for dying patients2 and spending time getting to know patients and
their families was seen as essential. Nurses placed a priority on caring for the
whole human being and believed that this was best achieved through the use
of self and in the context of collaborative efforts to build a supportive and
caring hospice environment.

A study in Australia by Kristjanson et al. (2001), which sought to
describe how 20 palliative care nurses perceived good or bad deaths among
their patients, highlighted that nurses prioritized patients’ comfort and dig-
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nity, and made efforts to protect and enhance the relationships between
patients and their families. Successful teamwork and good team communica-
tion was regarded as critical to achieving a good death. The importance of
comfort during the terminal phase was highlighted in a study by Low and
Payne (1996) of palliative care professionals’ perceptions of good and bad
deaths in the UK, and this was also a theme in hospice nurses’ accounts of
death reported by McNamara et al. (1994).

From this selective review, a number of concepts that have been used to
define palliative nursing can be identified (see Box 3.1). Of these, ‘team-
work’, ‘suffering’, ‘quality of life’ and ‘hope’ have been written about exten-
sively in the wider palliative care literature and beyond. This discussion,
therefore, will turn shortly to the remaining concepts (‘knowing the patient’,
‘dignity’, ‘comfort’, ‘empathy’ and ‘support’), which are less well analysed
and which, arguably, are more closely linked to the areas of palliative care in
which nurses claim to make a special, and perhaps unique, contribution.
I want though, at this point, to pause for a moment and to extend the
discussion beyond these individual concepts to the overarching concept of
‘caring’. Of all concepts, ‘caring’ is perhaps the fundamental element of
palliative care nursing. Yet it is relatively poorly articulated in the nursing
literature. As this review of selected research shows, much attention has been
directed at identifying components of palliative nursing care, rather than
exploring what ‘care’ and ‘caring’ consist of.

Caring

The most detailed and critical analyses available of the concept of caring are
in the field of feminist studies, which emerged in the early 1970s and 1980s.
The important distinction between ‘caring for’ and ‘caring about’ is high-
lighted and the gendered aspects of informal care-giving are described and
debated (Twigg 1993; Nolan et al. 1996). Davies (1995) presents a valuable
overview of the overlaps between ‘care-giving’, ‘carework’ and ‘professional
care’, observing that the ‘fusion of labour and love is frustratingly diffuse,

Box 3.1 Key concepts associated with palliative care nursing

� ‘Knowing the patient’
� Teamwork
� Dignity
� Comfort
� Empathy
� Support and ‘supportive care’
� Hope
� Suffering
� Quality of life
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[and] hard to capture by means of the usual apparatus of definition and
measurement in the disciplines of psychology, sociology and social policy
(p. 140). As Davies observes, while informal carers find it difficult to put into
words exactly what is involved in care-giving, the physical tasks associated
with it are readily discernible and therefore easy to evaluate. Similarly with
the professional care-giving provided by nurses. However, ‘caring’, whether
by informal carers or nurses, has other elements beyond physical ‘care-
giving’ that are less well understood. Caring does not involve specific tasks
but depends upon a quality and type of sustained relationship. This involves
‘attending, physically, mentally and emotionally to the needs of another
and giving commitment to the nurturance, growth and healing of another’
(Davies 1995: 141). In palliative care nursing, opportunities for sustained
relationships with patients are frequent and will often involve very high
levels of emotion. For many palliative care nurses, the link between them-
selves and their patient will end only when that person dies, and this may
occur many months, if not years, after their first meeting. A key issue for
palliative care nurses, then, is how to contain powerful emotions while at the
same time nurturing the type of caring relationship with their patients
described by Davies.

Developing the work of Hochschild (1983), James (1989) employs the
term ‘emotional labour’ to account for the manner in which hospice nurses
manage emotions associated with caring in such a way as to allow them-
selves the ‘space’ to continue with their normal work routines and the
demands of their particular working environment. Emotional labour, sug-
gests James, acts as a form of regulation of emotional expression yet also,
paradoxically, facilitates the emotional expression that is so necessary for the
accomplishment of the caring that attends ‘good’ nursing. The chapter by
Sanchia Aranda in this book, ‘The cost of caring: surviving the culture of
niceness, occupational stress and coping strategies’, sheds further light on
the emotional labour with which specialist palliative care nurses and the
multidisciplinary team engage, suggesting that ‘the capacity to maintain a
balance between making a difference and accepting the limitations of what
can be achieved requires a significant level of self and team awareness’.

An interesting example of the links between emotional labour and
painstaking physical care-giving in a non-specialist palliative care setting is
provided by Simpson (1997). Simpson describes how intensive care nurses
use emotional expression as a means of overcoming ‘the dehumanizing
aspects of dying in a technological environment’ (p. 189) and to allow the
‘re-connection’ of patients with their families. Simpson argues that this pro-
cess of re-connection, in which emotional expression and investment by
nurses plays such an important role, underpins the breakdown of barriers
between the dying person and his or her companions, and plays a central role
in the development of trust between companions and clinical staff. Simpson
implies that bodily care-giving, which she calls ‘basic care’, is an integral
aspect of ‘re-connection’ by which means nurses are able to prepare families
for the death of the patient: ‘Basic care was continued to ensure that the
patient was well cared for, again as much for the benefit of the family as the
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patient. The nurses attempted to provide privacy for the family, to answer
their questions and to “be there” for the family’ (Simpson 1997: 195).

The link between ‘care-giving’ and ‘caring’ in intensive care has also
been observed in a study of how intensive care nurses care for dying patients
and their families:

physical care and careful presentation of the body apparently becomes
the means of affirming the individuality of the dying person. Such
bodily attention appears to be central to nurses’ attempts to portray to
companions the social worth of dying people: individuals whom nurses
have often never ‘known’ as conscious beings. Further, it becomes the
means by which nurses themselves relate to their patients as subjective
individuals and the way in which their relationships with patients’
companions are sustained.

(Seymour 2003: 333–4; emphasis in original)

Drawing on an account by Tisdale (1986), Bowden (1997) observes that
part of the emotional labour of caring in nursing is learning how to ‘tread
lightly’ between the opposite poles of ‘burdensome emotional identification
and that severance from the person in pain that creates a schism in the
nurse’s experience’ (p. 112). Arguably, this is the essential moral and ethical
problem that besets nurses working in palliative care, and one which is least
adequately addressed. However, where the balance between these poles is
successful, the emotional and physical acts of caring offer nurses the
opportunity to protect and enhance the dignity of their patients and
patients’ families.

Dignity

‘Dignity’ is a concept applied very frequently to describe an idealized ‘good
death’. De Raeve (1996: 71), writing about the links between ‘death with
dignity’ and ‘good death’, notes that we need to think carefully and reflect-
ively about the term ‘dignity’ in order to move away from prevalent ‘crude
images’ of the good death in which people are manoeuvred through pre-
determined ‘stages’. She suggests that we consider ‘dignity’ in terms of its
contribution as a quality or aspect of nursing care given to people who are
seriously ill or dying, and whose sense of innate dignity or personal, spiritual
and physical integrity may be under threat:

what sense can be made of the idea of death with dignity? Could it
escape the good death straitjacket by being construed not as a manner
of dying but as a way of treating the dying? Dying and seriously ill
people perhaps deserve to be treated with dignity in such a way as to try
to preserve the dignity that they have and help them regain the sense of
dignity that feels lost.

(De Raeve 1996: 71)
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If we accept De Raeve’s observation, then it is necessary to consider
what treating someone with dignity entails and what nursing practices main-
tain or compromise dignity. In a phenomenological study with patients and
nurses in a hospital, Walsh and Kowanko (2002) show that nurses and
patients agree on the key elements of dignity and the sorts of nursing care
practices that support or detract from it (see Box 3.2). In both nurses’ and
patients’ accounts in this study, the body, its treatment and its exposure were
central themes, with maintenance of privacy being inextricably linked to
perceptions of respect, consideration and personhood. Threats to dignity
were perceived to emanate from a neglectful attitude to patients and their
bodies; for example, where nurses forgot, or saw others forget, to extend
ordinary everyday civilities to their patients (such as a greeting or polite
request to enter a room) that are taken for granted outside of the health care
system. Incursions of this type, which may seem relatively trivial, were seen to
lead to more fundamental breaches of personhood, such as being left exposed
to view, or not having one’s permission asked before medical students
witnessed embarrassing procedures, or having one’s feelings disregarded.

Protection of dignity in the simple ways that Walsh and Kowanko
(2002) describe is central to the palliative care approach (NCHSPCS 2001),
and other recent studies confirm that the preservation of dignity is a prime
issue for patients with palliative care needs and their carers. For example,
Rogers et al. (2000) analysed the qualitative comments appended to ques-
tionnaires by 138 carers whose views were surveyed on the care their
deceased relatives received in hospital during the last year of their lives.
They found that, while overall ratings of satisfaction with services were
good, specific sources of dissatisfaction related to feelings of being
devalued, dehumanized or disempowered. A loss of dignity in relation to
physical care needs was a prime cause of complaint and appeared to occur
when ‘bureaucratic imperatives appeared to override individual patients’
needs’ (Rogers et al. 2000: 771).

Box 3.2 Elements of ‘dignity’ identified by nurses and patients (adapted from
Walsh and Kowanko 2002)

Nurses’ descriptions of dignity Patients’ descriptions of dignity

Privacy of the body
Private space
Consideration of emotions
Giving time
The patient as a person
The body as an object
Showing respect
Giving control
Advocacy

Not being exposed
Being treated with discretion
Consideration
Having time/not being rushed
Being seen as a person
The body as an object
Being acknowledged
Having time to decide
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Picking up this theme of bureaucratic imperatives, Walsh and Kowanko
(2002) note the powerful way in which structural and environmental influ-
ences make it hard for nurses to treat patients as people all of the time. They
observe how the ‘system’, and how it militates against maintaining patients’
and nurses’ dignity, has been an enduring theme in commentaries about
health and health care. Within these commentaries, objectification of the
patient is seen as a strategy with which nurses engage to protect themselves
from personal involvement in situations where they are relatively powerless
to influence patients’ treatment or inexorable progress through the bureau-
cracy of health care (see, for example, Menzies 1970). Maintaining patients’
dignity is perhaps especially difficult in the context of the complex and
paradoxical nature of demands facing contemporary health care profes-
sionals who have the responsibility for the treatment and care of dying
people in an era of rapid change and scarce nursing resources. It is import-
ant to understand, therefore, as De Raeve (1996) observes, that preservation
of dignity does not only depend on the type of social interaction nurses have
with ill people and their carers. It also depends upon institutional structures,
managerial cultures and social policies that allow nurses to value the work
that they do and thus care for patients in ways that protects and enhances
their dignity. To this extent, nurses who work in palliative care settings such
as hospices are fortunate. Those aspects of patient care that are conducive to
dignity are likely to be highly valued and nurses will frequently have been
able to place emphasis on acquiring skills that help them to blend expert
technical and physical aspects of nursing care and communication skills that
are perceived to contribute to it.

Comfort

Comfort has been cited as a goal of nursing care for over a century and has
been associated with ‘surveillance, presence, empathy, touch and compassion
as [a] critical component[s] of nursing care’ (Walker 2002: 43). McIlveen and
Morse (1995), in a content analysis of textbooks and articles written by
nurses during the twentieth century, observe that while comfort as an aim of
care has always been significant for nursing, the term has undergone various
interpretations. In the early years of the twentieth century, ‘comfort’
denoted primarily physical strategies that contributed to physical and
emotional comfort, such as the positioning or cleanliness of the patient.
McIlveen and Morse (1995) note that during these early years there was a
strong belief that the provision of comfort by physical care could enable
patients to benefit more fully from their medical therapy. This link was
strengthened when more medical treatments became available, through
developments in pharmacology and improved understanding of how best to
administer morphine to relieve severe pain. However, McIlveen and Morse
(1995) state that, as a consequence of such developments, there was a trend
for nursing interventions to be subordinated to, and dependent upon,
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medical techniques for relieving pain and suffering, with the relief of pain
seen as of overarching importance. Between 1960 and the 1990s, improve-
ments in nursing education and wider cultural changes produced an
emphasis on the role of communication and psychological care strategies in
comfort. In this way, nurses’ comforting role became confirmed as far more
than just that associated with medical treatments and physical care-giving:

Expectations changed from the nurse merely cheering the patient up
with diverting conversation, to direct discussion of the patient’s condi-
tion (Knowles 1962) – a taboo in earlier days. Use of interpersonal and
communication skills such as listening (Brogden 1966), reflecting and
restating meaning (Craytor 1969), empathy (Brogden 1966) and expres-
sion of feelings (Knowles 1962) came in to use as part of comforting . . .
this new attitude toward patient interaction seemed to reflect an
involvement of patients in their own care, a change from the previous
period when the nurse was expected to take responsibility away from the
patient.

(McIlveen and Morse 1995: 141–2)

It is within this context of wider changes in nursing and medical care
that palliative nursing emerged and has been enabled to flourish, with its
explicit emphasis on the combined importance of physical, emotional and
spiritual comfort. Particular challenges are involved in bringing comfort to
patients suffering from advanced disease and who may have symptoms that
are difficult to control or severe emotional or existential distress. The provi-
sion of comfort by relieving or ameliorating such problems is a foundational
principle of palliative care nursing, such that the term ‘comfort care’ has
become synonymous with a wider cultural understanding of the transfer
from care focused on cure to that focused on patient and family comfort as
dying approaches. However, as Aranda (1998) notes, such an understanding
rests on the assumption that full relief of symptoms and distress is possible,
that patients want the measures necessary to provide this relief and that they
regard nurses as well placed to be their ‘comforters’.

With regard to the issue of the extent to which the relief of suffering is
possible, the debates about the role of ‘palliative’ or ‘terminal sedation’
(Broeckaert and Nunez Olarte 2002), in which dying people in acute and
enduring distress are kept deeply asleep until death occurs, are examples of
one area where the amount of ‘comfort’ produced by palliative care prac-
tices is hotly disputed. A key debate is whether such a practice amounts to
‘slow euthanasia’ (Billings and Block 1996), or should rather be seen as part
of the physician’s responsibility not to abandon patients and their families
to unrelieved suffering during dying (Quill and Byock 2000). Here we see a
contrast between the intentions of palliative care to bring about a comfort-
able, easeful death and the hidden consequences of changing technologies
such that the means to procure ‘comfort’ potentially becomes surrounded by
moral and legal risks of an unprecedented nature.

Turning to the issue of whether patients want care that emphasizes com-
fort, while acknowledging that it is never an ‘either–or’ choice between
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comfort or interventionist treatment, there is some evidence both from the
UK (Johnson et al. 1990) and the USA that some patients with palliative
care needs reject care that emphasizes comfort rather than length of life,
especially if they have little prognostic information on which to base their
choice. In the USA, there is evidence from the SUPPORT study (Principal
Investigators for the SUPPORT Project 1995), in which the care received by
9000 severely ill patients from five US hospitals was monitored, that many
patients wanted high-technology interventions since they feared that the
alternative of comfort care may lead to physicians giving up hope of cure
prematurely. Nurses in palliative care will be centrally involved in such
issues, and may often argue that they are best placed to make informed
judgements about the ‘best interests’ of patients who can no longer speak for
themselves. Critical care is one area where the role of the nurse in ‘comfort
care’ is particularly visible. Puntillo notes that as patients approach death in
intensive care:

Critical care nurses play a major role in setting goals related to comfort
care. They are unique health care providers for patients because they are
frequently with patients for up to 12 hours each day or night. Generally,
and optimally, they are in a position to care for a particular patient over
a period of time and have learned to ‘know’ the patient and the patient’s
family. They are the major providers of comfort for critically ill patients
at all times. Therefore it is imperative that critical care nurses advocate
for when they believe, and the patient’s conditions indicate, that com-
fort care should be the primary goal for this patient. Thus a primary
nursing activity is to be present during team and family discussions of
the patient. The nurses should be direct, clear and assertive in their
communications with physicians and other health care providers.

(Puntillo 2001: 151)

To this extent, we can see that ‘comfort’, in the sense of the focus and
aims of care for people with palliative care needs, moves beyond what
nurses can do for patients to become associated with how nurses interrelate
and communicate with clinical colleagues and to what extent they are able
(and allowed) to influence the character of care given to patients. ‘Comfort’
in this sense thus becomes bound up with issues of professional boundaries,
professional power and ‘team working’. As Puntillo notes, this may involve
nurses making particular claims about expertise based on knowing the
patient and his or her family. It may also resonate with nurses’ feelings
about the work that they do. Thus, Wurzbach (1996), in a study of 15 nurses
working in long-term care, reports that the nurses’ ability to provide com-
fort depended on their own feelings of ‘moral comfort’ with medical
decisions about patients, the resources available to achieve care goals and
the extent to which they felt able to act as patient advocates. To this extent,
‘comfort’ may be seen as a product of skilled nursing care together with the
ability to access appropriate resources and to influence the decision-making
process around individual patients: ‘Many of these nurses described com-
fort as being both something they provide and something they feel when
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they believe they have met their practice ideal and the resident’s needs’
(Wurzbach 1996: 262).

Whether patients always want and expect nurses to be cast in the role of
comforter, or advocate, and how they understand the proper role of nursing
with regard to the these issues is not clear. Skilbeck and Payne (2003) draw
together some evidence (e.g. von Essen and Sjoden 1991; Larsson et al. 1998)
that suggests that patients’ and nurses’ views differ about the provision of
emotional support, which is an important aspect of comforting, with
patients more likely to place importance on nurses’ technical skills and
knowledge, abilities to provide reliable information and to anticipate needs
than on their emotionally supportive interventions. Similarly, care-giving
directed at comfort is believed to be more important than psycho-emotional
care by the close families of terminally ill patients (Hull 1989), reflecting
the link between ‘caring’ and ‘care-giving’ observed in intensive care and
discussed above.

A useful concept for understanding the links between and fluctuating
importance of the various aspects of comfort may be that of ‘total comfort’.
This term is used by Morse et al. (1994) to describe the myriad activities with
which nurses engage when looking after severely ill patients, and how nurses
can potentially help patients whose bodies may be irrevocably altered by
illness and its treatments to adjust to living ‘in the world in a new way
without being dominated by [their] body’ (p. 194). Developing the theme of
the relationship between care-giving and caring, and effectively providing a
definition of ‘palliation’, Morse et al. observe that nurses’

sensitive comfort work . . . provides patients who are overwhelmed by
the pain of fatigue, exhaustion and illness with the opportunity to forget
(or at least to decrease their attention toward) their bodies and be con-
nected to the world again in a familiar way, to be comfortable. Comfort,
for patients, is the bridge to life and to living (Botoroff 1991). It is
achieved when the provision of treatments and support provide
opportunities to function as normally as possible . . . and the diseased or
injured body becomes a body that functions with varying degrees of ease
once again.

(Morse et al. 1994: 194)

Knowing the patient

Tanner et al. (1993), writing about nursing knowledge, trace a development
that takes place during the acquisition of nursing expertise. This results in
the discourse of ‘knowing the patient’ and is defined as:

a reference to how they [nurses] understood the patient, grasped the
meaning of the situation for the patient, or recognized the need for a
particular action. In expert nursing practice this kind of knowing is very
different from the formalized, explicit, decontextualized data-based
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knowledge that constitutes formal assessments, yet it is central to skilled
nursing judgment.

(Tanner et al. 1993: 73)

As May (1995) observes, threaded throughout the debates in the nurs-
ing literature about ‘knowing the patient’ is an assumption that this is an
essential prerequisite for ‘providing nursing care in a more enlightened and
humane way’ (p. 83). Drawing on Armstrong (e.g. 1987), May charts how
nursing has reconstructed the meaning of patienthood: from a passive object
of medical attention to a person with a valid experience of illness and the
ability to engage actively with health care professionals in addressing that
experience. This has had certain consequences for nursing practices, with
enquiries into the ‘private’ world and character of the patient, involvement
and an emphasis on protecting and nurturing patient autonomy becoming
prerequisites for good care (May 1995: 84). As observed above, ‘knowing’
has, in this way, become bound inextricably with ‘caring’ and ‘comfort’ and
‘emotional labour’ in nursing discourse. May poses some critical questions
about this discourse, noting that where it is used in a idealistic and un-
realistic manner, it risks being seen as a set of prescriptive demands on nurses:
demands that can never be achieved. May further argues that, although
there is good evidence that patients’ value nurses who make an effort to
treat them as persons, such discourse fails to deal with the possibility
of resistance:

what if the patient does not see him/herself as an active collaborator,
partner in care, or as an expert in his/her own health, or fails to see the
realm of the psychosocial as one into which the nurse is legitimately
entitled to intrude? Such a patient may actively resist the operation of
the new nursing, and is easily categorised as non-compliant and
maladaptive.

(May 1995: 86)

Clearly, May’s argument stands as a corrective to some of the more
extreme elements in the nursing literature, and as a valuable reminder that
nurses have no automatic rights of entry to patients’ private thoughts and
experiences. Arguably, however, his anxieties obscure the importance of
understanding what occurs between nurses and their patients during ‘nurs-
ing’, how each perceive this, what aspects of that interaction are helpful or
unhelpful, and in which contexts. In drawing our attention to how critical
this issue is to palliative nursing, Lawler uses the metaphor of the ‘captive’ to
describe the relationship between nurse and patient:

The patient is captive in a dysfunctional and/or sick body or with an
embodied problem and the nurse is captive with the patient, often for
hours or days on end, or until death occurs. As captives, their worlds are
necessarily brought together and focused on immediate concerns and on
ways in which experiences can be endured and transcended. It is possible
to understand some of these experiences, both for the patient and the
nurse, within the conceptual and discursive space of captivity about
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which we know little except so far as it relates to matters over which the
state presides.

(Lawler 2002: 170)

What Lawler seems to be saying here, and indeed goes on to explain by
way of drawing on her earlier work (Lawler 1991), is that nursing suffers
from a ‘gap’ in understanding this ‘captivity’, and the relationships it
engenders between nurse and patient, because nursing borrows from discip-
lines in which an emphasis is placed upon observable, material reality rather
than felt, lived reality. This creates a disjuncture between ‘the felt’ and ‘the
seen’, which nurses have little or no language to explain. As a result, the lived
reality of nursing, in which feelings, emotions and the doing of nursing are
most important, risks becoming subordinate to efforts to regulate and con-
trol nursing work according to concerns with ‘cost-effectiveness’ and ‘effi-
ciency’ and with measured and objective assessment of the outcomes of
nursing. Lawler gives the example of contrasting interpretations of what is
occurring when nurses talk with patients. This could be seen by an observer
as a potentially wasteful use of their employment, since it merely ‘passes
time’ with patients.3 Alternatively, for patients, ‘talk’ may be an essential part
of their therapeutic environment, no less important than the drugs and other
medical interventions of which they may be in receipt. The problem for
nurses in communicating the value of nursing acts such as ‘talk’ is that

much of nurses’ business is like women’s business – it is taken for
granted, it is storied, it is grounded in experiential knowing . . . The
knowledges of nursing itself are to be found in practising nursing,
reflecting on it, and coming to understand ways of being which inhere in
the relationships between nurse, patient and contexts in which nursing
occurs.

(Lawler 2002: 185)

Lawler’s work draws our attention to the need to develop the means to
articulate what it means to ‘know’ the patient and to study the complexity of
that state, with its risks and benefits for both nurses and patients. Palliative
nursing is in a ideal position to take a lead in this, since it is in the fortunate
position of being located within a wider discourse of palliative care in which
the quality of the relationship between nurse and patient is seen as a critical
element, and in which much is made of the unique contribution of nursing
to the work of the palliative care team. Efforts are discernible in the pallia-
tive care literature to define the personal contribution that palliative care
practitioners make when caring for their patients. Thus, for example,
Macleod (2001) describes how a practitioner ‘listens, responds and relates to
the patient as a unique individual, attempting to understand the other’s
needs and feelings . . . Care can begin when one individual enters the life
world of another person and attempts to understand what it is like to be that
person’ (p. 1720). Macleod draws on a seminal paper by Peabody (1927),
who was himself terminally ill at the time he was writing, to explain how
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essential this ‘personal offering’ is to the whole project of caring for dying
people. Most interestingly, Macleod observes that Peabody describes ‘get-
ting to know the patient’ as an essential aspect of the ‘art’ of medicine, and
empathy as an essential prerequisite of this.

Empathy

Empathy is an essential prerequisite for ‘treading lightly’ (Tisdale 1986;
Bowden 1997) between emotional over-identification and depersonalized
under-identification. Wiseman (1996), in a concept analysis of empathy,
notes that the term was first introduced as a translation of the German word
einfuhling: ‘feeling into’. Clearly, then, empathy involves emotion and most
critically it involves accessing the emotions of others. Goldie (1999) suggests
that there are five ways of thinking about others’ emotions, of which
empathy is one:

• Understanding and explaining the emotions of others.

• Emotional contagion: ‘catching’ the emotions of others.

• Empathy: imagining the emotional experiences of others from the inside.

• ‘In-his-shoes’ imagining of another’s situation.

• Sympathy: recognizing another’s emotions and having feelings of dis-
tress about them.

Goldie distinguishes between ‘empathy’ and ‘in his shoes imagining’, which
are at first sight similar, in the following way:

Their distinctness is reflected in the fact that in-his-shoes imagining,
unlike empathy, involves . . . having a mixture of my own characteriza-
tion and some of his; empathy, if successful, does not involve any aspect
of me in this sense, for empathic understanding is a way of gaining a
deeper understanding of what it is like for him.

(Goldie 1999: 398)

Goldie likens empathy to the imagining of a story, or narrative, about
another. He calls this ‘acting in the head’ (p. 397). Goldie alerts us to the
central importance of ‘imagination’ and the reflexive use of self in empathic
understanding, while making it clear that this type of understanding does
not necessarily involve the requirement to feel as the other person feels.

Wiseman (1996) summarizes a body of literature about empathy, con-
cluding that in practical terms empathy means to: see the world as others see
it; be non-judgemental; be able to understand another’s feelings; be able to
communicate that understanding. She observes that empathy is a crucial
skill for nursing practice and all helping relationships and, echoing Goldie,
points out that self-awareness is an essential prerequisite for the develop-
ment of empathy. Hope-Stone and Mills (2001) conducted an interesting
study in which 14 nurses were interviewed about their interpretation of
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empathy, the conditions which they perceived influenced empathy, and their
beliefs about how empathy is established in nursing. Their findings show
how ‘empathy’ was seen to be linked tightly to ‘knowing the patient’ and that
this was believed to be best achieved through a combination of personal and
professional experience. A useful distinction was made between ‘sympathy’
and ‘empathic helping’. This suggests that empathy can be expressed
through the care-giving acts of nurses and goes beyond any need for words.
Seven nurses believed that empathy was a skill that could be taught,
although the remaining seven believed that it was a quality dependent upon
intuition and experience. In a discussion that echoes the references made
above to the influence of environment and resources on nursing care, Hope-
Stone and Mills report that their respondents perceived that a conducive
environment for expressing empathy was essential: quiet, space and an
organization of work to allow continuity of care were seen as especially
important. Risks and benefits were seen to be associated with empathy: it
was recognized that the requirement to be empathic could result in feelings
of increased stress and vulnerability for nurses and patients. At the same
time, the expression of empathy was described as an integral part of their
job satisfaction. From conducting the interviews, Hope-Stone and Mills
observe that their respondents found great difficulty in conceptualizing and
verbally expressing the meaning of empathy, and thus had difficulty in
describing or identifying empathic behaviours. These problems are another
example of the problem discussed above of communicating to others the
value and skills of nursing in ways that move beyond a superficial descrip-
tion of observable behaviours. Such communication is essential if education
in palliative care is to develop further and nurses are to define confidently
what their particular role and contribution is to the palliative care team.

Support and ‘supportive care’

In a study of Macmillan nursing in the UK, the use of the term ‘support’
was a central feature in nurses’ accounts of their patient care role (Skilbeck
and Seymour 2002). Exploration of what this term meant to post holders
elicited descriptors such as ‘social care’, ‘listening’, ‘talking’, ‘reassurance’,
‘help’ and ‘advice’ in the context of spending time with patients and their
families. Importantly, Macmillan nurses perceived their ability to enact a
supportive role to depend on both their relationships with individual con-
sultants, cancer site-specific nurses and non-specialist staff, and their ability
to take a ‘softly-softly’ approach in their negotiations with these individuals.
This study shows that support and its provision has dimensions that relate to
both the dyad of the nurse–patient relationship and to the more diffuse
aspects of team organization and interaction. Skilbeck and Payne (2003)
explore these issues in more detail in a paper which looks at ‘emotional
support’ in specialist palliative care nursing. Skilbeck and Payne identify
‘communication skills’ and ‘emotional labour’ to be integral to the success-
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ful provision of emotional support, but note the pervasive loose and inter-
changeable use of terms such as emotional care and support, psychological
care and support, and psychosocial care and support. Moreover, they
note that the meaning of these terms depends heavily on the theoretical
perspective within which they are placed.

One reason for further defining the nature of support is the evidence
that many patients are referred to palliative care nurses for ‘support’ with
little or no indication of the expectations attached to this (Skilbeck et al.
2002). There are profound implications for refining referral criteria and
exploring the processes associated with giving support and how these
relate to the outcomes of care as understood by patients and their carers.
Somewhat more clearly defined is the term ‘supportive care’.

Supportive care

In the context of cancer care, a coordinated European activity funded by the
European Community and facilitated by the European Organization for
Research and Treatment of Cancer (EORTC) Pain and Symptom Control
Task Force, has led to the agreement of the following definition for support-
ive care in cancer treatment:

Supportive care for cancer patients is the multi professional attention to
the individual’s overall physical, psychosocial, spiritual and cultural
needs, and should be available at all stages of the illness, for patients of
all ages, and regardless of the current intention of any anti-cancer
treatment.

(Ahmedzai et al. 2001: 1)

In the UK, an alternative definition put forward by the National Council for
Hospice and Specialist Palliative Care Services has been adopted by policy
makers:4

helps the patient and their family to cope with cancer and treatment of it
– from pre-diagnosis, through the process of diagnosis and treatment, to
cure, continuing illness or death and into bereavement. It helps the
patient maximise the benefits of treatment and to live as well as possible
with the effects of the disease. It is given equal priority alongside
diagnosis and treatment.

(NCHSPCS 2002: 3)

Of course, framing ‘supportive care’ within the remit of cancer care in this
way marginalizes its potential contribution to the care of people with dis-
eases other than cancer. Another problem with both these definitions is that
they differ little from the definitions of palliative care discussed elsewhere in
this book. Examination of the NHS Cancer Plan in the UK (Department of
Health 2000) is helpful, in so far as it discusses the elements of a planned
supportive care strategy in the context of evidence that cancer patients place
high priority on: being treated with humanity, dignity and respect; good
communication; clear information; symptom control; and psychological
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support (see also Cancerlink 2000). Mechanisms for addressing these prior-
ities are outlined in the Cancer Plan, with special note being made of the
need for coordination across professional boundaries, for education pro-
grammes for specialist and non-specialist staff, and support groups where
patients and their carers can share experiences and channel their opinions
to service providers. Interestingly, in the Cancer Plan, palliative care is
discussed as if it is one element of the support network that should be
made available by cancer patients. While this may be puzzling, it draws
attention to interdependency of palliative and acute cancer care, and to the
need to understand palliative care as a modality of care that exists side by
side with others and which takes greater or lesser importance depending on
the stage of disease and the preferences and concerns of the patient. Fur-
thermore, understanding palliative care in this way may be helpful when
trying to develop new models of palliative care for patients with diseases
other than cancer, where it is likely that indirect education, support and
partnership between specialities will be critical to success (NCHSPCS 2002:
12–13), and within which the role of the nurse may be critical (Seymour et
al. 2002).

Conclusions

In this chapter I have tried, somewhat ambitiously, to provide an analytical
commentary on some selected key concepts in palliative care nursing: con-
cepts often located and hidden in the ‘taken-for-granted’ world of the caring
work with which nurses engage. Defining and exploring these is arguably a
first step towards identifying the complex outcomes associated with pallia-
tive care nursing; and towards identifying more clearly a distinctive edu-
cational and research agenda for palliative care nursing. This is important so
that nurses of all levels can recognize and articulate their worth, and support
their colleagues to do so. Thus my intention throughout has been to cele-
brate, through critical commentary, the role of the nurse in the delivery of
excellent multidisciplinary care to patients with palliative care needs and
their families.

I will leave you with some key points that emerge from the chapter:

• Within palliative nursing, it is possible to identify key elements: team-
work; the relief of suffering; the promotion of quality of life and hope;
knowing the patient; and the promotion of dignity, comfort and support.

• Ideas about ‘caring’ and care-giving’ are central to palliative nursing.
A key issue is how to contain powerful emotions while engaging in
caring. ‘Emotional labour’ is a useful way of thinking about how this
is done.

• Dignity is a concept often associated with the ‘good death’ and relates to
respect for persons and their bodies. Institutional structures and cultures
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are as critical to the preservation of dignity as individual nurse–patient
relationships.

• Comfort has been a goal of nursing care for over a century: which
nursing practices contribute to comfort, and how these are perceived by
patients in the context of changing expectations of medical technology,
are under-examined.

• Contemporary analyses of ‘knowing the patient’ remind us that little is
known about the nurse–patient relationship, and the risks and benefits
that surround it.

• Empathy is an essential prerequisite for palliative nursing. An empathic
stance is learnt partly through experience and but is also a skill that can
be acquired through education.

• Supportive care encompasses palliative care, and is debated within at the
level of UK policy largely in relation to the care and treatment of
patients with cancer. New models of supportive and palliative care for
patients with diseases other than cancer need to be developed.

Notes

1 Most, but not all, of the references listed here are cited by Lugton and Kindlen
(1999: 14–16).

2 Ramussen et al. (1995) use the term ‘guest’ rather than ‘patient’. I have used the
term ‘patient’ throughout for the sake of clarity and consistency.

3 Here Lawler references a report by Reeve (1993) on ‘Quality assurance in
Australian hospitals’.

4 In particular, this definition forms the basis of the Guidance on Cancer Services:
Improving Supportive and Palliative Care for Adults with Cancer, published as a
consultation document in 2002 by the National Institute for Clinical Excellence
(NICE). This institute was set up as a Special Health Authority for England and
Wales on 1 April 1999. It is part of the National Health Service and its role is to
provide patients, health professionals and the public with authoritative, robust
and reliable guidance on current ‘best practice’. See the NICE website: http://
www.nice.org.uk.
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4
User involvement and palliative care
Rhetoric or reality?

Merryn Gott

User involvement in health services research and development has been
almost universally adopted as a ‘good thing’. In the UK, the Department of
Health, for example, has underlined their commitment to involving users in
this way by appointing a Director of Patient Experience and Public
Involvement (Department of Health 2002). Furthermore, demonstrating
how users will be involved in the research process is increasingly necessary to
secure research funding.1 The drive to promote user involvement has now
reached palliative care services, with the National Council for Hospice and
Specialist Palliative Care Services arguing that user involvement ‘can enrich
the principles and practices of palliative care’ (NCHSPCS 2000: 1). Indeed,
on the face of it, palliative care appears to have much to be gained from an
approach that purports to place those with direct experience of using health
services at the centre of priority setting and shaping practice. Moreover, user
involvement appears to be consistent with the tenets of modern palliative
care, evolving as they have done from a movement that grew by listening to
provide a voice for the voiceless (Saunders, quoted by Oliviere 1999).

The rhetoric of user involvement is certainly persuasive. As Harrison
and Mort (1998) acknowledge, ‘being in favour of . . . more user involve-
ment is rather like being against sin; at a rhetorical level, it is hard to find
disagreement’ (p. 66). However, problems arise when translating the rhetoric
of user involvement into reality. Indeed, although an agenda of user
involvement in UK health service development has been espoused for over a
decade, progress in implementing this policy ‘has been patchy’ (Rhodes and
Nocon 1998). Similarly, user involvement ‘in NHS research is not fiction, but
it appears to be at an early stage of implementation, with few researchers
confident about carrying it out’ (Telford et al. 2002: 97). Making the jump
from rhetoric to reality poses particular challenges within palliative care,
where the users whose involvement is sought may be especially vulnerable. If
user involvement is to become a feature of palliative care research and ser-
vice development, there is a need to address the specific context of palliative
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care while also learning from experiences in other areas. These have shown
that, at its best, user involvement can be an effective means of developing
services and research programmes that are truly people-centred; at its worst,
it can waste users’ time by merely serving to legitimize previously deter-
mined professional agendas. This is a particular issue for people in receipt of
palliative care services, for whom time is likely to be at a premium.

In this chapter, I argue that although the principles of user involvement
are both admirable and, in many instances, desirable, involving users effect-
ively involves critically examining mechanisms of involvement and desired
outcomes. Several questions have to be addressed at the outset. Who are the
users? What do we mean by involvement? Do they want to be involved? Are
they in a position to be involved? What if the views of user and professional
conflict? How can the success of user involvement be measured? I will
address these questions and argue that the ethics and practicalities of pursu-
ing an agenda of user involvement within palliative care require careful
thought. The potential benefits of this approach must not only be conceived
of in professional terms, but also from the perspective of users themselves.
The practical obstacles that may impede an agenda of user involvement
developing must be weighed against the need to ensure that the voices of
people at the end of their lives are heard.

Who are the users?

Although there is an ongoing debate as to which terminology most
appropriately describes the group(s) of people whose ‘involvement’ is being
sought, little attention has been paid to how the ‘users’ themselves would
prefer to be known. Indeed, the terminology adopted by the National
Health Service (NHS), which currently favours the term ‘consumer’ rather
than ‘user’, is largely professionally determined and, ironically for an
approach that purports to place those in receipt of services at the centre of
decision making, a wider consultation appears not to have been undertaken.
Telford et al. (2002), for example, identified a professional preference for the
term ‘consumer’ in a recent scoping exercise and therefore advocate this as
the terminology of choice, arguing that it is consistent with UK health
policy documents. This choice is not merely a matter of semantics, as the
definitions adopted reflect wider philosophical understandings. For NHS
policy documents to come down on the side of ‘consumers’, for example,
would be expected given the trend towards NHS consumerist health policies
over the last two decades. This use of language indicates support for a
market-led system where choices are driven by commercial or economic
factors. Herein lies the opposition to the use of the term ‘consumer’ both by
some professionals, who see it as attributing health services with similar
characteristics to supermarkets (Telford et al. 2002), and also some service
users. For example, we know that people who have had cancer ‘do not see
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themselves as customers or consumers; health and social care are not
commodities to them’ (Gott et al. 2000: 1).

The term ‘user’ has been described as exemplifying an approach stress-
ing democratization and empowerment, in which ‘users’ are able to make
their ‘voices’ heard within a system enabling their participation (Saltman
1994). Opposition to this term has been voiced due to its association with
substance misuse and client groups who are disadvantaged in some way (e.g.
wheelchair users) (Herxheimer and Goodacre 1999). However, it still
appears to more fully embody what user involvement in a palliative care
context would hope to achieve, although it is important to acknowledge that
this conceptual debate is one with which palliative care needs to engage
further. This debate needs to include users themselves, not only to ensure
that shared understandings are developed, but also because of the recogni-
tion that defining the key concepts of user involvement and, notably, decid-
ing on the body of participants to be involved in decision making, can be the
most important means of exercising power within the whole process (Drake
2002).

So, within a palliative care context, who are our ‘users’? The National
Council for Hospice and Specialist Care Services defines palliative care
‘users’ as follows: people with life-threatening illnesses and conditions; their
families, partners and friends; and people who become bereaved (NCHSPCS
2000). These groups will be the main focus of this chapter. However, overall,
it could be argued that this definition may not go far enough. For example,
the NHS Executive (1998), which has adopted the term ‘consumer’ rather
than ‘user’: ‘define consumers as patients and potential patients, carers,
organisations representing consumers’ interests, members of the public who
are targets of health promotion campaigns and groups asking for research
because they believe they have been exposed to potentially harmful circum-
stances, products or services’ (p. 3). If this more far-reaching definition is
applied to palliative care, it is apparent that many more groups of people can
be included under this umbrella term of ‘user’. People with a family history
of a particular life-threatening illness or condition, for example, may per-
ceive themselves as potential users of palliative care services and, there-
fore, have a vested interest in how those services develop. Many older
people think about, and have concerns about death – in particular, the
nature of dying – and welcome the opportunity to reflect on these and
make recommendations as to how experiences at the end of life can be
improved (Seymour et al. 2002). If adopting an extreme position, it could
be argued that everyone is a potential user of palliative care services and
may have views about these. For example, debates around the ethics of
euthanasia are ones in which the wider public need to be involved
(although it is recognized that ‘public involvement’ is not the same as that
of ‘user involvement’ and that perspectives change when the transition to
‘patient’ is made). Finally, various ‘professionals’ – both individuals and
organizations – may see themselves as user-advocates and may want to
help promote the user voice. These can include voluntary organizations
and charities mobilized around a particular condition, for example
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Macmillan Cancer Relief, or a particular social group, for example Age
Concern. Organizations such as the UK Association of Palliative Medicine
may similarly cast themselves in this role, although their own professional
interests must also be acknowledged.

Indeed, it is not my intention to imply that the interests and concerns of
these various groups of people are the same, even though they could all be
lumped together under the umbrella term ‘users’. It is rather to draw atten-
tion to the fact that the term ‘user’ can imply a simple homogeneity, when
this is highly unlikely to exist. All of these various groups will have different
needs and perspectives. Patients and carers, for example, can both be users
of palliative care services, but in very different capacities. There is an on-
going debate about the role that ‘professionals’ should play in promoting the
user agenda; the ability of professionals to adequately represent users has
been hotly disputed within the disability movement, for example (Drake
1999). Even within the apparently straightforward ‘patient’ group, wide het-
erogeneity exists – the experiences and needs of people with terminal cancer,
for example, will differ from those of people with end-stage heart failure and
those recently diagnosed with multiple sclerosis. Although some people with
palliative care needs will have access to specialist palliative care services, the
majority will not (Eve and Higginson 2000), which is another reason why a
narrow definition of ‘user’ is not appropriate within palliative care. A diver-
sity of experiences and attitudes also exists along socio-demographic lines,
including ethnicity, age and gender. Indeed, being a palliative care ‘user’ is
no more likely to infer commonality than being a ‘cancer patient’ or an
‘older person’.

Even at this very preliminary stage of thinking about user involvement,
therefore, things may not be as straightforward as would first appear.
Indeed, it is apparent that, as with all aspects of user involvement, no one
model will fit all. If ‘user involvement’ is sought as a means of improving a
hospice day care service, for example, then the views of someone with direct
experience of using this service are likely to be sought. If the aim is to
explore the ethical dimensions of euthanasia, it might be more appropriate
to adopt a wider definition of the ‘user’. As such, it is impossible to be
prescriptive in defining the ‘users’, but rather at a practical level to try and
involve those whose input is most relevant to the circumstances of a particu-
lar agenda or project. Whether these users themselves will welcome invita-
tions to be involved in this way is another matter and will be addressed
below.

Involvement and the issue of power

‘Involvement’ is another term that can be understood in different ways and it
is not my intention here to revisit these debates (for a thorough conceptual
overview of the term ‘user involvement’ with reference to palliative care, see
Small and Rhodes 2000; with reference to cancer care, see Gott et al. 2000,
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2002). To summarize, the multiple meanings of involvement relate not just
to the activities the users undertake, but ultimately to the amount of power
they are able to wield in the decision-making process. Arnstein’s (1969)
spectrum or ‘ladder’ of participation is widely cited in the user involvement
literature with his recognition that ‘involvement’ can range from tokenism to
extensive democratic power sharing and genuine collaboration. Hamilton-
Gurney (1993), for example, builds on this model to propose the following
three-stage hierarchy: involvement, a loose umbrella term describing when
users are brought into the decision-making process at an individual level;
consultation, where the user perspective is more intentionally targeted; and
participation, a more active process where users work in ‘partnership’ with
professionals. A similar three-level model has been proposed within
research, using slightly different terminology (Consumers in NHS Research
Support Unit 2000): consultation, where users are consulted, but do not
have any power in decision making; collaboration, where an ongoing
partnership between researchers and users exists throughout the research
process; and user control, where users design, undertake and disseminate
research findings.

Each of these conceptual models raises different challenges for both
users and ‘professionals’. Central to these is the question of power and, as
Carter and Beresford (2000) acknowledge, this means that user involvement
‘is complicated, confusing and highly political . . . conflict, duplicity and
possible heartache are never too far away’ (p. 10). Users may be loath to be
involved if they have no real power to make decisions and effect change
(Gott et al. 2000). However, Poulton (1999) notes that ‘as yet professionals
seem unable to contemplate sharing their knowledge and power with the
people they serve’ (p. 1294), with many being sceptical about the value of
user involvement. Resolving tensions such as these lies at the heart of
developing effective user involvement initiatives, as explored in more detail
below.

The potential of user involvement in palliative care

As Small (1999) has identified, involvement – both at the level of the indi-
vidual and that of the wider public – has a long history within the hospice
movement. He quotes a key figure in the UK hospice movement:

I think the original hospice world promoted itself as a response, as
indeed it was to some extent, a response to public demand, to need, to
things that were wrong. This was a protest movement, but it was a look
at things and saying, ‘God, things could be better, you know we have got
a little section of people here at the most painful, critical, heart breaking
time of their lives, and they are being badly looked after, what are we
going to do about this thing’.

(Small 1999: 296)
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Alongside this public impetus to improve care for the dying are the personal
stories of individual service users, instrumental to Cicely Saunders in her
conceptualization and subsequent development of the hospice movement
(Saunders 2002).

Listening and responding to the unique voice of the service user is still
central to palliative care philosophy and there is no doubt that, both within
research and service development, this needs to be given priority. No-one
would dispute the fact that palliative care services must be responsive to the
people that use them and that palliative care research must be relevant,
either directly or potentially, to users’ day-to-day experiences. However,
existing evidence indicates that this may not always be the case. For example,
Raynes et al. (2001) note that, within palliative care, ‘relatively few studies
have directly sought the views and values of patients, their carers or relatives’
(p. 170). Where these views have been sought, the potential to improve ser-
vices has been identified – for example, a focus group study with terminally
ill cancer patients identified a need to improve the provision of practical help
with daily living, as well as to provide additional information about a range
of issues (Raynes et al. 2001).

A particular debate in which the voices of people with palliative care
needs are notable by their absence relates to the provision of specialist pallia-
tive care services beyond their traditional remit of cancer. Although this
debate has been ongoing both within and outside of specialist palliative
care for several years, it has been largely professionally driven and little is
known of the wishes of patients without cancer and, in particular, their
willingness to use services associated with cancer and death (Field and
Addington-Hall 1999). However, acceptability to this group must be
acknowledged as crucial to the success or otherwise of extending access to
specialist palliative care and any attempt to involve users in this debate must
be welcomed.

Although we know little about the research priorities of people using
palliative care services, evidence from other areas of health care highlights
that these are likely not always to accord with professional agendas. Users
involved in prioritizing research areas for the NHS Health Technology
Assessment Programme, for example, tended to ‘highlight issues about
patients’ views, social contexts, information and support needs, long term
outcomes, and dissemination of research’, whereas professional referees
‘tended to focus on more scientific and economic aspects of the work’.2

Within palliative care, it can be argued that user input may be vital to ensur-
ing that we are measuring the right thing in the right way. In randomized
controlled trials, for example, traditional end-points such as survival become
less appropriate and need to be weighed against more subjective measures
such as quality of life. Involving users in deciding outcome measures could,
therefore, be very valuable.
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The challenges of user involvement in palliative care

The first challenge when addressing the role of user involvement in palliative
care is to identify whether this is a policy that users themselves find accept-
able. Indeed, currently, the user involvement agenda within health and social
care is predominantly professionally driven, at least outside of those areas
where it originally evolved (most notably mental health and learning dis-
ability). Within palliative care, we know little of how positively this policy is
viewed or whether it is something that people with palliative care needs are
willing, or feel able, to engage with. A recent seminar exploring the potential
for user involvement within palliative care, and including a significant num-
ber of direct users of palliative care services, found support for developing a
user involvement agenda (Beresford et al. 2000). One service user with HIV
identified that: ‘Somehow we’ve got to be asked and we’ve got to be listened
to’ (Beresford et al. 2000: 5). However, little work like this is currently being
undertaken and it is imperative that we know more about how users feel
about involvement in research and service delivery before this agenda is
taken forward. If user involvement is merely a professionally driven policy,
not only would this appear to negate its intrinsic value, but it would also run
the risk of ‘using the users’ (Payne 2002).

This is not to say that all professionals welcome user involvement.
Although we know little about professional opinion within palliative care,
resistance has been documented in other areas of health and social care.
Some of the concerns that professionals have expressed in relation to user
involvement have revolved around representativeness, fears that users will
not fully understand the complexities of research and service development,
worries about users having biased views and/or basing these upon individual
rather than collective experience, concerns that users may have unrealistic
expectations and fears that involving users will require more time and
resources than are available (Boote et al. 2002; Gott et al. 2000). Finally, and
maybe most critically, some professionals have expressed concerns that user
involvement can diminish their power to make decisions and maintain con-
trol over the research or service development process (McFadyen and Far-
rington 1997). Indeed, a study in which users were involved in the research
process to the extent that they conducted interviews, led the researchers to
express considerable anxiety about their lack of control over the quality of
the data and, therefore, the overall validity of the study (Elliott et al. 2002).
For researchers who adopt a positivist stance to research, user involvement
is also likely to pose epistemological problems given that positivism is
underpinned by the notion that ‘knowledge can be developed “at a distance”
from consumers, who are treated as passive suppliers of data’ (Boote et al.
2002: 6).

Resolving tension between user and professional perspectives must lie
at the heart of developing effective user involvement initiatives, although
this issue is rarely openly acknowledged. When such tensions arise, they
also do so in a situation where users are already likely to be inherently less
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powerful – the doctor–patient relationship is certainly not an equal one.
These power imbalances that exist within the culture of health care can be
compounded if users are involved in discussions where their own health care
provider is present. In particular, they may be worried that disagreeing with
the professional may jeopardize their current or future care, or that they
will not be consulted again if they ‘rock the boat’ (Gott et al. 2000: 26).
Moreover, even though such user–professional tensions are known to have
been resolved over time as trust develops, time may not be a resource that is
always readily available within palliative care.

Therefore, although the user voice has potential value for palliative
care as a whole, translating this rhetoric into reality is likely to be highly
complex. Examples of how this can be achieved from other areas of health
and social care are also limited, as the current literature on user involve-
ment is heavily weighted in favour of – often unsubstantiated – opinion
rather than practical examples. Written accounts of actual user involve-
ment in research, for example, remain scarce, leading one commentator to
acknowledge that ‘the challenge now is to conduct research to identify
whether their [user] involvement leads to actual, rather than merely per-
ceived, benefits for research processes and output’ (Hanley et al. 2001:
522). Similarly, at a service development level, the agenda of user involve-
ment has been slow in translating from policy to practice. A survey of user
involvement in cancer services in one region in England, for example,
found that although this agenda was promoted by the Calman-Hine
Report, the pace of establishing specific initiatives of involvement had been
slow (Gott et al. 2000).

Even where user involvement initiatives are up and running, these are
rarely evaluated and criteria to measure ‘successful’ involvement remain to
be developed. Appropriate methods of evaluation must first elucidate what
users actually contribute to the research or service development process
and then identify how this ‘added-value’ can be measured (Boote et al.
2002). Such an evaluation would invariably be complex, giving due con-
sideration to both the process of user involvement and the eventual out-
come. Furthermore, it must capture the perspectives of all stakeholders,
both user and professional. Indeed, to date, when evaluations of user
involvement have been undertaken, they have tended to concentrate on the
professional rather than the user perspective. For example, two recent sur-
veys of user involvement focused on the experiences of lead investigators
and did not capture the perspectives of the users who had been involved
(Hanley et al. 2001; Telford et al. 2002). Therefore, although the investiga-
tors’ experiences of involving users were generally positive, it is premature
to advocate involvement from these findings and is certainly too early to
claim that ‘involvement seems likely to improve the relevance to consumers
of the questions addressed and the results obtained’ (Hanley et al.
2001: 519).
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What’s in it for the user?

The question remains, therefore, of ‘what is in it for the user?’ Indeed,
although one of the arguments for promoting user involvement, particularly
within the political non-consumerist models of involvement, has been that
users have the potential to derive therapeutic benefit from such initiatives,
few data exist either to support or refute this position. Moreover, although
some authors claim that user involvement can empower users, making
them feel confident, competent and in control (Liddle 1991), others argue
that there ‘is a fine line between involving and empowering people on the one
hand, and exploiting their labour and expertise on the other’ (Elliot et al.
2002: 175). This issue is crucial for palliative care to address and reconcile
given the uniquely vulnerable circumstances of some of our ‘users’.

Indeed, for user involvement in palliative care to be an ethically sound
proposition, the risks and benefits of involvement must be explored. Similar
consideration needs to be given to the ethics of user involvement, as has
been given to the ethics of conducting research within palliative care. The
first ethical principle of medical research expounded in the Declaration of
Helsinki3 states that: ‘Considerations related to participants’ well-being take
priority over the interests of science and society. Risks of participation for
the individual must never outweigh the benefits’. This leads on to the ques-
tion of what the experience of user involvement is like for the user and, in
particular, to what we know about the risk–benefit ratio within this context.

In terms of benefit, it is unlikely that the direct users of palliative care
services, namely people who are dying, will benefit personally from any
improvements in services that derive from policy and research development
they are involved with. Therefore, it is the potential for therapeutic benefit to
derive from involvement in the decision-making process that requires further
attention. Existing evidence to support this position, however, is mainly
small-scale or anecdotal, although individual accounts indicate that, for
some people at least, it may have this potential. Members of the Fife User
Panel, for example, who constituted frail, housebound older people, were
largely positive about their involvement in an advocacy project that was
aimed at influencing local services: ‘That’s been one of the best things that
has ever happened to me, is getting to go there so that I could voice my
opinions on things and say to them what I think. I feel, you feel you are
getting somewhere by doing that and being able to do it, whereas before I
couldn’t’ (quoted in Barnes and Walker 1996: 388). Similar accounts by
users are reported elsewhere, for example on the Cancerlink website: ‘Since
I’ve been on the committee, I feel that people are beginning to really listen to
me and value what I know about cancer.’4

However, it must not be assumed, as many currently appear to, that user
involvement will necessarily bring direct benefit to those users who partici-
pate. At one level, it is immediately apparent that individual variations will
occur – for example, what is empowering for one person may not be for
another. However, although again the empirical data are limited, there are
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published examples of cases where user involvement has not proved a posi-
tive experience from the perspective of users. One study of an involvement
initiative, for example, found increased stress among users when learning
about problems that existed and the lack of easy solutions for these (Gray et
al. 1995). Involvement can also be a frustrating process: As one user involved
in cancer service development stated: ‘I’m still waiting to see some positive
evidence to come back to show that they’ve [providers] acted on something
we’ve said’ (Gott et al. 2000: 22). Similarly, an individual user may well find
sitting on a research steering committee an intimidating and potentially
disempowering experience, particularly if they have not received adequate
information or appropriate training to do so.

It may be that some of the negative experiences reported by both users and
professionals result from failures in planning and execution of user involve-
ment programmes that could be rectified. However, as identified above, it is
similarly apparent that what is a positive experience for one person may not be
for another. It is therefore very important that users never feel under any
obligation to ‘fit into’ a professionally driven user involvement agenda. This
potential for user involvement to become coercive has been recognized by
Small and Rhodes (2000) as a particular challenge for palliative care:

Problems arise where opportunity is translated into obligation and user
involvement comes to be regarded as a condition of receipt of services
and, more widely, of responsible citizenship. An expectation that people
will co-operate in a programme of user involvement moves from an
agenda of empowerment to one of moral coercion. This form of coer-
cion may be especially inappropriate when people are approaching the
ends of their lives, have little time left to them and may have alternative
goals to which they wish to devote their remaining energies.

(Small and Rhodes 2000: 216)

This issue of time has been acknowledged elsewhere as a potential bar-
rier to involving users who have life-limiting illness or who are older. As an
older participant in a user involvement initiative identified, how time is spent
can become more significant in the context of life-limiting illness and/or
older age: ‘We need to stress the issue of urgency’ (member of Steering
Group of Older People’s Programme: quoted in Carter and Beresford 2000:
19). When time is at a premium, priorities can also change. There is no doubt
that, for many people who may not have long to live, becoming involved in a
research or service development project would be seen as much less import-
ant than spending time with family and friends. However, effective involve-
ment can be time-consuming. To be fully involved in all decision making
requires involvement over the length of a project (or projects) and may
additionally involve receiving training before the project begins and time
spent involved in dissemination afterwards. It is for these reasons that the
usual term of membership on the NHS Health Technology Assessment
consumer panel is 4 years (see Hanley et al. 2001). For most direct users
of palliative care services, this would be a commitment they would be unable
to fulfil.
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A further challenge when initiating user involvement with people with
life-limiting illnesses is that they may not want to think ahead to when their
condition might have deteriorated. This is exemplified by the following
account from a man with motor neurone disease: ‘I didn’t really want to
know to what extent the disease could develop. I need to be able to cope with
it as it developed and not be worrying what might, or might not happen two
years down the road. That’s how I have looked at it’ (quoted in Small and
Rhodes 2000: 141). However, many palliative care initiatives address issues
relevant to the last few months of life, issues that people who have not
reached that stage of their illness may find difficult to consider, while people
at that stage of their illness may be too unwell to comment. Conceptualizing
palliative care needs in advance can also prove problematic – attitudes and
needs change over the progression of a disease and may be hard to predict.

A desire not to think about disease progression may also mitigate
against membership of a user group, as this is likely to involve mixing with
people at different disease stages. Although most user groups are for cancer
sufferers, some do exist for a range of other conditions and operate both
locally and nationally. Although they have been criticized for being
unrepresentative of the entire user population (Beresford and Campbell
1994) and of being led by politically motivated activists (Harrison et al.
1992), they currently remain the main route through which users are
recruited to participate in user involvement initiatives (Gott et al. 2000).
Moreover, users have reported the benefits of collective as opposed to indi-
vidual involvement: ‘One of the great strengths of a group is that people feel
more able to express concerns than they do individually. It can also be quite
intimidating . . . when you are trying to ask things and you are not sure
whether it is a particularly clever thing to say’ (quoted in Gott et al. 2000:
15). This has significant implications for user involvement in palliative care.
First, there are few user groups for people with more advanced disease
(although a user group for people with secondary cancer has recently been
reported: McLeod 1999). Second, not only may people with advanced
disease be too unwell to travel to group meetings, but they may also not want
to mix with people whose condition is more advanced than their own for the
reasons discussed above. This popular mechanism of involving users may,
therefore, not be feasible within a palliative care context.

Models of user involvement in palliative care

So we know a little of what may be unlikely to work within palliative care,
but little about what would constitute ‘best practice’ in user involvement
within this context. As noted above, there are few evaluated models to bor-
row from other areas of health and social care, although previous experience
and exploratory research has identified factors that support effective
involvement at a practical level, including providing training for users and
ensuring that involvement does not bring any financial penalties with it (see
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Gott et al. 2000). However, it is apparent that there will never be one model
to fit all. Modes of involvement need both to be responsive to specific cir-
cumstances and highly flexible. Thornton (2000) has also identified that
‘many conventional methods of getting people’s views are dull and
unrewarding for those who take part’ (p. 10). Innovative methods of
involvement with older people have been developed using drama (Toffaleti
1997), ‘letter-writing circles’ (Thornton 2000) and telephone discussion
groups (as evaluated by Thornton and Tozer 1995). Such techniques also
seem appropriate within palliative care given the importance of making
involvement a rewarding experience for users.

Outreach initiatives are also likely to be useful when people may be too
ill to travel to regular meetings, or would not want to be involved in this way.
Such initiatives may be particularly appropriate to access the views of more
excluded groups within society, for example older people, people of a non-
heterosexual orientation and those from Black and ethnic minority groups.

Conclusions

In this chapter, I have explored the potential for developing an agenda of
user involvement within palliative care. The philosophy of involvement is
both consistent with the principles of palliative care and has the potential to
improve the relevance and responsiveness of current research and practice.
However, to date user involvement in health and social care remains more
rhetoric than reality, reflecting the complexities of practical implementation.
For palliative care, additional challenges in pursuing an agenda of user
involvement exist and a key issue to address remains the experience of
involvement from a user perspective.

There is a danger that palliative care will get swept along by the con-
vincing rhetoric of user involvement without fully considering the practical
implications. Therefore, before promoting user involvement as the ‘next big
thing’, it is important for researchers, health and social care professionals
and ‘users’ to engage in a debate as to whether and how involvement should
be implemented within palliative care. There are risks for palliative care in
not having this debate. It could mean that we fail to learn from the positive
aspects of user involvement policy and ignore the need to ensure the voices
of palliative care users are heard. It could also mean that we miss out in
other ways, given that user involvement has become a significant feature of
mainstream health and social care. Demonstrating user involvement is
increasingly becoming a prerequisite to securing research funding. Further-
more, with competing claims on finite NHS resources, the onus is upon all
areas of health and social care, including palliative care, to show how ser-
vices measure up to the aspirations and experiences of its users (Department
of Health 2002). As O’Rourke has identified, within this context ‘less articu-
late and poorly organised’ users may be marginalized.5 The challenge now is
therefore to critically consider both the rhetoric and reality of user involve-
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ment within palliative care and develop effective and appropriate mechan-
isms to ensure that involvement is a positive and rewarding experience both
for our ‘users’ and for palliative care as a whole.

Notes
1 See, for example, NHS Executive Research and Development Programme

(http://www.nhstrent.users.netlink.co.uk/trentrd.html) and Economic and
Social Research Council (2002) The ESRC’s Research Priorities Policy on User
Engagement (http://www.esrc.ac.uk/esrccontent/research funding/usereng.asp).

2 Oliver, S. (1998) Developing consumer involvement in the NHS R&D HTA
programme: a needs and feasibility study (http://www.hta.nhsweb.nhs.uk/
consrept.htm): accessed 11 November 2002.

3 World Medical Association (2000) Ethical Principles for Medical Research
Involving Human Subjects (The Declaration of Helsinki). Adopted by the 52nd
WMA General Assembly, Edinburgh, UK, October 2000.

4 See the Macmillan Cancer Relief website (http://www.cancerlink.org).
5 O’Rourke, A. (2002) Public involvement: threat or opportunity (http://

www.shef.ac.uk/uni/projects/wrp/cgptinv.htm).
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5
Referral patterns and access to
specialist palliative care

Julia Addington-Hall

In this chapter, I present evidence on the availability of specialist palliative
care services and on who accesses them. I draw primarily, but not exclusively,
on data from the UK. The appropriateness or otherwise of these services
focusing primarily on cancer patients is discussed, as is the question of
whether older people are disadvantaged in terms of access to these services.
Variations in access to specialist palliative care by social class and ethnic
group are not considered here as they are discussed elsewhere in this book.

Availability of specialist palliative care

Access to health services is determined both by availability and eligibility.
The availability of specialist palliative care services in the UK has increased
considerably over the past 20 years. In 1990, there were 124 in-patient units,
277 community palliative care teams and more than 40 hospital palliative
care teams (St Christopher’s Information Service 1990). By 2002, this had
risen to 209, 338 and 325, respectively.1 New forms of specialist palliative
care service have also developed, for example hospice day care, of which
there were 245 in 2002, and hospice at home services, providing 24-hour
nursing care for limited periods, of which there were 70.

Much of the development of these services has taken place outside of
the National Health Service (NHS), although the NHS is playing an increas-
ing role in the provision of these services, particularly of community and
hospital palliative care services. However, although there are 56 in-patient
units funded and managed by the NHS, most are independent and receive
on average 35 per cent of their funding from the NHS, the rest coming from
local fund-raising and charitable contributions. These services have been
initiated by local enthusiasts in response to local perceived need, rather than
resulting from local or national health care planning. This has given them
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the freedom to expand and to develop new initiatives without having to
compete with all other forms of health care for limited NHS funding. The
reliance on non-NHS funding sources can threaten the financial viability of
services, however, particularly in a time of reduced charitable giving and
economic recession. Independent hospices in the UK are therefore cam-
paigning for a larger contribution to their running costs from the NHS.
Their success in achieving this, together with the state of the national econ-
omy, will impact on the availability of palliative care services, particularly
in-patient care, across the UK.

Two national charities have played a significant role in increasing spe-
cialist palliative care in the UK: Macmillan Cancer Relief, which has pro-
vided initial funding and continued educational support for many palliative
care nursing, medical and social work posts, has contributed to the costs of
buildings and funded innovative services; and Marie Curie Cancer Care,
which funds ten specialist palliative care in-patient units as well as pro-
viding night-sitting services. Lunt and Hillier observed in 1981 that the
development of services by local groups in response to local need had led
to considerable regional variations in services, with most being in the rela-
tively affluent south. Macmillan Cancer Relief played an important role in
funding services in less affluent areas and in reducing inequalities in service
provision (Lunt 1985).

Despite this, and the increasing role played in the 1990s by local health
authorities in assessing need for palliative care and developing local strat-
egies (Clark et al. 1995), inequalities in the availability of specialist pallia-
tive care persist. In 1999, the Department of Health commissioned two
surveys to provide a picture of the current level of provision for palliative
care and health authority views about the need for such services (National
Council of Hospice and Specialist Palliative Care Services 2000). The
results identified widely differing volumes of service between regions, and
even greater discrepancies at health authority level. The conclusion was
that the differing levels of provision were unlikely to reflect differing levels
of need. The government has used the New Opportunities Fund, money
generated by the National Lottery, to fund new initiatives in palliative care
aimed at reducing inequalities in provision. Given the major role played by
local charities in both funding and running specialist palliative care services
in the UK, unequal access to this care across the UK is likely to continue.
Access to palliative care is not only therefore determined by the character-
istics of the individual and the ‘match’ between these and eligibility criteria
for palliative care (discussed below), but by local availability of these
services.

This highlights how access to specialist palliative care cannot be fully
explained by the criteria for eligibility developed by services themselves.
Instead, the organization and funding of health care systems and the rela-
tionship of palliative care to these play a major role. Theoretically, access to
this care in the UK might have been expected to be better if it had developed
within the NHS via centralized planning, although the current debate about
the ‘postcode lottery’ of health care in the UK and the development of
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national bodies such as the National Institute for Clinical Excellence aimed
explicitly at reducing inequalities suggest that this would not have eliminated
all local variations in care provision.

The influence of funding mechanisms on the availability of palliative
care is illustrated by the example of the USA, where the Medicare hospice
benefit was approved by the Health Care Financial Administration in 1983.
This was designed specifically to increase access to hospice programmes and
has enabled hospice programmes to grow on the basis of a predictable
income flow. About 60 per cent of hospice patients are covered by the benefit
(Field and Cassel 1997). Patients certified as having a life expectancy of
6 months or less and who waiver the right to standard Medicare benefits
for curative treatments are eligible for the benefit, which provides a per diem
payment. This covers short in-patient stays (provided these do not exceed
20 per cent of the total hospice care days for the hospice) and a variety of
medical and non-medical services at home. The benefit has influenced not
only the speed of growth of hospice programmes but also their character-
istics: services are expected to use volunteers and to limit in-patient care,
while patients have to have a predictable prognosis and usually to have
informal carers to share in the care. The characteristics of patients receiving
hospice care in the USA differ in a number of ways from those of hospice
patients in the UK: they are much more likely to have a diagnosis other than
cancer, to be closer to death, to be at home rather than an in-patient and to
be in a nursing home. The benefit’s availability has encouraged an entre-
preneurial approach to the provision of hospices, with expansion into new
markets (such as nursing homes and non-cancer patients) and the develop-
ment of for-profit hospice chains. Initial enthusiasm for this benefit has
changed in some quarters to opposition to the ways it constrains and shapes
hospice provision.

As these examples illustrate, the availability of specialist palliative care
services is largely determined by the health care system of the country in
question and the level of health care funding. A third element is the political
will to support these services. Palliative care has to compete with many other
deserving recipients of the ‘health pound’, and its success or otherwise in
gaining political support is an important determinant of the funding it
receives and therefore of service availability. In many countries, including the
UK and the USA, innovative services have been initiated by local sup-
porters, but achieving acceptance within the health care system and political
support are important if existing services are to be sustained and new ser-
vices are to be developed. Italy and Canada are both examples of successful
sustained attempts to gain political support and the impact of doing so on
service provision, although, as with the Medicare benefit in the USA, the
initial champions and initiators of palliative care do not always like the
consequences of gaining political support and becoming more ‘mainstream’
within national health care provision (Toscani 2002).

The availability of specialist palliative care thus varies between and
across countries depending on the health care system, health care funding
and both political and public support for these services. Access to the avail-
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able services is determined by eligibility criteria, both explicit and implicit,
which are themselves determined by beliefs about the purpose and benefits
of palliative care. These are considered in the remainder of this chapter.

Access to specialist palliative care

Most people who receive care from hospice and specialist palliative care
services have a diagnosis of cancer: in 2000–2001, 95 per cent of patients
receiving palliative care had cancer.2 In the UK at least, specialist palliative
care is largely synonymous with cancer care, in particular terminal cancer
care.

This is not surprising given that a strong desire to improve care for dying
cancer patients provided much of the motivation for founding St Christo-
pher’s Hospice, usually regarded as the first modern hospice, and accounts
for the rapid uptake of the ideas developed by its founder, Dame Cicely
Saunders. The number of people who died from cancer increased rapidly in
the twentieth century as better public health and the development of effect-
ive treatments such as antibiotics led to a decline in the number of deaths
from infectious diseases. The same period saw the development of modern,
scientific medicine with its emphasis on cure rather than care, and the con-
comitant growth in hospital provision and utilization. Glaser and Strauss, in
their seminal work in the 1960s (Glaser and Strauss 1965, 1968), observed
how dying cancer patients were often ignored, kept in the dark about their
prognosis and isolated in hospitals, particularly by medical staff. Dame
Cicely’s own observation while a medical almoner or social worker of the
neglect and poor symptom control experienced by these patients in hospitals
had earlier led her to undertake medical training to find ways to improve
their care. The picture of poor communication with health professionals, of
inadequate support and of distressing, uncontrolled symptoms was
reinforced by the results of surveys of patients nursed at home (Marie Curie
Memorial Foundation 1952), cared for in terminal care homes (Hughes
1960) and dying in hospital (Hinton 1963). Dying from cancer in the 1950s
and 1960s could often be an appalling experience for patients and their
families (as, of course, it can still be today in the absence of effective pallia-
tive care). The groundswell of public and professional support which made
possible the opening of St Christopher’s Hospice in 1967 and which fuelled
the rapid spread of the hospice movement is evidence of widespread
dissatisfaction with the care these patients received.

The growth of hospice and specialist palliative care has led to improve-
ments in the care that can be offered to terminally ill cancer patients and
their families. Cancer pain can now be controlled in the majority of patients,
and effective therapies are available – or are being developed – for other
distressing symptoms (Doyle et al. 1998). Dame Cicely’s concept of ‘total
pain’ embraces psychological, social and spiritual as well as physical distress
(Clark 1999), and expertise has also been developed in addressing these
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aspects of the patient’s experience. Dame Cicely Saunders has argued that
much less progress would have been made if hospices had from the begin-
ning been open to all dying patients, regardless of diagnosis (personal com-
munication). The initial focus of hospice services on terminal cancer care
can therefore be explained by the overwhelming needs of these patients, and
by a desire to focus on one group to make rapid progress in, for example,
symptom control. Rapid progress in the understanding and treatment of
pain at this time was also important.

From its inception, however, the relevance has been recognized of the
principles and practice of hospice care to patients dying from other diseases.
For example, Dame Cicely Saunders and Dr Mary Baines from St Christo-
pher’s Hospice wrote in 1983 that ‘many of the symptoms to be treated and
much of the general management will be relevant to other situations . . .
Terminal care should not only be a part of oncology but of geriatric medi-
cine, neurology, general practice and throughout medicine’ (p. 2). The hope
– and expectation – was that other medical specialties would take on the task
of developing services specific to and appropriate for ‘their’ terminally ill
patients. There is little evidence that this has happened in terms of service
provision, although occasional publications have recognized the needs of
dying patients (Graham and Livesley 1983; Wilkes 1984; Volicer 1986).

Some non-cancer patients have been cared for by hospice and specialist
palliative care services. For example, St Christopher’s Hospice initially pro-
vided care for some long-term chronically ill patients such as those with
multiple sclerosis or motor neurone disease, mirroring the practice of St
Joseph’s Hospice where Dame Cicely had previously worked. It continues to
care for motor neurone patients, as do other services.

Challenges to the focus on cancer: AIDS/HIV

The focus of specialist palliative care services on terminal cancer care has
been challenged, particularly in the past decade. The inception of the AIDS/
HIV epidemic in the 1980s meant that there were growing numbers of pre-
dominately young terminally ill patients who, like cancer patients, experi-
enced distressing physical, psychological, social and spiritual problems,
compounded by the fear and stigma associated with an AIDS diagnosis.
There was considerable debate as to whether these patients’ needs could best
be met within existing hospice and specialist palliative care services, or
whether new AIDS/HIV-specific services needed to be developed. Initially,
specific services were developed, in part because of the availability of ring-
fenced funds for AIDS/HIV services. The characteristics of people with
AIDS in the UK have, however, changed, with a growth in the proportion of
sufferers who are women and who come from sub-Saharan Africa. These
clients may not feel comfortable in services developed primarily for gay men
and, because of the stigma attached to AIDS, may prefer to access generic
services. This demographic shift, together with removal of ring-fenced
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funding and the decline in AIDS-related mortality due to use of the triple
therapies, has led to increased use of generic hospice services and a decline in
the availability of AIDS-specific services.

NHS reforms

Changes to the organization of the NHS in the early 1990s also resulted in
challenges to the focus of specialist palliative care services on cancer. Dis-
trict health authorities no longer managed patients directly, but instead were
made responsible for assessing the need of their resident population for
health care, and then purchasing (later commissioning) care from local
health service providers to meet these needs. This led to interest in needs
assessment, accompanied in palliative care by increasing recognition that
cancer patients are not alone in needing palliative care. An expert report to
the Department of Health in 1992 from the Standing Medical Advisory
Committee and the Standing Nursing and Midwifery Advisory Committees
on the Principles and Provision of Palliative Care (1992) recommended that
‘all patients needing them should have access to palliative care services.
Although often referred to as equating with terminal cancer care, it is
important to recognise that similar services are appropriate and should be
developed for patients dying from other diseases’ (p. 28). Here the emphasis
is on separate services being developed for patients with conditions other
than cancer, which is consistent with the approach adopted by the hospice
movement since its inception. However, in 1996 an NHS Executive letter to
health authorities stated that

purchasers are asked to ensure that provision of care with a palliative
approach is included in all contracts of service for those with cancer and
other life-threatening diseases . . . although this letter is focused on ser-
vices for cancer patients, it applies equally for patients with other life
threatening conditions, including AIDS, neurological conditions, and
cardiac and respiratory failure.

This uses a model of palliative care that distinguishes between the palliative
care approach, the responsibility of all health care providers, and specialist
palliative care (NHS Executive 1996). It does not explicitly require either
that separate services should be provided for non-cancer patients or that
they should have increased access to existing specialist services, but it does
re-define the boundaries of palliative care to include non-cancer patients.
This is reflected in the epidemiologically based needs assessment for pallia-
tive care (Higginson 1997) that provided estimates of the number of people
per 1,000,000 population with cancer, progressive non-malignant disease
and HIV/AIDS who may need palliative care. In 2000, the National Service
Framework for Cardiac Disease (Department of Health 2000a) reflected this
boundary shift and, indeed, took it further by stating that patients with
severe heart failure should have access to specialist palliative care services.
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Political changes in the NHS, first producing the purchaser/provider split
and fuelling the development of needs assessments, and then commissioning
national service frameworks, have been influential in changing the rhetoric
of palliative care to include non-cancer as well as cancer patients.

Non-cancer palliative care needs

Stating that palliative care should be provided on the basis of need is not in
itself, however, sufficient to produce an increase in the numbers of non-
cancer patients accessing specialist palliative care services. These patients
may not have physical, psychological, social or spiritual needs at the end of
life, and thus may not require these services. Some evidence that this is not
the case comes from the increasing body of research into the palliative care
needs of non-cancer patients. For example, the Regional Study of Care for
the Dying, a large population-based interview study of bereaved relatives of
a representative sample of deaths in England in 1990 (Addington-Hall and
McCarthy 1995; McCarthy et al. 1997a), found that people who died from
heart disease were reported to have experienced a wide range of symptoms,
which were frequently distressing and often lasted more than 6 months, and
which were associated with a decreased quality of life. Half were thought to
have known they were dying: most worked it out for themselves, a situation
similar to cancer in the 1960s (McCarthy et al. 1996, 1997b). Other papers
from the study highlighted the experiences of people who died from respira-
tory disease, stroke or dementia (Addington-Hall et al. 1995; McCarthy et
al. 1997a; Edmonds et al. 2001). At the same time, evidence was emerging
from a large US study, the SUPPORT study, of the poor quality of life,
uncontrolled symptoms and inadequate communication of people dying
from conditions such as severe heart failure, chronic obstructive pulmonary
disease (COPD) and cirrhosis of the liver (Lynn et al. 1997b). Other studies
have been reported more recently expanding on and refining these findings
(see Addington-Hall and Higginson 2001). Although many questions
remain unanswered, there is growing evidence that many people who die
from causes other than cancer need in their last weeks and months of life
better symptom control, more psychological and spiritual support, more
open communication with health professionals, and more support for their
families.

Establishing that some non-cancer patients have similar problems at the
end of life as cancer patients is not in itself, however, sufficient to establish a
need for specialist palliative care provision beyond cancer. According to the
definition of need adopted in the influential publications on epidemiologi-
cally based needs assessment (Stevens and Raftery 1997), it is necessary to
establish that someone will benefit from a health care intervention before
describing them as needing that service. Evidence that cancer patients bene-
fit from specialist palliative care services is sparse (Bosanquet and Salisbury
1999) and that for non-cancer patients even sparser, particularly beyond
HIV/AIDS and neurological conditions (for a review, see Addington-Hall
and Higginson 2001). Specialist palliative care services need to add to this

96 Encountering illness



evidence base by evaluating the impact of their care on non-cancer patients,
and demonstration projects incorporating evaluation are needed of new
innovative palliative care services for these patients. It is not self-evident that
they will want or benefit from services developed primarily for cancer
patients, and it is important to establish the costs and benefits of specialist
palliative care outside cancer if harm to patients is to be avoided and
resources are to be used efficiently.

Use of palliative care services by non-cancer patients

The lack of evidence that specialist palliative care services benefit non-
cancer patients may explain in part why in the UK the proportion of
patients using these services who do not have cancer is rising slowly, if at all.
This differs from the USA, where the proportion of hospice patients in 1995
who had a diagnosis other than cancer was 40 per cent, with 6 per cent
having heart-related diagnoses, 4 per cent AIDS, 2 per cent Alzheimer’s
disease and 27 per cent other diagnoses. Differences between the two coun-
tries illustrate the impact that funding systems have on access to palliative
care, and it has been hypothesized that the number of non-cancer patients
served by specialist palliative care services in the UK would rise more swiftly
if additional funding was available. The Medicare hospice benefit has served
this role in the USA, as discussed above, while ring-fenced funding for HIV/
AIDS was important in encouraging the development of palliative care for
these patients in the 1990s. Existing specialist palliative care services in the
UK depend heavily on charitable fund-raising, much of it explicitly directed
to the care of terminally ill cancer patients. Within the NHS, the National
Cancer Plan, the development of supportive and palliative care guidelines by
the National Institute of Clinical Excellence (NICE) and increased funding
for cancer research and service provision (Department of Health 2000b),3

have again focused attention on cancer. Even if specialist palliative care
services are shown to benefit non-cancer patients, demonstrating need will
not be sufficient to increase access – the question of who will fund care for
these patients will also need to be addressed.

Funding is not the only barrier to existing specialist palliative care ser-
vices caring for non-cancer patients (Field and Addington-Hall 1999). An
important difference between cancer and non-cancer is the difficulty in judg-
ing prognosis and thus in identifying suitable candidates for palliative care.
For example, the SUPPORT study used multivariate computer models based
on clinical and biochemical indices to predict prognosis. On the day before
death, lung cancer patients were estimated to have less than a 5 per cent
chance of surviving for 2 months, while chronic heart failure patients had a
more than 40 per cent chance (Lynn et al. 1997a). This causes several prob-
lems. For example, palliative care services are concerned about providing
care for patients who may survive for months or years, limiting the care they
can offer other patients. Heart failure patients may never be viewed by their
clinicians as ‘dying’ or having a limited prognosis, and they may con-
sequently (and perhaps correctly) continue to receive intensive medical care
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until they die. Prognostic uncertainty is a barrier to many non-cancer
patients receiving palliative care until very close to death (as in the American
hospice experience) or at all. Innovative models of care are needed such as,
for example, offering one-off consultations, short-term interventions with
the possibility of re-referral if new problems develop, or ‘full’ palliative care
depending on the complexity of the patient’s problems (George and Sykes
1997).

Many nurses and doctors in palliative care have mainly worked and
trained in cancer patient care and may rightly be concerned about whether
they have the skills to care for other patient groups. As has happened with
AIDS/HIV patient care, they may need to work in partnership with col-
leagues in, for example, cardiology or health care for the elderly.
Encouraging and facilitating health professionals from backgrounds other
than cancer to train and work in palliative care will also be important.

A final barrier to non-cancer patients accessing specialist palliative care
services is the image of these services and their acceptability to, for example,
patients with heart failure or chronic respiratory diseases. Cancer patients
can be reluctant to accept referrals to hospices or other services because of
their association with dying. Changes in terminology from ‘hospice’ to ‘pal-
liative care’, in eligibility criteria to include patients earlier in the disease
trajectory, and in patterns of service delivery (including joint clinics with
oncologists in hospitals) will all help to attract earlier referrals for terminally
ill cancer patients, and to overcome the anxieties cancer patients and their
families may have about accessing this care. Cancer, however, still has a close
association with death and dying in the public imagination. Heart failure,
like other chronic diseases, does not. The shock of being referred to a pallia-
tive care service may be even greater in these patients and needs very careful
explanation. The acceptability of these services to non-cancer patients is
largely unknown, and may represent a major challenge to increasing access
for them. Again, innovative patterns of service provision with, for example,
hospital and community palliative care teams working closely with the
growing numbers of heart failure nurses (Blue et al. 2001) will be needed.

In summary, specialist palliative care provision in the UK is primarily
used by cancer patients, with some AIDS/HIV and motor neurone disease
patients also receiving care. The higher proportion of non-cancer patients in
American hospice programmes shows that the focus on cancer is not inevit-
able. There is growing evidence of palliative care needs among patients with
chronic progressive diseases such as chronic heart failure and COPD,
although there is little evidence that specialist palliative care services benefit
these patients. There are barriers to increasing access for non-cancer
patients, including funding, the difficulty of identifying appropriate candi-
dates because of prognostic uncertainty, the putative lack of appropriate
skills among palliative care professionals, and unanswered questions about
the acceptability of these services to non-cancer patients. Innovation and
trial-and-error, accompanied by both summative and formative evaluations,
will be needed to adapt palliative care to the needs of non-cancer patients
and to the settings where they currently receive care.
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Improving access for non-cancer patients will not just – or, perhaps, even
primarily – mean opening the doors of existing services to these patients, but
will require adaptations to these services as well as the development of new
services. It will require a close partnership between palliative care and other
specialities, particularly health care for the elderly (including nursing homes)
given the ageing population and the higher incidence of chronic, progressive
conditions in older people (Lye and Donnellan 2000). Indeed, discussing
access for non-cancer patients to palliative care services without considering
access issues for older people, including older cancer patients, is to over-
simplify the issues. The access of older people to specialist palliative care
services is therefore considered in the next section.

Older people’s access to palliative care

Causes of death vary significantly with age. While overall rates of heart
disease remain fairly stable across age groups (unlike chronic heart failure
rates, which increase with age: Lye and Donnellan 2000), the proportion of
deaths from stroke increase from 5 per cent in those aged under 65 to 13 per
cent in those aged 85 or over. Dementia accounts for less than 1 per cent
of deaths in the youngest age group, compared with nearly 10 per cent in the
oldest age group. The proportion of cancer deaths decreases significantly
with age, from 37 per cent in those who die before age 65 to 12 per cent in
those who survived to at least 85. This has led to the suggestion that age is
the crucial factor in determining how people with cancer differ from non-
cancer patients (Seale 1991a). While this is true when the proportion of
deaths from each cause is considered, the total number of deaths increases
with age. This means that the number of people aged 75 or older who die
from cancer does not differ much from the number who die from it before
the age of 75: 63,049 versus 70,397 in England and Wales in 1999. Cancer
and non-cancer patients differ at the end of life in a number of ways, includ-
ing the pattern and severity of symptoms and their dependency levels
(Addington-Hall and Karlsen 1999). This is true of patients under 65 as well
as of older patients, and it is therefore not helpful to see age as the main
difference between cancer and non-cancer patients. It risks obscuring the
needs of younger non-cancer patients and of older cancer patients. Never-
theless, in terms of numbers, the limited access to specialist palliative care
services for non-cancer patients has a greater impact on older people who
die than it does on younger people. This is compounded by evidence that
older cancer patients access specialist palliative care services less frequently
than younger patients, at least in the UK.

Older terminally ill cancer patients are less likely to access hospice in-
patient care than younger patients. In the Regional Study of Care for the
Dying, patients under the age of 85 years at death were almost three times
(2.82) more likely to have been admitted to a hospice than those over this age
(Addington-Hall et al. 1998). Differences in site of cancer, dependency levels
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and reported symptoms were controlled for statistically and do not explain
this finding. In health districts with a lower than average number of hospice
beds, patients under the age of 65 were significantly more likely to access
hospice care than those over this age. Other studies have reported similar
findings (Hunt and McCaul 1996; Eve and Higginson 2000; Grande et al.
2002).

Why might older cancer patients be less likely than younger ones to
access in-patient hospice care? Hospices – or those making referrals – may
be focusing a scarce resource on patients they believe to be most at need.
Nursing homes may be an acceptable alternative for older people unable to
remain at home, but be considered less suitable for younger patients who are
therefore admitted to a hospice instead. This apparent use of in-patient
hospices to provide care for younger patients who can no longer cope at
home is out of step with the increasing emphasis of many UK hospices on
short-term admissions to alleviate difficult physical or psychological symp-
toms. The Regional Study of Care for the Dying, which took place in 1990–
91, may not reflect the current situation, particularly given the rise of
specialist palliative care units. It also cannot fully explain the evidence of
age-related differences in access to specialist palliative care services, as the
same pattern is found in community palliative care services.

Grande et al. (1998) reviewed the evidence and concluded that having a
primary carer (particularly one who was not ‘too old’, male or employed),
being female and from a high social economic group were associated with
high hospice home-care usage, while being older, having long-term care
requirements or haemotological cancer were associated with low usage. In
the Regional Study of Care for the Dying, ten factors were found to
independently predict community specialist palliative care use in the last
year of life (Addington-Hall and Altmann 2000). Factors significantly
associated with increased use were requiring assistance with dressing/
undressing, needing help at night, having constipation, experiencing
vomiting/nausea, being mentally confused, having breast cancer and being
under the age of 75 years. In contrast, having a lymphatic/haemotological
cancer, a brain tumour and being dependent on others for help with self-care
for more than 1 year were associated with decreased use. The use of com-
munity specialist palliative care nurses to provide expertise in symptom
control and to support families of patients who are dependent or have symp-
tom control problems is consistent with the aims of palliative care. It is more
difficult to argue that the age differential in use of these services is appropriate.

Why might being older affect access to these services? Again, older indi-
viduals may be seen – or see themselves – as being less in need of the expert
support provided by specialist palliative care services. There is some evidence
that they experience less symptom distress than younger patients (Degner
and Sloan 1995) but the evidence is not conclusive. The similarities in how
pain is experienced by younger and older people may be more apparent than
the differences. The requirements for pain management in a geriatric hospice
population appear to be similar to those of younger patients with advanced
cancer, with some two-thirds of both groups experiencing pain (Stein
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and Miech 1993). Older people may be at increased risk of experiencing
uncontrolled pain, with health professionals failing to detect or treat their
pain, perhaps because of beliefs that it is less of a problem in this popula-
tion. On admission nurses are almost twice as likely to miss pain from a
problem list with older patients than with their younger counterparts. A
seminal study of pain management in a large population of older patients
with cancer concluded that daily pain is prevalent and often goes untreated
(Bernabei et al. 1998). More information is needed on how the prevalence,
perception and control of symptoms varies with age, but the limited avail-
able evidence suggests that the relative under-utilization of specialist pallia-
tive care services in older people cannot be wholly explained by these factors,
although health professional beliefs about symptom experience at different
ages may play an important role.

Specialist palliative care includes psychological and spiritual support as
well as the control of physical symptoms. Do older people need this type of
support less than younger patients? Older cancer patients are thought to be
less troubled by a cancer diagnosis than younger people (Harrison and
Maguire 1995) and are believed to be more accepting of death (Feifel and
Branscomb 1973). Lower rates of death anxiety have indeed been reported
for older people in some studies; however, the evidence for this being a
general characteristic of older age remains equivocal (Wagner and Lorion
1984). Some, perhaps many, older people do find it less difficult to face death
than their younger counterparts. However, this is not true of all older people
and some may benefit from the expertise of specialist palliative care teams in
helping them to come to terms with their own mortality and to make some
sense of their lives. Their families may also benefit from the care and con-
tinuing support these teams provide: although younger families with chil-
dren have particularly acute social and psychological need, the devastation
experienced by many older spouses and their adult children and the physical
consequences of care-giving in older people with their own health problems
should not be overlooked.

People who are admitted to a hospice in the last year of life are more
likely than other cancer patients to have cancer alone recorded as cause of
death on their death certificate (Seale 1991b). Older cancer patients are likely
to have co-morbidities, such as musculoskeletal, respiratory and circulatory
conditions, and this may contribute to their under-utilization of specialist
palliative care services. As discussed above, these services focus on patients
for whom the consequences of cancer are the main problem, and who are
often relatively unfamiliar with the management of other conditions. The
higher incidence of dementia may also reduce hospice usage in the UK (but
to a lesser extent in the USA; Hanrahan et al. 2001), as these services are
reluctant or unable to care for patients with severe mental health problems
(Addington-Hall 2000).

There is little evidence with which to address the question of whether the
focus on cancer patients who have limited or no co-morbidities is appropri-
ate or whether it discriminates against older people. A patient’s age conveys
little or no information about the needs of that individual, however much
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information it conveys about the needs of the total population of people of
that age. Patients need to be assessed as individuals and to have their eligibil-
ity for specialist palliative care determined on the basis of this assessment,
not on the basis of their chronological age.

This discussion presupposes that the age differential in access to special-
ist palliative care is a consequence solely of the admission policies and
practices of these services. These are important, but the attitudes of those
making referrals and of the patients themselves are also important in deter-
mining access to specialist palliative care. Hinton (1994) reported that age
differentials were evident in referrals to a palliative care community service,
but not in referrals from that service to an in-patient hospice. Health pro-
fessionals caring for these patients may not make referrals to specialist
palliative care if they perceive the referral as being unlikely to be accepted, if
they underestimate the patient’s physical, psychological or spiritual needs, or
if they (perhaps rightly) consider themselves to have superior skills in the
management of the patient. They may also be caring for patients in a setting
with limited access to palliative care services. Further research is needed to
explore the attitudes of referrers to palliative care for older people, and to
explore the attitudes of older people themselves. Many older people spend at
least some time in a nursing home and current efforts in the UK and else-
where to improve palliative care in these settings are therefore important
(Maddocks and Parker 2001).

Conclusions

Access to specialist palliative care services is determined primarily by avail-
ability. This varies between and across countries depending on the health
care system, health care funding and both political and public support for
these services. Access to the available services is determined by eligibility
criteria, both explicit and implicit, which are themselves determined by
beliefs about the purpose and benefits of palliative care.

Older people are more likely than younger people to die from causes
other than cancer and to have a number of co-morbidities alongside can-
cer. They are therefore disproportionately affected by the focus of special-
ist palliative care on cancer. Even those who die from cancer are less likely
to access specialist palliative care than younger patients with similar
dependency and symptoms. There is limited research evidence to justify
either the focus on cancer or the age-related differentials in access to these
services.

The evidence on palliative care needs in non-cancer supports the argu-
ment that many of these patients have unmet palliative care needs, but there
is almost no evidence that they would benefit from specialist palliative care
interventions. Establishing benefit is an essential stage in establishing need
for specialist palliative care beyond cancer, and innovative research and
audit studies are needed to build the evidence base. Evidence is also lacking

102 Encountering illness



on older people’s attitudes to specialist palliative care, their needs at the end
of life and the reasons why older cancer patients are referred to these services
less often than younger patients. Again, further research is needed. Access to
specialist palliative care for non-cancer patients and for older people are
closely related issues and should not be considered in isolation.

The literature on access to these services illustrates the importance of
assessing each individual’s need for palliative care rather than making
judgements based implicitly or explicitly on the basis of their age or diag-
nosis. This, however, presumes that ‘palliative care needs’ are easily defined
and identified. The debate elsewhere in this book on definitions of palliative
care shows that they are not. There will continue to be local and national
variations in access to specialist palliative care, and there also needs to be
continued reflection and debate about whether these variations are justified
or are a consequence of stereotypical views of levels of palliative care need
among different demographic and diagnostic groups.

• Specialist palliative care availability varies between and across countries
depending on the health care system, health care funding and both
political and public support for these services.

• Access to the available services is determined by eligibility criteria, both
explicit and implicit, which are themselves determined by beliefs about
the purpose and benefits of palliative care.

• Palliative care in most, but not all, settings is focused on the care of
terminally ill cancer patients. Patients dying from HIV/AIDS or from
motor neurone disease often also access this care.

• In the UK, there has been a shift in the rhetoric of palliative care away
from a focus on cancer and towards access being determined by need,
not diagnosis.

• There is increasing evidence that people who die from other chronic and
progressive conditions have physical, psychological, social and spiritual
problems in the last weeks or months of life. It is not yet known whether
specialist palliative care can address these problems successfully.

• Until there is evidence that specialist palliative care benefits non-cancer
patients, they cannot be said conclusively to have palliative care needs.
Making access depend on need rather than diagnosis will not, therefore,
necessarily change the characteristics of those receiving care.

• Barriers to extending specialist palliative care beyond cancer include a
lack of funding, difficulties identifying suitable candidates because of
prognostic uncertainty, a lack of skills in non-cancer conditions among
specialist palliative care health professionals, and a lack of evidence that
non-cancer patients would find referral to these services acceptable.

• Older people with cancer access specialist palliative care services less
often than younger people with similar problems. This age differential
may be justified: there is some limited evidence that older people need
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less help to face death and have fewer symptom control problems. Older
people need to have their palliative care needs assessed individually and
not predetermined from their age or diagnosis.

• Cancer in older people often co-exists with other chronic and progres-
sive conditions. The lack of familiarity of many specialist palliative care
services with these conditions may explain in part the under-
representation of older cancer patients in these services.

• Differences between countries in the characteristics of patients receiving
palliative care demonstrate that specialist palliative care services need
not be focused on cancer or primarily serve younger patients.

• There will continue to be local and national variations in access to spe-
cialist palliative care, and there also needs to be continued reflection and
debate about whether these variations are justified or are a consequence
of stereotypical views of levels of palliative care need among different
demographic and diagnostic groups.

Notes

1 See Hospice Information Service (2002) UK hospice and palliative care units
January 2002 (http://www.hospiceinformation.info/factsandfigures/ukhospice).

2 Ibid.
3 See National Institute for Clinical Excellence (2003) Supportive and palliative

care (http://www.nice.org.uk/cat.asp?c=20102).
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6
Acute hospital care

Vanessa Taylor

From its origins outside mainstream health care in the ‘hospice movement’,
palliative care is re-emerging as an integrated part of mainstream health care
delivery (NCHSPCS 1996; Llamas et al. 2001), with the acute hospital
setting playing a dominant role in the provision of care for patients with
palliative care needs. Some authors have questioned the transferability of
palliative care to the acute hospital setting. The benefits of palliative care are
described as being context-specific, particularly with regard to the caring
relationships and collegial commitment of team members in a hospice set-
ting, which may not be as effective when transferred to the acute care setting
(Rumbold 1998). Furthermore, the biomedical approach of acute hospitals
is considered to over-emphasize the medical and physical aspects of care in
the delivery of palliative care (Rumbold 1998; Street 1998). Hospice care is,
however, not accessible to everyone (NCHSPCS 2000) and nurses on wards
within the hospital setting continue to have responsibility for a significant
number of patients with palliative care needs and their families. In general,
as many as 90 per cent of people may need some in-patient hospital care in
their last year of life and 55 per cent of all deaths in the UK occur in
hospital (Ramirez et al. 1998). This suggests that there is a need for skilled
and compassionate palliative care for patients with palliative care needs
within the hospital setting whatever challenges this environment may pose.

In this chapter, I focus on the provision of general and specialist pallia-
tive care services within the hospital setting and the challenges faced by
nurses when attempting to integrate the principles and practices of palliative
care in this setting. General palliative care is described as a vital and inte-
grated part of the routine clinical practice delivered by the usual profes-
sional carers of the patient and family with low to moderate complexity of
palliative care need. Specialist palliative care services are provided by profes-
sional carers who specialize in palliative care for patients and their families
with moderate to high complexity of palliative care need (NCHSPCS 2002).
The chapter is divided into four sections. First, I examine the prevalence of
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patients with palliative care needs within the hospital setting. Next, I exam-
ine the experiences of patients with palliative care needs and their families of
being cared for within this setting. Then I identify the challenges faced by
qualified nurses when attempting to integrate the philosophy of palliative
care and provide general palliative care in this setting. Finally, I look at the
role of, and challenges for, specialist palliative care nurses within the hospital
setting.

Palliative care needs in the acute hospital setting

The influence of wider changes in health and social policy is recognized as
having a significant effect on the development of palliative care services
(Clark et al. 2000). Indeed, for people with cancer, contemporary health
policy within the UK may be viewed as influencing a broadening of the
provision of palliative care services and attempting to reduce inequities in
the availability of specialist palliative care services.

Traditionally, the major emphasis of palliative care has been the care of
patients with advanced cancer. More recently, however, health policy has
emphasized the importance of access to specialist palliative care services for
cancer patients from diagnosis onwards (Department of Health 1995,
2000a). Palliative care has, therefore, extended beyond its original focus on
terminal care to acknowledge the needs of those who have been recently
diagnosed with cancer and those who are not going to die imminently. Fur-
thermore, in recognition of an inequity of service provision across the UK,
National Health Service (NHS) palliative care for patients with cancer has
become a priority for the government, with additional monies available to
support service provision, for education for district nurses and for projects
aimed at widening access to palliative care (Department of Health 2000a).
The British Government’s goal is to set standards and monitor cancer
service delivery, seeking to ensure that all cancer patients have access to
specialist palliative care services when needed, achieved through a coordin-
ated approach between the NHS and voluntary palliative care services
(Department of Health 2000a).

The acute hospital is, for many patients, the place where the majority of
investigations, treatment, follow-up, and palliative and terminal care follow-
ing a diagnosis of cancer are provided. A large proportion of patients receive
their diagnosis of cancer within the hospital setting (Cancer Relief Macmil-
lan Fund 1991). Subsequently, patients may attend or be admitted to an
acute general hospital for treatment of the disease, management of com-
plications or emergencies, investigation of a suspected recurrence of their
cancer, for follow-up or to die. Difficulties of symptom control, rapid
deterioration of some patients, and physical and emotional exhaustion of
carers have been identified as the major reasons why people die in hospital
(Dunlop and Hockley 1998). Multi-professional palliative care support may
be introduced to patients and families at the diagnostic phase, alongside
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curative or life-prolonging treatment, as well as during disease progression
and the terminal phase of the patient’s illness (Gott et al. 2001). This broad
inclusive definition of palliative care has, therefore, the potential for many
more patients with cancer in the acute hospital to be viewed as being eligible
for palliative care (Gott et al. 2001).

The NHS Cancer Plan (Department of Health 2000a) addresses the
palliative care needs of patients with cancer while ignoring those of patients
with other life-limiting illnesses. There has, however, been a realization by
the British Government, demonstrated in the national service frameworks
for heart disease and older people, that palliative care should be an import-
ant and integral part of patient care. This government position endorses the
view of the National Council for Hospice and Specialist Palliative Care
Services (NCHSPCS) that the principles of palliative care apply equally to
patients with diseases other than cancer (Addington-Hall 1998; NCHSPCS
2002). These diseases, while not amenable to curative treatment, may have a
prognosis of months or years (McCarthy et al. 1996; Addington-Hall 1998;
Skilbeck et al. 1998; Higginson and Addington-Hall 1999). This includes
patients with neurological diseases, AIDS, chronic cardiovascular disease,
chronic respiratory disease (Higginson 1993), renal failure, cerebrovascular
accident and dementia (Dharmasena and Forbes 2001). These patients may
also be diagnosed, managed and cared for within the acute hospital setting
and have palliative care needs that may benefit from general and specialist
palliative care services. The adoption of such an inclusive definition for
palliative care raises the question of the number of patients with palliative
care needs within the hospital setting who may require general and/or
specialist palliative care services.

Recent studies have demonstrated that between 5 and 23 per cent of
patients in hospital have palliative care needs. Skilbeck et al. (1999) surveyed
nurses in one NHS Trust. They found that approximately 5 per cent of the
hospital population of 1200 patients were considered to be suitable for some
form of specialist palliative care. Twenty-five per cent of the identified
patients were described as terminally ill, 60 per cent were viewed as having
palliative care needs and 15 per cent were seen as meeting both criteria.
Patients were cared for across a variety of clinical settings, including med-
ical and elderly (49 per cent), cardiothoracic (18 per cent), general surgery
(15 per cent), renal (11 per cent), obstetrics and gynaecology (4 per cent),
orthopaedics (1 per cent) and burns and plastics (1 per cent) (Skilbeck et al.
1999). Similarly, Gott et al. (2001) identified the proportion of in-patients at
one acute hospital considered by the nursing and medical staff to have
palliative care needs during a 1-week period. Overall, 23 per cent of the
total in-patient population of 452 were identified as having palliative care
needs and/or being terminally ill, although only approximately half had a
primary cancer diagnosis. Non-cancer diagnoses included neuromuscular
disorders (11 per cent), respiratory disease (9 per cent) and cardiovascular
disease (8 per cent). Eleven per cent of the patients identified with pallia-
tive care needs were described as being suitable for referral to a specialist
palliative care bed.
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The study by Gott et al. (2001) differed from that of Skilbeck et al.
(1999) in that Gott and co-workers sought the views of both medical and
nursing staff and utilized a broader, more inclusive definition of palliative
care. This perhaps reflects the higher proportion of patients identified with
palliative care needs. Interestingly, this study revealed a low level of agree-
ment between nursing and medical staff as to which patients had palliative
care needs, with nurses more likely than medical staff to identify patients
with non-cancer diagnoses as having palliative care needs. This may reflect
nurses’ greater recognition of the psychosocial aspects of palliative care,
while doctors may be more influenced by the medical diagnoses when mak-
ing such an assessment (Gott et al. 2001). Although these studies illustrated
the prevalence of patients with palliative care needs within the hospital set-
ting, the range of physical and psychosocial needs experienced by the non-
cancer patients have been demonstrated to be at least as severe as for those
with cancer (Anderson et al. 2001; Edmonds et al. 2001).

For those attempting to manage and deliver general and specialist pallia-
tive care services within hospitals, these studies provide a helpful indication
of the need for service provision and the range of palliative care needs
experienced by patients with life-limiting illnesses. A model of service deliv-
ery was, therefore, developed by the NCHSPCS to meet these needs. In
recognizing the palliative care needs of both cancer patients and patients
with non-malignant diseases within the hospital setting, the document Pal-
liative Care in the Hospital Setting (NCHSPCS 1996) recommended that the
palliative care approach should be an integral part of all clinical practice and
should be available to all patients with life-threatening illness, supported by
a multidisciplinary hospital palliative care team and integrated with
community-based specialist palliative care services and primary health care
teams. The term ‘palliative care approach’ has, more recently, been redefined
as general palliative care (NCHSPCS 2002). Nevertheless, the assumptions
underpinning this position are that the philosophy and practice of palliative
care can be transferred from the traditional hospice setting to the hospital
environment and that health professionals are able to deliver general pallia-
tive care. The realization of this vision for palliative care within the hospital
setting has proved – and continues to prove – challenging, as discussed
below.

Patient and family experiences of palliative care in the acute
hospital setting

Research in the UK in the 1980s documented deficiencies in the care of
those dying in the hospital setting. Staff working in acute hospital settings
were described as ineffective in the care of dying patients, with poor com-
munication leading to inadequate support for relatives and patients (Field
1989). In addition, nurses have been shown to respond to the demands of
caring for the dying by withdrawal and shying away from death (Morris
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1988). A study of deaths in two hospitals in Scotland provided graphic
descriptions of people dying in the acute sector in the 1980s (Mills et al.
1994). These studies reflected provision of care before the recommendations
of the NCHSPCS for hospital-based palliative care services.

Nevertheless, more recent studies continue to highlight the difficulties
experienced by patients with palliative care needs and their families within
hospital. Rogers et al. (2000) reported on the findings of a post-bereavement
survey of people who registered a cancer death during 1996–97. The survey
aimed to investigate the sources of dissatisfaction with hospital care in the
last year of life. While care given by hospital doctors and nurses was rated as
‘excellent’ or ‘good’, respondents expressed dissatisfaction with a number of
aspects of care arising from a sense of being ‘devalued’, dehumanized’ or
‘disempowered’. These sources of dissatisfaction related to instances where
the patients or respondents felt that their individual needs or wishes were not
given priority or credence (Rogers et al. 2000). The findings indicated that
the principles of palliative care had yet to be incorporated into the care of
the terminally ill in hospital.

Similar sources of dissatisfaction were identified by Dunne and Sullivan
(2000), who sought to gain insight into the lived experiences of families who
journeyed with their relative through the palliative phase of cancer as in-
patients within the acute hospital setting without a specialist palliative care
service. The analysis of the interviews undertaken with eight relatives sug-
gested that the acute hospital environment had many shortcomings as a
place to deliver palliative care, with the environment described as rushed and
lacking in privacy, with patients being moved around the ward as dictated by
the needs for acute beds. In addition, family members described feeling
isolated and helpless as a result of not being involved in the care of their
relative, seeing their relatives in pain (which was poorly managed) and the
unsatisfactory level of communication with health professionals in the hos-
pital setting. Dunne and Sullivan (2000) concluded that, despite the
advances in palliative care, the acute hospital setting did not appear to have
made significant changes for families and patients during the palliative phase
of their illness.

These studies provide an insight into the more recent experiences of
palliative care for patients with cancer and their relatives within the acute
hospital setting, and highlight the gap between the vision of the NCHSPCS
recommendations and the reality of palliative care. The environment and the
culture of care within the acute hospital setting is criticized together with the
skills of the health care professionals to communicate effectively with
patients and their families and manage patients’ symptoms. This raises con-
cerns about the experiences of patients with palliative care needs arising
from other life-limiting illnesses. Regrettably, the care provided by hospitals
has been subject to more criticism than any other model of palliative care,
with consumers preferring hospice care for the non-clinical aspects of
humaneness, the ability of the staff to reduce anxiety and the supportive
nursing care (Wilkinson et al. 1999). It would appear that the need to achieve
a supportive environment within the hospital setting is as important as good
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symptom control in the delivery of palliative care, and hospitals have yet to
make the necessary improvements for patients and their families.

It is important, therefore, that these criticisms are discussed and exam-
ined within clinical teams, including specialist palliative care services in hos-
pitals, as well as at an organizational level, if change is to be effective and
improvements are to be made to patients’ and families’ experiences. While
changes to the physical environment may not be feasible, energies may be
directed at identifying and addressing the issues that challenge health care
professionals’ abilities to provide general and specialist palliative care in
this setting. Some challenges faced by nurses attempting to provide general
palliative care within this setting have been identified and are explored next.

Challenges to nurses of providing general palliative care
within the acute hospital setting

In the provision of palliative care, it has been suggested that good hospital
practice should include the principle that nurses spend time with, and be
available for, patients and their families, discussing and planning care within
a multidisciplinary team framework (Wilson-Barnett and Richardson 1993).
Implicit within this statement is a partnership approach, with a requirement
for open and honest communication with the patient, their relatives and be-
tween members of the health care team, and the acquisition of appropriate
knowledge. Such ideology is central to the nursing philosophy of individual-
ized care, which embraces a holistic approach and active patient participa-
tion in care, with a retreat from the biomedical approach (Trnobranski 1994).
Similarities between the philosophy and principles of palliative care and
individualized nursing care are, therefore, evident. Nevertheless, for nurses,
the process of reintegrating palliative care, which largely developed as a mar-
ginal activity outside of the NHS in small and often charitable organizations,
into the culture of the NHS hospital is not without difficulty.

As nurses are at the forefront of general palliative care delivery within
the hospital setting, exploring their experiences may help to uncover why the
quality of care for patients with palliative care needs and their families
within this setting attracts such criticism. Few studies have, however, focused
on discovering the opinions of qualified nurses regarding the provision of
care to patients with palliative care needs within the acute hospital setting.

Two studies (Taylor 1995; McDonnell et al. 2002) demonstrated the
difficulties faced by qualified nurses in the delivery of general palliative care
within the hospital setting and go some way to explain the criticisms raised
by patients and families. These studies, despite being undertaken 7 years
apart, revealed very similar findings. Taylor (1995) interviewed ten qualified
nurses (clinical grades D–G) to uncover their experiences of providing con-
tinuing care to adult patients with cancer on an acute surgical unit within a
district general hospital in south-east England. The hospital Trust had an
established multiprofessional specialist palliative care team that included five
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clinical nurse specialists, two part-time social workers, a part-time staff
grade medical doctor and a part-time clinical psychologist. In contrast,
McDonnell et al. (2002) surveyed 263 nurses representing 18 wards in four
district general hospitals in Northern Ireland. Access to specialist palliative
care medical staff was available for half the respondents, while access to a
specialist palliative care nurse was available for two-thirds of respondents.
These studies demonstrated that nurses, with limited education in the prin-
ciples of palliative care, inexperienced and unsupported in its practices,
including the development of teamworking skills, were attempting to
provide palliative care in a setting whose culture and context was viewed
as being at odds with the philosophy of palliative care (Taylor 1995;
McDonnell et al. 2002).

The limited access to palliative care education by nurses highlighted in
these studies was reinforced by a recent survey (Lloyd-Williams and Field
2002) that identified the extent of teaching that nurses received during their
pre-registration undergraduate education. The study revealed that diploma
students received a mean of 7.8 hours, while degree students received a mean
of 12.2 hours. These figures compare unfavourably with a mean of 20 hours
available to undergraduate medical students in the UK (Lloyd-Williams and
Field 2002). Furthermore, following registration, nurses practising within
the hospital setting reported having limited opportunities to attend educa-
tion events about cancer and/or palliative care, impeded by staff shortages
and a lack of recognition by managers of the need for these types of educa-
tion within this environment (Taylor 1995). This lack of pre- and post-
registration preparation about cancer and/or palliative care for nurses is,
therefore, a cause for concern if the vision for the provision of general
palliative care for patients with palliative care needs, regardless of diagnosis,
is to be realized within the hospital setting. Support by senior managers to
include palliative care study days into mandatory programmes for health
care staff has been identified as a valuable strategy for reducing the ‘fire-
fighting’ role of Macmillan nurses and achieving more appropriate referrals
to hospital teams (Seymour et al. 2002).

Other difficulties experienced by nurses providing palliative care in hos-
pitals include problems with multidisciplinary teamworking (Taylor 1995;
McDonnell et al. 2002). In particular, nurses have been shown to have min-
imal involvement in the decision-making processes about patients’ care and
treatment (Taylor 1995) and to perceive a lack of advice from medical col-
leagues (McDonnell et al. 2002). Communicating with patients can also
prove challenging, as nurses have limited time to develop a rapport with
patients and families and many report feeling ill-prepared to deal with the
informational needs of patients (Taylor 1995) and the psychosocial needs of
patients’ relatives (Taylor 1995; McDonnell et al. 2002). Nurses have
described feeling isolated and unsupported by medical staff and ancillary
staff (McDonnell et al. 2002), although this was provided by specialist
palliative care services (Taylor 1995; McDonnell et al. 2002).

The difficulties of teamworking may highlight the effects of organiza-
tional culture and professional socialization on the provision of care.
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Nurses, attempting to implement the good hospital practice (Wilson-Barnett
and Richardson 1993) described above within this environment, face a chal-
lenge to overcome the effect of health care policy and organizational
restructuring of the NHS (Department of Health 1997) as well as the pro-
fessional socialization of other colleagues, especially doctors. Organiza-
tional restructuring has shifted the emphasis in the provision of health care,
with hospitals becoming places where acute, intensive, short-stay treatment
is provided (James and Field 1992), exploiting advances in medical technol-
ogy that enable many investigations, treatments and conditions to be man-
aged on a day or short-stay in-patient basis (Department of Health 1997).
Yet, at the same time, documents such as The NHS Plan (Department of
Health 2000b) and the national service frameworks, including The Cancer
Plan (Department of Health 2000a), may be viewed as raising users’ and
providers’ expectations about the individualized and high standard of care
they should expect. Nurses, working within hospital settings, may, therefore,
have difficulty reconciling the competing demands evident within these pol-
icy documents. While patients may benefit from shorter in-patient stays, for
those with palliative care needs this may limit the time available to discuss
their diagnosis, treatment and the psychosocial impact of the disease and its
treatment, resulting in the feelings of isolation and dissatisfaction identified
by  Dunne and Sullivan (2000) and Rogers et al. (2000). Furthermore, as
demonstrated by Taylor (1995) and McDonnell et al. (2002), nurses can feel
isolated and frustrated about their abilities and opportunities to provide
palliative care, having to rely on specialist nurses to meet the psychosocial
needs of patients and families.

Equally, professional socialization, the hierarchical tradition where the
doctor has total authority, issues of ‘ownership’ of the patient and debates
about ‘who is the expert?’ are considered to be barriers to establishing the
collaborative practice necessary for palliative care within this setting (Coyle
1997). The focus of medical care on curing disease may lead to death being
perceived as a failure, resulting in dying patients and their families being
marginalized and their needs being unrecognized and unmet in the main-
stream health care context (Llamas et al. 2001). Taylor (1995) and McDon-
nell et al. (2002) have demonstrated, however, that nurses are aware of the
needs of patients requiring palliative care and their families and attempt to
provide the best service that they can, while acknowledging that provision of
care could be improved. It would appear, therefore, that needs are identified
but difficulties arise in meeting these needs.

The culture and philosophy of task-orientated care within hospitals
may, therefore, be considered at odds with the holistic and individualized
care of patients with palliative care needs, influencing the way in which care
is provided (McDonnell et al. 2002). McDonnell et al. (2002) demonstrated
that everyday work pressures undermined nurses’ abilities to provide pallia-
tive care and time constraints acted as a barrier to nurses developing an
effective rapport with dying patients and their families. Furthermore, nurses
were required to prioritize physical care over psychosocial needs, with an
average of three minutes per patient per shift being estimated as the time
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available to devote to the psychological care of all patients (McDonnell et al.
2002). It is, therefore, perhaps unsurprising that emotional care for patients
and for relatives represent 57 and 20 per cent, respectively, of reasons for
referral to specialist palliative care (Macmillan) nursing services (Skilbeck
and Seymour 2002).

Key recommendations from these studies to help improve the quality of
general palliative care to patients and their families include the need to
develop strategies to improve accessibility to cancer and/or palliative care
education, both intraprofessional and interprofessional, and the need for
valuing and developing collaborative working in clinical teams, with recogni-
tion and support from specialist palliative care services and service managers
(Taylor 1995; McDonnell et al. 2002).

The support provided by specialist palliative care nurses appeared sig-
nificant in the provision of general palliative care in these studies. The role of
nurse specialist is currently evolving to meet the demands of contemporary
health care policy and professional regulation (Department of Health
2000a; UKCC 2002). Specialist palliative care nurses, therefore, face a num-
ber of challenges in providing specialist services within the hospital setting.

Challenges to nurses of providing specialist palliative care
within the acute hospital setting

The need to improve the care of the dying in the acute hospital setting
resulted in the growth of hospital-based specialist palliative care services
(Hockley 1992). In England, the first hospital palliative care team was estab-
lished in 1976 at St Thomas’ Hospital, London. In 2000–2001, within the
UK, there were 100 hospital support nurses and 221 hospital support teams
(Hospice Information Service 2002). The publication Palliative Care in the
Hospital Setting (NCHSPCS 1996) made several recommendations for the
development of specialist palliative care services, including:

• The hospital palliative care team should be a multidisciplinary group of
full-time, part-time and attached staff and have a range of comple-
mentary skills.

• There should be clear understanding between the hospital palliative care
team, referring clinicians and patients as to the advisory nature of the
relationship between the team and the primary hospital carers.

The recommendations identified by the NCHSPCS (1996) are described
as underpinning the provision of specialist palliative care services within the
acute hospital setting (Pitcher and Davis 2001). More recently, the role of
specialist palliative care services has been redefined as that provided by pro-
fessional carers who specialize in palliative care for patients and their fam-
ilies with moderate to high complexity of palliative care need. This definition
focuses on the clinical role of professionals working within such services. For

116 Encountering illness



nurses, however, the specialist palliative care role (sometimes referred to as
Macmillan nurse) is often associated with the clinical nurse specialist, who
has five areas of responsibility: clinical practice, consultation services,
leadership, teaching and research (Webber 1997). The role of clinical nurse
specialist requires specialist palliative care nurses, therefore, to influence
patient care through indirect or direct services (Skilbeck and Seymour 2002).
Indirect services focus on empowering professional colleagues to deliver
general palliative care through education, support and advice (Skilbeck and
Seymour 2002). In addition, the strategic development of services and prac-
tice may be achieved through research and leadership activities. In contrast,
direct services involve the assessment and delivery of patient care and is
reserved for those patients and families with complex needs (Skilbeck and
Seymour 2002). Specialist palliative care nurses face challenges in terms of
these five areas of responsibility, as discussed below.

Clinician/educator

An important aim of the hospital-based specialist palliative care service,
including specialist palliative care nurses, is to improve the generic palliative
care skills throughout the hospital by example and education (Pitcher and
Davis 2001). Education may be provided both formally through the organ-
ization of study days or informally within the clinical setting as part of
clinical care. Dowell (2002) recommends that specialist input can be used as
a learning experience by junior staff, enabling new skills and knowledge to
be acquired through observation and discussion. Furthermore, the involve-
ment of specialist palliative care services may provide support for ward staff
in the provision of general palliative care and strengthen relationships to
help alter practice and improve patient outcomes. The relationship between
the hospital specialist palliative care team and other health care profes-
sionals is, therefore, considered to be vital to the successful integration of
general palliative care in the acute hospital setting (Pitcher and Davis 2001).

The provision of education has, however, been described as a source of
conflict and ambiguity by Macmillan nurses (Seymour et al. 2002).
Although these nurses view education as the key to developing the assess-
ment skills of staff and ensuring that patients with palliative care needs are
identified, Seymour et al. (2002) highlighted that many feel constrained in
their attempts to provide formal education because of a lack of resources
and a constant demand to provide direct patient care. Equally, informal
education was recognized as a strategy for reducing dependency on specialist
nurses by empowering others rather than taking over patient care (Seymour
et al. 2002). For hospital staff, however, the pressure of ward work meant
that acquired skills could not be put into practice and required specialist
nurses to become substitutes for inexperienced nurses and doctors (McDon-
nell et al. 2002; Seymour et al. 2002). Indeed, Skilbeck and Seymour (2002)
reported that Macmillan nurses spent an average of 56.3 per cent of their
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time on activities related to direct patient care, with 10.9 per cent of time on
formal or informal education. It appears, therefore, that the concerns raised
about the potential for specialist nurses to deskill ward nurses (Marshall
and Luffingham 1998; Jack et al. 2002) may be challenged.

Referral to specialist palliative care services, it may be argued, should be
dependent on the skills, knowledge and experience of the ward teams, with
specialist palliative care services providing support and advice once the
complexity of a patient’s needs exceeds the level of knowledge, skill and
experience of the ward staff. It appears, however, that the demands of the
hospital ward may lead staff to routinely call the specialist nurse when
difficulties arise (Seymour et al. 2002), preventing ward staff from develop-
ing their clinical skills in general palliative care. This reliance on specialist
nurses to fill in means that ward nurses may disempower and deskill them-
selves (Ibbotson 1999). It may be argued, therefore, that the organizational
culture within hospitals must support specialist palliative care nurses to
deliver formal and informal education to ward nurses and provide a clinical
structure that enables ward nurses to apply this learning in practice, thus
allaying the concerns of managers and specialists about deskilling and the
criticism that specialist nurses ‘take over’ (Jack et al. 2002). In addition, this
would enable specialist nurses to address the other aspects of their role
that are assuming increasing prominence as a result of the redefining of
palliative care.

Clinician/consultant

A further challenge for specialist nurses is the impact of current health
policy on the organization and delivery of specialist services for all patients
with palliative care needs within the hospital setting. In attempting to meet
the palliative care needs of patients with life-limiting illnesses other than
cancer, concerns have been raised about the potential number of referrals,
the lack of resources and funding, and the potential for dilution of existing
cancer services (Wallwork 2000). In addition, concerns about the profes-
sional knowledge and skills of specialist palliative care nurses to meet the
needs of non-cancer patients have been raised by both members of special-
ist palliative care services and hospital staff (Addington-Hall 1998; Dhar-
masena and Forbes 2001). Addington-Hall (1998) argues, however, that a
lack of knowledge may not be a barrier to providing palliative care for all if
staff work in cooperation with those familiar with non-malignant diseases.
This approach would also allow expertise to develop (Addington-Hall
1998).

Dharmasena and Forbes (2001) identified that, while physicians would
consider referring patients with non-malignant disease to a specialist pallia-
tive care service, the majority favoured a form of shared care or one-off
advice as a way of ensuring that patients did not feel abandoned by a con-
sultant with whom they may have established an important therapeutic
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relationship over many years (Dharmasena and Forbes 2001). It would
appear, therefore, that specialist palliative care nurses will have to negotiate
their role within these clinical teams, including its boundaries, particularly as
other nurse specialist roles for disease-specific groups or conditions are
developing. In addition, specialist palliative care nurses need to recognize
the appropriateness and limitations of their knowledge base in palliative
care for patients with a range of life-limiting illnesses. Similar issues related
to co-working between generic specialist palliative care nurses and site-
specific cancer nurses have been raised in the delivery of specialist pallia-
tive care services for cancer patients, as problems of role overlap and role
confusion within organizations have emerged (Seymour et al. 2002).

The current changes to the focus of palliative care are, it would appear,
posing significant challenges for specialist palliative care nurses within hos-
pitals in terms of negotiating their role within clinical teams for patients with
a range of life-limiting illnesses. In addition, generic specialist palliative care
nurses are having to negotiate role boundaries with tumour site-specific
nurses usually on an individual basis. The role of generic specialist palliative
care nurses within the hospital setting may, therefore, require review and
redefinition as the boundaries between specialist nursing roles become
increasingly blurred and the opportunities for role confusion and conflict for
patients and other health care professionals are heightened.

Leader

As well as the possibility of needing to redefine the generic specialist pallia-
tive care nursing role, Clark et al. (2002) suggest that the British Govern-
ment’s agenda for cancer, palliative care and supportive care services poses
a challenge for specialist palliative care nurses in determining the future
development of the services they offer within hospital and community set-
tings. It would appear that specialist nurses may be increasingly pressured
to spend more time on strategic issues focused on the development and
delivery of specialist palliative care services by managers who view the
nurse’s role as moving beyond being patient-centred to that of service
development and education (Seymour et al. 2002). Clark et al. (2002), how-
ever, have gone further and have suggested that a complete reconfiguration
of services may be necessary to achieve the type of teamworking required
for the higher level integration of work with the range of teams providing
palliative care.

It would appear, therefore, that if specialist palliative care nurses are to
have a voice, there is a need to become more actively engaged in the leader-
ship aspect of their role to influence and shape the development of their role
and the delivery of specialist palliative care services within the organization.
The demand to substitute for inexperienced ward staff may, however,
impede this as hospitals struggle to achieve the vision of general palliative
care.
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Research, audit and service evaluation

Hospital-based specialist palliative care nurses appear to have a significant
role to play in improving the quality of palliative care within the hospital
setting for patients with cancer and other life-limiting illnesses. Services have
to justify their existence in more than purely humanitarian terms (Clark et
al. 1997) as, at the heart of the British Government’s drive to modernize
health care, is a commitment to quality, person-centred health services based
on evidence (Department of Health 1997). Evidence is beginning to emerge
of the impact of hospital palliative care teams on the care of hospitalized
patients, with statistically significant improvements in symptoms being
demonstrated following input by a multi-professional hospital palliative care
team (Edmonds et al. 1998). More recently, a systematic literature review of
13 studies indicated a small positive effect of the hospital palliative
care team in improving the care for patients or families at the end of life by
reducing time in hospital, improving prescribing practices and symptom
management. Difficulties were, however, acknowledged in undertaking this
review due to a paucity of good evaluation studies (Higginson et al. 2002).
Recommendations, therefore, were made for evaluation studies that com-
pare different models of hospital-based teams. Furthermore, the use of
standardized outcome measures was suggested to assess patients’ pain,
symptoms, carer outcomes, the effect on professionals and overall hospital
service (Higginson et al. 2002). Similarly, Fakhoury (1998) noted that, in
palliative care, no comprehensive research has focused on identifying rele-
vant dimensions of satisfaction for the care of terminally ill patients, which,
for dying patients in hospital, may include concerns related to physical sur-
roundings, accessibility and availability of staff, and continuity of care.
Fakhoury (1998) concluded that multidimensional models of satisfaction
with palliative care that would evaluate care delivered, taking account of
carers’ and patients’ aspirations and experiences, were needed if profes-
sionals were to have accurate assessments of satisfaction with palliative care
services.

It would appear, therefore, that specialist palliative care nurses, together
with other members of the hospital-based specialist team, need to evaluate
the service provided through audit and/or research to determine the dimen-
sions of quality and satisfaction of patients with palliative care needs, their
families and health care professionals. The findings may then inform the
development of clinical practice and service delivery within the hospital
setting.

The introduction and evaluation of care pathways in many hospitals can
potentially provide some objective evidence of the effect of specialist pallia-
tive care services on patient care throughout a hospital (Higginson et al.
2002). Integrated care pathways are defined as determining locally agreed
multidisciplinary practice, based on guidelines and evidence for a specific
patient group. The pathway forms all or part of the clinical record, docu-
ments the care given and facilitates the evaluation of outcomes to allow
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continuous improvement in quality (Riley 1998). Care pathways, therefore,
enable the incorporation of research evidence and ‘best practice’ into a
structured framework (Wigfield and Boon 1996).

Within palliative care, the evaluation of care pathways is emerging.
While the development and implementation of an integrated care pathway
has been described as labour-intensive (Fowell et al. 2002), pioneering work
at Liverpool in the development and implementation of an integrated care
pathway in palliative care demonstrated that outcome-based practice,
improvement in clinical practice and continuing evaluation were possible
(Ellershaw et al. 1997). More recently, Fowell et al. (2002) reported the
Wales-wide implementation of an integrated care pathway for the last two
days of life and discussed the value of variance reports within integrated
pathways in identifying problematic aspects of palliative care provision
across a range of settings. In addition, care pathways have been described as
a strategy for addressing issues of co-working between specialist nurses
(Seymour et al. 2002). It would appear, therefore, that the use of integrated
care pathways across statutory and voluntary sectors on a large scale may
help in benchmarking and quality monitoring palliative care and contribute
to raising the standard of general palliative care within hospital settings.

The challenges to specialist palliative care nurses identified above raise
issues about how nurses are prepared to undertake these roles and the sup-
port required from service managers and professional colleagues to develop
general and specialist palliative care services within the hospital setting.
Currently, for specialist palliative care nurses in hospitals, it would appear
that support and attention need to be directed towards the culture in which
general palliative care is being provided, focusing on teamworking and
enabling ward nurses to develop and apply their knowledge and skills in
palliative care. Such an investment has the potential to reduce the current
tension between the need to substitute for inexperienced ward staff and the
increasing demands to develop other aspects of the specialist nursing role. In
addition, it should enable specialist palliative care support to be more widely
available and a climate to develop in which specialist palliative care nursing
can flourish (Seymour et al. 2002).

Conclusions

Despite concerns about the milieu of the setting, the hospital has a signifi-
cant role in the provision of palliative care for patients with cancer and other
life-limiting illnesses and their families throughout the disease trajectory.
Studies have highlighted the poor experiences of patients and families, with
criticisms raised about the context and culture of care within the hospital
setting. Furthermore, the experiences of qualified nurses caring for patients
on wards have revealed the challenges faced when attempting to provide
general palliative care. Nurses with limited education in the principles of
palliative care and inexperienced in its practice attempt to provide palliative

Acute hospital care 121



care in a setting where the acute, short-stay and biomedical culture is at odds
with the philosophy of palliative care. Hospital-based specialist palliative
care teams, therefore, have a significant role to play in supporting and edu-
cating general staff about the philosophy, principles and skills of palliative
care and there is tentative evidence that such teams are having a positive
impact on patient outcomes. Specialist palliative care nurses, however, face a
number of challenges. In particular, specialist nurses face a tension between
their clinical workload, which may involve substituting for inexperienced
ward staff who have limited time to develop their knowledge and skills in
palliative care, and focusing on the strategic aspects of their role. There is a
need, therefore, for specialist palliative care nurses to be proactive and
encourage open discussion of these issues within clinical teams and the
organization so that strategies can be developed that may assist in raising
the standard of general palliative care within the hospital setting and are
demonstrable through the evaluation of service delivery.

The apparent lack of education about palliative care in pre-registration
undergraduate nurse education and the limited access to post-registration
education highlight the need for national guidance to standardize pre-
registration undergraduate nursing education and to coordinate post-
registration education in palliative care, utilizing a range of teaching and
learning methods, to improve accessibility for nurses. This, together with the
requirement for ongoing professional development and support within the
clinical environment, may serve to improve nurses’ knowledge, understand-
ing and practice of general palliative care.

The acute hospital setting poses significant challenges for the delivery of
palliative care, yet as Llamas et al. (2001) assert, there is a moral imperative
to ensure that the care of dying patients in acute settings is optimized within
the limitations of the environment. This applies equally to any patient with
palliative care needs and their family in the acute hospital at any stage of the
disease trajectory. Although improvements have been achieved, further work
is needed if the vision set out by the British Government and the National
Council for Hospice and Specialist Palliative Care Services for general and
specialist palliative care is to become a reality within the hospital setting.
Identifying the challenges and encouraging discussion of these is a step in
that direction.
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7
Transitions in status from wellness to
illness, illness to wellness
Coping with recurrence and remission

Margaret O’Connor

A view of illness that incorporates the whole illness experience – from begin-
ning to end – may be difficult for a health practitioner to grasp. The reasons
for this may be many and varied: from the inability of the ill person to retell
their whole story, to the busyness of the health professional, preventing
them from grasping nothing more than the presenting issue.

Contemporary dying emphasizes the individual and their personal
experience (Mellor 1993), and what emerges is an individual response to the
particular challenges of the illness journey. But illness should not be
regarded as a unique transition for the individual, since similar develop-
mental experiences occur throughout the life span, in response to life’s
movements and challenges.

In this chapter, an emphasis is placed on understanding the illness jour-
ney as part of life’s transitions, with similar characteristics to other journeys
made in life. This requires a longitudinal view of illness along the illness
trajectory, rather than as a series of events. Health professionals, therefore,
should endeavour to gain insight into the whole narrative of a person’s
illness – to seek an understanding of the ups and downs that are inherent in
the illness experience and its impact on the person. This requires a different
perspective than the myopic immediacy of a particular health care
encounter and also means that illness, and its associated life problems,
should be viewed as an inherent part of the person’s whole life narrative. In
palliative care practice, with its philosophy of care of the total person, this
perspective is especially pertinent. In that sense, it is the transition response
that is important rather than a focus on the outcome – further illness or
survival.
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Sociological views of illness

Illness as a sociological phenomenon, needs to be understood within a
framework that encompasses issues such as the sequestration of the dying
experience from everyday life (Giddens 1991), the lack of involvement of
the community in death (Elias 1985), the medicalization of illness and dying
(Giddens 1991) and the lack of meaning and answers to existential problems
like illness and death (Giddens 1991; Mellor 1993).

Gaining a balanced understanding of life-threatening illness appears to
be a problem for many societies, perhaps because it confronts observers with
the lack of security in their own lives. Lack of meaning and lack of answers
to existential problems are distinctive of contemporary societies in the writ-
ings of Giddens (1991) and Mellor (1993). Death ultimately represents the
absence of meaning, and issues for which there is a lack of meaning and
control become private, invisible and individualized. Giddens (1991)
suggests that death is ‘the moment at which human control over human
existence finds an outer limit’ (p. 162).

The medicalization of illness means that most people make the health
care system (the hospital, the general practitioner or the specialist) their
main focus of support, reducing the importance of communal and family
care, as well as the opportunity for expanding societal understandings of
illness and dying. Frank (1995) suggests that the ‘modern experience of
illness begins when popular experience is overtaken by technical expertise’
(p. 5); thus illness assumes a life of its own with a language, setting and
behaviours that are different from the culture of family and neighbourhood.
The relationship between institutional supports and the individual experi-
ence of illness is what Giddens (1991) describes as one of the distinctive
features of modernity, making the connections between ‘globalising
influences’ and ‘personal dispositions’ (p. 1).

If illness, particularly chronic illness, is hidden from the community,
then advances in treatment and care may be less visible. If chronic illness is
compounded by age, then it is even less accessible as a communal issue.
Perhaps some of the appeal of palliative care discourse and practice is that
within this system of care, choice, control and involvement in decision mak-
ing are visible, in contrast to other aspects of the health care system where
people often feel overwhelmed and disempowered by language and technol-
ogy. Similarly, living wills, euthanasia and advanced directives may be seen
as attempts at exercising tangible control over choices during the illness
experience, as well as at the end of life, and serve to open the subject of dying
to wider communal scrutiny (Giddens 1991).

Australian society, as in many other parts of the world, is an increasingly
rich multicultural fabric. The rituals of illness, death and grieving that par-
ticular cultural groups bring with them often serve as a tangible reminder of
what has been left behind, as well as a way of binding the group together in a
common language. This, in turn, has contributed to broadening cultural
discourses in these areas. Efforts to understand and incorporate particular
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cultural rituals into mainstream health care have become an ongoing chal-
lenge in balancing a variety of needs within a dominant Anglo-Irish view of
the world as in Australia. For example, many cultural groups value care for
their ill family member in the home setting, regarding institutionalization as
abandonment, while others regard hospital as the place where the best care
will be received. And Australians are just beginning to understand the par-
ticular sensitivities that surround the care of the original inhabitants of their
country – the increased percentages of chronic illness and subsequent early
death; the collective grief at their loss of culture, family and homeland; and
the fragility of a cultural group that regards each indigenous death as a
family death (O’Connor 2001).

Illness and death create insecurity in people and are an affront to the
dominant belief that life can be predicted and controlled. In the face of this
lack of control, religion may present a comforting framework for under-
standing life’s journey, illness, death, suffering and an afterlife. Berger (1969)
began a sociological debate many years ago, arguing that secularization has
arisen because of a declining immediacy of death. Modern practices ensure
that care and dying occur out of sight, mainly in an institution, which
reduces the community’s involvement in the event (Corr et al. 1999).
Additionally, if illness and dying and accompanying disability occur in old
age, as well as in an institution, they are doubly invisible to the communal
gaze. With these experiences being less visible and less part of the com-
munity’s fabric, they may become less feared. In traditionally conservative
religious terms, less fear means a declining hold of religion on everyday
behaviour, as preparation for an afterlife (Griffin and Tobin 1997).

Like most Western societies, economic rationalism remains the persist-
ent discourse in most current Australian Government policy, and this places
a cost on all activities in health care. Many religious discourses, Christianity
in particular, stand in contrast in valuing the sacredness and dignity of all
human life at whatever stage that life is. The value of the life is inherent
simply in its living, at whatever limited level that may be, without a demand
for productivity to establish self-worth. Within this value system, those
people in the community with chronic illnesses are valued at whatever stage
of life and disability they find themselves. This is one justification for the
Churches being involved in caring for the sick, the dying and the aged
(O’Connor 2001).

Thus, contemporary secular society presents a picture of a culturally
diverse community with different faiths and no faiths, as well as individual
expectations and experiences of illness, dying and death. This demands flexi-
bility about views of illness and end-of-life rituals that respects these differ-
ent traditions. A religious ritual may simply be a familiar comforting ritual,
inseparable from the cultural experience of the individual and having little to
do with the expression of, or identification with, the particular belief system.
It is not uncommon in death rituals in Australia to find a civil celebrant
performing the rituals, a civilian role under the auspice of local government
and therefore not bound by traditional rubrics of particular religious tradi-
tions. The interpretation of rituals by this sort of person may, in turn,
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accentuate the uniqueness of each person’s dying and grieving experiences.
The experience of illness and death has now well and truly been situated as
an individual experience within the medical domain, with the mass media
as the interpreter of experiences of illness, dying and death.

Views of illness

Seeking understanding of the meaning of illness from inside the person’s
experience necessarily involves taking a longitudinal view of things, like
when the illness began, how the person understands their illness, how it
affects them, what adaptations they have made – in other words, listening to
their narrative. Narrative, or telling the story of illness, as suggested by
Frank (1995), transforms the dominant cultural image of illness as being a
passive experience into a strengthened experience of shared vulnerability.
Frank suggests that stories heal by creating empathetic bonds between the
teller and the listener, thus widening the ‘circle of shared experience’ (p. xii).
The gathering of these stories of individual experience, as opposed to seek-
ing one common and dominant cultural experience, may assist others in
understanding the illness journey, as well as supporting the disparate
post-modern view of illness and death (Seale 1998).

This understanding of the individual’s broad experience offers the
health professional a different world-view from that which concentrates on
the current clinical manifestation of disease, a view that is particularly per-
tinent in the practice of palliative care. In encounters with those for whom
we care, it may be expedient to filter all information that is extraneous to the
presenting clinical issue. However, this approach risks a limited view of the
person’s individual response to their illness and the immediacy of its impact
on their lives. Kleinman graphically notes that

illness becomes embodied in a particular life trajectory, environed in a
concrete life world. Acting like a sponge, illness soaks up personal and
social significance from the world of the sick person. Unlike cultural
meanings of illness that carry significance to the sick person, this intim-
ate type of meaning transfers vital significance from the person’s life to
the illness experience.

(Kleinman 1988: 31)

A longitudinal view of illness affords a different understanding of the
impact of illness on a person’s life. This may be particularly pertinent if the
person is older and/or has an uncertain diagnosis or prognosis. Instead of
considering the different aspects that make up the total person – physical,
social, spiritual, emotional, cultural – this view takes account of the person’s
whole experience of life, situating illness as part of that experience, which
will necessarily involve all aspects of the person. In viewing illness this way,
transition then becomes a phase along that trajectory – be it from health to
illness, illness to further illness, or illness to remission or cure.
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A view of illness that encompasses the total journey also needs to
encompass the understanding of the chronic characteristics of illness,
rather than a series of unrelated acute episodes. The presence of chronic
illness in the community is increasing, if only because of advances in
health technology and because people are living longer. Field and Cassell
(1997) note that in countries like the USA most people die of chronic
illness. They suggest that ‘many people are fearful that a combination of
old age and modern medicine will inflict on them a dying that is more
protracted and in some ways more difficult than it would have been a few
decades ago’ (p. 14). Many types of illness, including cancer, once treated
with the goal of seeking a cure (and death was regarded as almost inevit-
able but nevertheless a failure when it occurred) are now targeted with
treatments aimed at enabling people to live longer and to experience
periods of remission. Thus, people are living with their illnesses, with the
associated issues of treatment and lifestyle limitations, not necessarily
dying from them.

Chronic illness may manifest in many forms – sudden or insidious onset,
with episodic symptoms or remission, various trajectories and perhaps with
the presence of co-morbidities. Lubkin graphically describes the difference
between acute and chronic illness:

Acute illness may be compared with an unexpected visitor who leaves
one’s house after a short stay . . . Chronic illness on the other hand,
announces plans to visit for an indefinite stay and gradually becomes
part of the household. Although this guest is a welcome alternative to
death, the illness provides a mixed blessing to the host household and
to society at large. In addition, the illness frequently becomes attached
to the person’s identity.

(Lubkin 1990: 4)

Many people who would benefit from palliative care, particularly in ser-
vices that take prognosis-based referrals, will have illnesses with the charac-
teristics of chronicity. This becomes an issue of perception for health
carers, in terms of whether those with long prognoses are considered suit-
able to receive palliative care, or whether their illness profile is too
uncertain.

Curtin and Lubkin (1990) note that health care carers often view chronic
illness negatively, as increasing disability and deterioration leading to death.
This perception is reflective of community attitudes, which are challenged by
these reminders of illness and death. McNamara (2001), however, states that
if the cultural and social dimensions of death can be addressed, then it can
be more readily embraced in all its aspects. In contrast, those people who
have chronic illness may not necessarily take on these negative perceptions,
but learn to live with their limitations in developing a meaningful life. Illness,
then, assumes a place in the way the individual perceives himself or herself,
thus balancing an understanding of chronic illness that goes beyond the
traditional disease focus.
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Transition

passage . . . change from one place or state to another.
(Oxford English Dictionary 1972)

By its very definition, a transition is a dynamic experience – that is, it
involves movement and change within the person. Transitions are part of
life’s journey and the term ‘transition’ is familiar in developmental theory,
especially in the writing of Erikson (1968) and the anthropological theories
of van Gennep (1960). Van Gennep, in particular, regarded modern transi-
tions as akin to primitive rites of passage involving three phases: separation
(a time of being separate from the community), transition (a time of being
neither part of the old nor part of the new) and aggregation (becoming
accepted into the community with new status).

Bridges (1996) writes about the commonality of the transition experi-
ence whatever its causes. The background to understanding transition the-
ory, as applied to the illness experience, is grounded in the natural transition
phases that all people experience in life. Bridges suggests that rather than
identifying periods of specific change in life (e.g. the mid-life crisis), adult-
hood is an at-once continuous process that ‘unfolds its promise in a rhythm
of expansion and contraction, change and stability’ (p. 42). At the start of
all experiences of transition is the need to facilitate the ‘letting go’ (p. 12).
Bridges describes this as a most difficult and ambiguous task of beginning
the transition process because, at heart, one is surprised to ‘discover that
some part of us is still holding on to what we used to be’. This is especially
pertinent if change has not been sought – for example, when illness occurs –
with the implication that the person has little control over such events.

Stages of transition

There are three distinct phases in transition: endings, the neutral zone and
new beginnings (Bridges 1996). An analogy that illustrates the journey
through transition is when a person jumps off a diving board into the water
– the transition phase of change is the stage between having left the diving
board, but not having hit the water. The sense is that one has left what was,
but not landed in what is to come.

Endings

Transition may begin with an inner sense of dissatisfaction with life or an
external occurrence, like illness, that creates a disturbance, a ‘lack of fit’ with
one’s previously settled life. Disenchantment with life can often be a precipi-
tating factor, when a person finds they need to let go of their preciously held
assumptions about themselves and life. This creates disorientation, the loss
of meaning in life and a consequent fear of the emptiness created. This is
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described as ‘diss-identification’ (Bridges 1996: 96); that is, not being able to
identify oneself anymore. This may be most readily seen externally through
changes in social roles, especially work, or when illness necessitates an
inability to perform certain roles. The ‘in-between-ness’ of the endings of
transition is characterized by the letting go described above, but also by an
inability to draw on familiar patterns of behaviour and psychological sup-
ports, because they do not work or are no longer appropriate. The onset of
illness can be an unfamiliar experience for the individual, creating
uncertainty in the previously familiar patterns of life.

Letting go involves not looking back at what was familiar, but looking
forward, ‘developing new skills for negotiating the perilous passage across
the “nowhere” that separates the old life situation from the new’ (Bridges
1996: 14). Part of the confusion of transition is not facing new beginnings,
but the loss of what has gone before, which previously composed a generally
satisfying life, but is now of little use in the movement forward. Because
illness is most often an unexpected and unfamiliar experience in life, the
individual may find little in their previous life that will assist them in moving
forward; Bridges (1996) suggests that the old self can actually stand in the
way of the journey of transition.

One way to assist an individual in the illness transition, to understand
their response to letting go, is to recall other experiences of transition in
their life that are not necessarily illness related. Even developmental experi-
ences of letting go, shared by all as we grow from one stage of life to another,
can provide the individual with insight into their own pattern of response to
letting go – from fully grappling with the challenge of change to a response
arising from anxiety and fear.

Endings often begin with something going wrong in a person’s life. This
may be the loss of a job, a change in a relationship (e.g. divorce) or the
diagnosis of an illness. All of these involve loss for the person and, in that
sense, will evoke the same feelings as death – especially grief in reaction to
the losses.

Endings in transition should not be regarded as either positive or
negative, but a neutral experience. This can, however, be interpreted either
negatively – of being ‘in a hole’ – or as a positive opportunity of stopping
and examining the taken-for-granted pattern of one’s life and even
experimenting with different or new behaviours. Endings may occur
throughout the illness trajectory, but especially at diagnosis, when one
begins to grapple with its meaning, marking the beginning of a distinctive
journey. Other triggers include ending a treatment cycle, when one is
declared to be in remission or when disease recurs, because each of these
events demands a re-thinking of what was before in order to move into
the future.

The neutral zone

Bridges (1996) describes this stage as akin to crossing the street. Once having
stepped off the footpath we want to reach the other side as quickly as
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possible, not pause in the middle. In relation to transitions, one might won-
der why one crossed the road in the first place, or regret crossing the road at
all, because of the sense of ‘lostness’ and waiting that is created. This stage
may be quite uncomfortable and is characterized by the person wishing to be
alone – a time of retreat and thinking. Priorities and values may shift in
response to reflection on the endings that have been grappled with. This
phase takes its place from ancient primitive communities, when a person in
transition (e.g. from childhood to manhood) would withdraw from their
everyday activities, spending time alone (van Gennep 1960). Van Gennep
used the word luminaire to describe this state of being in between – between
the inside and the outside, a waiting time, between what was before and what
is to come. This period can be experienced as chaos, a time when one’s
familiar life patterns and personal supports do not appear to work any more.
In the illness experience, this time of waiting can be experienced when one
receives a new diagnosis; also when the person grapples with the implica-
tions of recurrence or remission, or when someone is recovering from illness
but is not fully recovered. Neutral time is meant to be temporary and, when
one has accomplished the tasks of separation, life must be resumed – how-
ever, it is now differently shaped.

New beginnings

New beginnings only start when the endings have been completed and the
neutral zone has been negotiated. In Bridge’s observations of people in
transition over many years, he describes beginnings as starting with a vague
idea, an image or an impression. It appears to be a time of starting life
again, perhaps in fulfilment of long-held dreams, or of changing direction
in work or lifestyle. Some people may use the illness experience as the
impetus for creating long yearned-for changes in their lives. This involves
taking risks, returning from the isolation of the neutral time, to grapple
with what life now offers: ‘Endings and beginnings, with emptiness and
germination in between. That is the shape of the transition periods in our
lives . . . the same process is going on continuously in our lives’ (Bridges
1996: 150).

Beginnings during the illness trajectory are experienced when a person
has negotiated a treatment regime, when active treatment is ceased and when
a period of remission is begun. For some people, beginnings may involve the
realization that life will be shortened if treatment has not succeeded; thus the
challenge is to use the remaining time as they wish. One may also begin to
consider oneself a cancer survivor if treatment has been successful and one
may start to negotiate life with a changed outlook or values.

In relation to the applications of illness transition theory in clinical
encounters, Bridges suggests that one way to assist an individual to under-
stand their current response is to assist them to recall other experiences of
transition in their life. Even in the experience of maturing from one age of
life to another: How did they respond? Did they find this life-movement
difficult, easy, challenging, exciting? Can the person recall what episodes in
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life represented an important transition, and do they know why? Reflective
questions such as these may assist the individual with their transition issues
in relation to their current illness.

Surviving

Because of routine screening systems based in public health policy, early
detection and more effective treatment, increasing numbers of people with a
diagnosis of cancer consider themselves to be cancer survivors. Seeking a
definition of a cancer survivor is difficult, since there is a subjective sense to
this status, as well as a changing understanding, depending on different
phases of illness and treatment. Frank (1995) uses the term ‘remission soci-
ety’ to describe those people who, though not considered cured of their
illness, are nevertheless well. Mullen (1985) used the term ‘seasons of sur-
vival’ to connote that survival is cyclical and that it is not uniquely attached
to a cured state. He described three states of survival: acute, extended and
permanent.

Little et al. (2001) have undertaken significant work on survival, con-
trasting the inspirational literature about individual resilience with that of
the difficulty of being a survivor. The difficulties of finding oneself as a
survivor are compounded at a communal level, since Little et al. (2001)
suggest that the discourse on survival is under-developed. Discourse needs
to draw on the thematic commonalities of this state as described by indi-
viduals, thus providing a framework and articulation of the experience, for
others to understand. Individual survivor difficulties also arise because the
person is unable to completely move beyond the neutral or liminal stage to
new beginnings. This is why when listening to their narrative survivors
describe their illness experience as integral to their identity, especially in
relation to their vulnerability to the possibility of recurrence and the
subsequent impact on all aspects of their social life.

In developing a discourse of survivorship, Little et al. suggest several
important factors:

• the way we construct our identities and the multiple selves we express
in our relationships;

• some of the categories of the survival experience, including vulner-
ability, disempowerment, the need to preserve ‘face’, the need for
approval and the pressure survivors feel to pay something back for
their survival;

• the nature of extreme experience and the effect it has on identity.
(Little et al. 2001: 18)

Little et al. argue that personal identity, understood simply as ‘the core of
our being in the world’ (p. 19), is essential to understanding the way that
surviving occurs. Narrative, as described earlier, provides a means for under-
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standing the person’s identity, through examining aspects of illness like the
chronology of events, their interpretation of the meaning of illness and the
subsequent construction of their sense of self.

A distinctive part of identity is the continuity of memory, which among
other things serves to construct the individual’s narrative of illness (Little et
al. 2002). And an aspect of memory that is important in understanding
survival is described by Little et al. as ‘future memory’ (p. 171). Future
memory involves the individual imagining looking back at stages of life that
are yet to occur – a young man with a poor prognosis imagining himself as a
grandfather, for example, and placing a value on what he anticipates that
experience to mean. Little and co-workers argue the significance of this loss
is that it arises from the meaning that we apply to the expectations of a
predictable life span. The discontinuities in narratives reflect discontinuity in
identity, if these anticipated life experiences are important aspects of the
individual’s identity.

Coming to terms with one’s identity as a survivor may take considerable
time, with many people remaining in the neutral or liminal phase. In the
process of becoming a survivor, the individual may experience anger, rest-
lessness, alienation and dislocation, and Little et al. (2002) suggest that this
is because continuity of identity has been interrupted, impaired or alienated.
If the community narrowly interprets survival to mean cure, there is an
underlying expectation that survival means that the person’s life will return
to ‘normal’ – relationships will be resumed, work will re-commence and the
patterns of life will be restored. Making sense of their survivor status means
that the person:

reviews the life lived thus far, and must choose what kind of life to live
hereafter, what kind of ‘future memory’ to construct. The sense of
continuity is of central importance in the experience of survivorship,
whatever adaptive direction is taken.

(Little et al. 2002: 176)

Some work has addressed the difficulties experienced by cancer sur-
vivors in their return to normal life, in particular their working life. Spelten
et al. (2002) undertook a search of the literature on the return-to-work
experiences of cancer survivors, finding a lack of systematic research had
been undertaken in this area. They suggest that return-to-work rates vary
considerably, with factors like a supportive work environment facilitating
ease of return. Visible cancers (e.g. head and neck) were found to disadvan-
tage the person’s return to the workplace, but age was not found to be a
factor. Bradley and Bednarek (2002) looked specifically at the employment
patterns of survivors, regarding this as an important issue, since once treat-
ment is completed the broad impact of the person with cancer is a social one,
affecting their families as well as their work life. Their results appear promis-
ing – people diagnosed with cancer while employed tended to remain
employed, even if they needed time away for treatment. Most employers
were accommodating, particularly if the illness involved disability. Bradley
and Bednarek (2002) postulate: ‘Perhaps maintaining their employment
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after diagnosis is entangled with access to comprehensive health insurance
and treatment, as well as psychological reasons such as empowerment and
the ability to maintain a sense of control’ (p. 197).

A new beginning for the survivor is a challenge, made all the more
difficult because of a lack of communal discourse about survival. Some
survivors may be regarded as fortunate or ‘lucky’ to be alive, when others
have died; others may remain in dependency relationships adopted during
the illness. The beginning phase of transition, however, challenges the per-
son beyond old roles and expectations, to develop a new identity, new values,
altered relationships and social roles (Little et al. 2001). These adaptations
may be difficult, simply because of the ever-presence of the illness experience
as integral to identity and the sense that, at some level, many people never
move beyond the neutral (liminal) stage, remaining caught in a partial
adaptation.

Little et al. (2001) suggest that the most important help one can give to a
survivor is to assist in the development of a discourse of survival, helping
that person to articulate their own narrative. Individual narratives will con-
tribute to the development of a communally understood framework for
articulating the experience, thus legitimizing the survivor state.

Recurrence

If the period of transition turns into the person needing to face an early
death, Davies et al. (1995) suggest that change is integral – in one’s social life,
relationships, family life and work, as well as in roles and responsibilities.
There is considerable literature that suggests that while the prospect of an
untimely death is distressing for people to consider, what causes more distress
is the process of dying – the prospect of dependency, a slow decline and
social disengagement (Pollard 1999; Pollard et al. 1999; Lawton 2000). A
major task at this stage of life is searching for meaning – to put the experience
‘in context and endure the turmoil’; ‘connecting with their inner and spiritual
selves, connecting with others or with nature’ (Davies et al. 1995: 43).

Day-to-day living becomes the important concern and the goal of each
day may change as the impact of disease progression is felt. Literature
describes this phase as one where discussion about the transition to pallia-
tive care may be appropriate (Pollard et al. 1999). There may, however, be
confusion in the person’s mind about what this transition means, because of
disagreements between health professionals about the goal of care, the false
dichotomizing of palliative care and treatment for cure, and ambiguous
language. Continuous conversations with different members of the health
care team at this stage of the person’s disease may assist in clarifying care
goals and who might be the most appropriate person to offer such care.
Ideally, the transition from active treatment to palliative care should occur
over a period of time, involving the person and other decision makers at
every step. Health professionals may find themselves acting as ‘coaches’ in
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facilitating the person in this journey and in assisting them to express
uncertainties, to gain as much information as they need and to adjust to
their changing circumstances (Aranda and Kelso 1997).

Implications for palliative care policy

Given the general hidden-ness of death in post-modern societies, it is not
surprising that connections between palliative care and policy remain under-
developed. Smith (2000) notes that in Australia, ‘palliative care is a low
profile small area of health provision which has a big theoretical following
but this does not translate into support or involvement’ (p. 307). Early pal-
liative care policy development in Australia traditionally emphasized care
for people with cancer diseases, with funding loosely tied to referrals being
diagnosis- and/or prognosis-based. The National Strategy for Palliative Care
in Australia (Commonwealth Department of Health and Aged Care 1998)
still assumed that those in receipt of palliative care would mostly have can-
cer, although note is made of people with a shortened life expectancy from
illnesses like motor neurone disease, HIV/AIDS and end-stage respiratory,
cardiac, renal and liver disease. Similarly, the Calman-Hine Report (1995) in
the UK suggested extending palliative care services to people who do not
necessarily have a terminal prognosis. While in Australia palliative care is
still described as being for ‘those who are dying’ (Commonwealth Depart-
ment of Health and Aged Care 2000: 5), note is also made that this may
range from hours or days to weeks or months of episodic and less intensive
care. Thus, as in other places in the world, Australian policy documents
suggest that palliative care is offered for all in need of such care, with the
implication that care models are flexible and responsive.

However, anecdotal evidence points to limitations in access, especially
for those with lengthy or uncertain prognoses and for older people living in
residential aged care, in need of palliative care. So, with its emphasis on ‘cost
efficient . . . home based, low technology services’ (Commonwealth
Department of Health and Aged Care 2000: 3), the concepts of transition
and chronic illness in the illness trajectory are contradictory. In a policy
sense, some illnesses may have a predictable progression that is more readily
attached to a funding formula. Others will have a less certain progression of
chronic illness with episodic needs for health care interventions. Transitions
are difficult to accommodate within a policy framework, which is ultimately
a tool that provides direction about who is eligible to receive service and to
place a cost on that service.

If people are living longer with the chronic nature of illness, and require
the support of palliative care services at varying stages, then it is important
to consider the issue of consumer involvement in palliative care policy
development. Finding ways to empower the consumer voice during times of
transition may indeed be a challenge, if only because of the all-consuming
individual agendas of such transitions (see Chapter 4). However, Small and
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Rhodes (2000) argue the importance of user involvement to both enhance
quality of service and to promote empowerment and legitimacy of service.
Within a societal context that increasingly values the individual experience
of end-of-life care and dying

it is important to consider the needs of those people who have lived with
complex physical conditions who are now in the final stages of life.
While all around them the nature of service delivery changes, they, and
their carers, are faced with many challenges as to how they might live
this last part of their lives and how the services they receive might best
meet their requirements.

(Small and Rhodes 2000: 59)

Emerging issues

The view of illness

This chapter is premised on a longitudinal view of the illness experience,
which values the total illness narrative – from diagnosis to survival or death.
This stands in contradiction to the currently promoted funding systems
noted above, as well as the emerging work (e.g. casemix) that seeks to further
tie the illness trajectory to funding levels. Thus, more thinking is required
from policy makers in understanding the needs of the terminally ill along
the illness trajectory that promotes flexible care systems and recognizes
changing needs over a sometimes lengthy period of time.

If we accept this longitudinal view of illness, which also encompasses
the understanding of chronic illness, then palliative care policy based on
prognosis or diagnosis will not meet needs. Although this view of palliative
care has been known to be inadequate for many years, much work is still
required to expand the application of the expertise of palliative care to those
people with non-cancer diseases or lengthy or uncertain prognoses.

Care of the older person

In particular, in the residential aged environment, caring for a terminally
ill person is a relatively common experience, which with our ageing
communities will only become more common. However, Palliative Care
Australia, in a discussion paper released in 1999, note the difficulties in
translating the principles of palliative care into the aged care environment,
in particular those of caring for both the terminally ill person and their
family using the interdisciplinary approach. Other issues noted were the
staffing skill mix, the educational needs of staff, the burden of staff stress
and the facility’s budget, the availability of expertise in low care settings, and
the lack of resident choice of general practitioner who may or may not have
skills in palliative care. Komaromy et al. (2000) report being surprised by the
lack of familiarity of staff with palliative care, in the nursing homes they
surveyed, and a consequent lack of knowledge of what palliative care can
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achieve or, indeed, where to access such expertise. The predictable result was
less than optimal terminal care in these homes.

Despite these difficulties, and because of the belief that palliative care
ought to be available to all people wherever they live, there needs to be an
ongoing commitment to seek ways in which palliative care expertise can be
made available to those residents who need it, within aged care facilities. In
comparison, the National Council for Hospice and Specialist Palliative Care
Services in the UK has recommended that hospices should offer nursing and
respite care for older people rather than being limited to their current
restrictive practices (Clark and Seymour 1999).

Content of clinical conversations

This chapter has suggested that health professionals need to understand the
illness experience of people as a story, not as a series of unrelated events. An
open-ended style of questioning will be more likely to elicit the story, but
may also require an open-ended appointment time; however, clinicians need
to find the balance between the essential clinical information and seeking
broader understandings from the person. In particular, the way clinicians
understand the illness trajectory, chronic illness, recurrence and survival will
impact on the person’s understandings. Clinicians need to undertake their
own reflective exploration of their role as ‘coaches’ in their encounters with
those in their care.

Conclusions

The individualizing of many of life’s experiences, including illness and
death, has become a distinctive pattern in contemporary life. Understanding
the individual’s experience of what occurs in their own illness narrative is an
essential part of palliative care. The individual’s encounter with health pro-
fessionals may occur anywhere along a trajectory of illness – where the
person may be grappling with diagnosis or burdensome treatment, with
recurrence or with what it means to be a survivor. Health professionals need
to have an understanding of the transition stages that underlie all these
experiences. Individuals will be empowered in their own personal narrative
by being connected to the shared discourses of illness, recurrence and
survival.
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8
Communication, the patient and the
palliative care team

Nikki Jarrett and Sian Maslin-Prothero

Effective communication in palliative care would be the goal of most health
care workers; these skills are assumed to be innate in the caring professions
but the evidence can be contrary. In this chapter, we explore the topic of
communication in palliative care and the skills involved in this activity (see
Box 8.1). We introduce the literature relating to communication within the
health care setting with an emphasis on palliative care, and examine ways in
which communication skills may be developed to gain more from the experi-
ences encountered both personally and professionally. We discuss being
partners in care with our patients and examine current issues such as the role
of the ‘expert patient’.

Communication in the palliative care setting

Communication is the process of exchanging thoughts or information
between individuals (Merriman-Webster’s Collegiate Dictionary 2002). It is
usually accomplished by using language:

Box 8.1 Key Issues

� Review of current literature
� Communication in the palliative care setting
� Research into communication between health professionals and

patients
� Research evaluating communication
� Research recognizing the social nature of interaction

� Inter- and intra-professional communication
� Explore the user and carer perspective
� Identify the important aspects for health care practitioners
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• Verbal – which can be spoken, written, word processed, printed or
displayed on a screen.

• Non-verbal – this usually transmits attitudes and beliefs through
gestures, facial expressions or body language (Brooker 2002).

Whichever process is used, the communicator must be able to express
their ideas effectively because patients and their carers are depending on
health and social care professionals to convey information specific to
their individual care. Therefore, effective communication is essential within
palliative care (Wallace 2001), while ineffective communication is a source
of complaint for many patients and their carers (Chan and Woodruff
1997).

Palliative care patients require information to manage their diagnosis
and cope with the disease (Sawyer 2000), and to address their specific needs
(Ronaldson and Devery 2001). The skill lies with the health care profes-
sional’s ability to identify the information requirements of each individual
and to communicate the options available to them, so that each individual
receives the information they require and participate at a level that suits their
requirements. Maguire (1999) argues that most cancer patients want to
know their diagnosis, prognosis, possible treatment options and relevant
side-effects, and that only a minority prefer not to know. Problems arise
when there is a discrepancy between what the patient wants to hear and the
content of the information given and the way the health care professional
delivers information.

Health care professionals acknowledge their need for continuing profes-
sional development, especially in communicating with dying patients and
their relatives (Samaroo 1996). Cooley (2000) points out that although many
nurses may consider that their communication skills are insufficient when
delivering palliative care, all nurses possess social communication skills that
can provide the basis for building other interpersonal and communication
skills. Exploring the literature identifies many studies relating to ‘communi-
cation in health care settings’; however, these are often descriptive or opinion
papers, reiterating the importance of quality communication and informa-
tion giving. Much of this literature is from the developed world and pub-
lished by nurses; there is little research examining aspects of communication
specifically within the palliative care setting.

The issue of inadequate communication does not only arise in cancer
palliative care, Addington-Hall and co-workers’ (1995) survey of friends
and relatives of 237 patients who died from cerebral vascular accidents in
1990 revealed that two-fifths had been unable to get all the information
they had wanted about the patient’s condition; the authors concluded that
symptom control, psychosocial support and communication between
health professionals and patients and their families all required improve-
ment. This view is reinforced and supported by others (Clark et al. 2000;
Payne 2002).
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The importance of good communication in palliative care

There is a considerable amount of literature devoted to the importance of
communication and counselling skills between health care professionals and
patients. Even when the main focus of attention is not on communication, it
is frequently referred to in the recommendations as something that needs
improvement. Patients also have high hopes and expect health professionals
in specialist palliative care settings to be able to provide psychological and
emotional support through excellent communication as well as possess
expertise in symptom control (Jarrett et al. 1999b). It would appear that
patients are well aware when a health care professional is not able to deal
with particular issues adequately or comfortably, as an excerpt from an
interview with a patient with cancer reveals (see Box 8.2).

Jarrett argues that the maintenance of ‘comfortable’, non-threatening con-
versations between a nurse and a patient may be a ‘guiding principle’ for
both patients and nurses, as they probably form part of their everyday inter-
actions (Jarrett 1996). It is desirable, however, to have health care profes-
sionals who are able to communicate at the deeper levels with their patients
if this is what the patients wish.

Fisher (2002) argues that professionals working in palliative care need
to address the following three key areas when communicating with
patients:

• the importance of assessment skills;

• being skilled at responding to the patients’ needs and feelings such as
reflecting back, facilitating emotional expression, drawing out, holding
strong emotions such as anger and sadness; and

• dealing with their needs for information and to have their questions
answered.

It could be argued that this is good practice required in any setting, not just a
requirement for palliative care patients. As detailed elsewhere in this book,
however, palliative care patients do have specific and extra needs that can
make their communication needs more profound and their situations more
complex.

Box 8.2 Research findings: example of a patient judging health professionals’
communication ability

‘I think I’m in tune enough to know (. . .) you know (. . .) when I’m on to a loser so
I wouldn’t attempt that sort of conversation where I didn’t feel it was going to
help so I think I can probably pick up the vibes you know here is someone who
would be helpful and who wouldn’t.’

(Jarrett 1996: 92)
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In the UK, the National Institute for Clinical Excellence1 has commis-
sioned a guidance document; this will provide guidance on best practice in
supportive and palliative care for all cancers. The areas covered by the
guidelines will include evidence-based recommendations for supportive care
networks, information delivery and communication, inter-professional
communication, symptom control and access to specialist palliative care,
community supportive care, complementary therapies, models of psycho-
logical care, social inclusion, users’ and carers’ needs, social care and mean-
ing and belief. It aims to underpin the development of a supportive and
palliative care strategy.

Research on communication between health care
professionals and patients

It has been argued that research on communication between patients and
health care professionals can be divided into three main types based on the
research approach taken (Jarrett 1996): descriptive, skills-oriented and social
interaction. Descriptive research on communication tends to describe the
types and topics of the interaction. For example, Bond’s (1978) study in one
radiotherapy department identified that much of the nurse–patient inter-
action related to treatment, symptoms and social topics. Conversations
about home life, the future, diagnosis or prognosis were limited. This kind
of research tended to focus on what was talked about in terms of broad
topic areas and for how long each interaction lasted. With the advent of
more sophisticated recording devices, researchers of communication in
the health care setting have been able to take a more detailed look at the
interactions between patients and health care professionals and what is
actually being said and how. Two general types of research approach appear
to prevail – skills-oriented and social interaction – and these are discussed in
the following two sections.

Research evaluating communication skills

Skills-oriented communication research focuses on the health care profes-
sional’s communication skills and evaluates their performance. A good
example of this is the study by Wilkinson (1991) of communication between
nurses and patients with cancer on six wards. Wilkinson distinguished
between the different skills of nurses and suggested that not all nurses lacked
communication skills and blocked patients from discussing their concerns,
as some previous studies appeared to indicate (e.g. Bond 1978; Clark
1982). Wilkinson demonstrated that some nurses were predominately
‘blockers’ of patients’ concerns using strategies such as ‘informing’ or ‘ignor-
ing’; through the use of blocking mechanisms, these nurses were able to
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protect themselves, and patients, from anguish created when discussing any
psychological issues. Other nurses, termed ‘facilitators’, were more able to
encourage and elicit patients’ concerns. Interestingly, key factors in deter-
mining the communication style of the nurses were found to be the ward
in which they worked because of the ethos created by the charge nurse,
the nurses’ attitudes to death and their religious beliefs, rather than any
specific communication skills training received.

Research recognizing the social nature of interaction

Jarrett and Payne (1995) identified that much previous research in com-
munication neglected the important contribution of the patient within
interactions; they suggested that by investigating communication as isol-
ated excerpts of talk, research frequently neglects the social and con-
textual factors that play a part in an ongoing relationship between two
individuals.

Another example of research that sees communication within the cancer
care setting as a two-way social interaction is the work of Lanceley (1995,
1999). Lanceley’s (1999) investigation of the emotional content of talk
between nurses and cancer patients demonstrates that talk with emotional
content is frequent and collaboratively produced. Patients appeared to be
active in this and expressed their feelings openly, as well as covertly using
metaphors and symbolic language. Lanceley (1999) reveals the impact upon
the nurses of hearing the patients’ distress. Hunt (1989, 1991) examined the
interactions between patients and relatives and the community specialist
palliative care nurses visiting them at home. She argued that all the partici-
pants in the interactions jointly created the informal friendly nature of con-
versations, such as commenting on photographs, including the conversation
that occurs when a nurse enters or leaves the house.

Within palliative care, it is important that health care professionals
maintain a feeling of hope with patients and their families that is realistic
and not false (Penson 2000). The concept of maintaining hope or some
optimism in the cancer and palliative care setting can be used to illustrate
this social interaction approach to communication in more detail. Perakyla’s
(1991) description of the ‘hope work’ performed by staff and patients within
the hospital setting in Finland as the patient approached death is an import-
ant contribution to the literature. Perakyla described three variations of
‘hope work’, as shown in Box 8.3. Perakyla emphasizes the significance of
this skill and the competence required by health care workers when caring
for seriously ill patients, knowing when and where they need to intervene
with the three different types of ‘hope work’. An important feature of the
work is how the patient is viewed as an active contributor to this inter-
actional practice; the health care professional is not solely responsible for
creating and maintaining the hopeful side to verbal interactions.

This is similar to findings from Jarrett and Payne’s study (2000), who
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describe the creation of a largely optimistic and cheerful nature to conversa-
tions in the cancer care context investigated. Examples of some of the ways
the optimistic nature of the conversations appear to be maintained are listed
in Box 8.4.

‘Self-comparison’ is when a patient compares himself or herself with
another patient. This appeared to be a common feature and an important
way in which patients learn from fellow patients. Patients were found to
observe and comment on the stoicism and bravery of other patients and it is
likely that individuals may learn how to behave as patients in the cancer and
palliative care setting. Comparing oneself with others or ‘social comparison’
(Ashby Wills 1981) is a familiar characteristic of social behaviour. In the

Box 8.3 Research findings: ‘hope work’ (after Perakyla 1991)

� Curative hope work: where the patient is defined as ‘getting better’
� Palliative hope work: where the patient is described as ‘feeling better’
� Past recovery: where the hope is dismantled and the patient is past

recovery

Box 8.4 Research findings: examples of ways nurses and patients created
cheerful and optimistic nature to their conversations together (Jarrett and
Payne 2000)

� Searching for positive statements: this involves finding a positive aspect
about what is being discussed and focusing attention on it

� ‘Self-comparison’: this includes acknowledging that other patients have
more distressing, disfiguring or harder treatments or cancer to endure and
so in comparison the patient is luckier

� Emphasizing ‘individual differences’ and how the patient could do much
better than another patient with the same disease because people
respond differently, thus avoiding the risks associated with self-
comparison

� ‘Optimistic knowledge’: this involves focusing on the positive element of
the information being delivered or focusing on areas where the message
can be more positive, such as concentrating on more controllable
symptoms sometimes at the expense of those harder to be positive about

� ‘Reframing’ or ‘minimizing’ events and emphasizing the routine, expected
side of events, such as ‘feeling a bit nauseous, but that’s quite normal’

� The ‘clinical uncertainty’ associated with medicine generally means that
even when the statistical chances for a patient appear poor, the patient
and health professional can emphasize the uncertainty surrounding this
and how every one is different in how they respond to treatments, so it is
still possible to maintain hope
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context of cancer patients (Jarrett and Payne 2000), it appeared to enable the
patient to feel luckier or better off than fellow patients. The excerpt from an
interview with a patient in Box 8.5 illustrates this.

Self-comparison is quite a risky strategy if patients compare themselves
with someone with the same illness who is deteriorating or dying. Con-
sequently, the strategy of emphasizing ‘individual differences’ appeared to
be very important in ensuring that the patient received the positive benefits
of this strategy without highlighting their potential future deterioration.

Box 8.6 provides an excerpt from a conversation between a patient newly

Box 8.5 Research findings: an example of a patient employing self-
comparison

‘so far so good I haven’t had quite so much damage done to me bodily wise or
nausea reaction as our friend over here for example [indicating patient in next
bed] . . . he’s suffered badly you know. . . . But you know I haven’t suffered
anywhere nearly as badly.’

(Jarrett and Payne 2000: 85)

Box 8.6 Example excerpt of conversation illustrating the use of ‘individual
differences’ within nurse-patient conversation

1 Nurse: . . . and I think those are the sort of reassurance
2 you need ( . )
3 Patient: did you know {name}? she was over here last April
4 ( . )
5 Nurse: N-no ( . ) April I actually wasn’t here then
6 Patient: oh you won’t [well] she has both her breast removed
7 Nurse: [no ]
8 yes ( . )
9 [that’s a there are different types of cancer]

10 Patient: [ ( ) ] she’s a nursing sister ]
11 Nurse: and some cancer actually is renowned for ( . ) 
12 affecting both breasts ( . ) um and it has even been 
13 known for the two breasts to be removed
14 [at the] same time because of that ( . ) u:m but]
15 Patient [what]
16 had her’s done at different times
17 Nurse: yes (2)
18 [ [but never judge] your own case
19 Patient: [ [ ( ) ]
20 Nurse: by someone [else’s either ] ( . )
21 Patient: [oh no I know ]
22 Nurse: u:m again as I say everybody is so individual . . .

(Nurse 006 and Patient 027; Jarrett and Payne 2000: 85–6)
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diagnosed with breast cancer and a nurse. The nurse indicates that it is
sometimes reassuring to hear about other patients who are doing well
(line 1). The patient introduces another patient (line 3), but this patient has
had a double mastectomy and it is interesting to note how the nurse
emphasizes that the patient must not compare herself with another patient
(lines 18–22) and the patient demonstrates an awareness of this by saying ‘oh
no I know’ (line 21).

Researchers taking the above perspective argue that both patient and
health professional were active in these jointly produced and constructed
conversations, and that the conversation was not produced entirely by the
professional with the patient taking a largely passive role. The concept of
conversation being a two-way interaction is not new within the communica-
tion literature, but appears to have been largely neglected in the health care
literature, which has focused so closely on describing the nature of the inter-
action and then measuring the quality of the communication skill produced
by the health care professional.

Communication and decision making

The extent to which individuals want to be involved in decision making
varies. Cassileth et al. (1982) indicated that it is younger and well-educated
people who most wish to be involved in the decision-making process. Others
have suggested that a patient’s role in decision making is based on the seri-
ousness of their illness – the more serious the illness, the less involved they
want to be (Thompson et al. 1993). Some research has examined patient
preferences for communication within cancer, but less so in palliative care.
Yet there is a body of evidence to suggest that patients do not perceive that
they have a role to play in the decision-making process, or choose to adopt a
passive role, reinforcing the power and status of health professionals because
of their assumed knowledge, expertise and social standing (Cassileth et al.
1980; Strull et al. 1984; Tobias 1988; Sutherland et al. 1989; Degner and
Sloane 1992). The attitudes and expectations of both health care profes-
sionals and patients have changed; clinicians tend to be less paternalistic
about what should or should not be disclosed to patients in their care, and
patients tend to be more, although not necessarily better, informed about
disease and treatment options through the media (Kiley 2002). The expect-
ation is now greater for health professionals to involve patients in the
decision-making process (Bond and Thomas 1992).

In the UK, there has been a change in policy to include the patient’s
perspective in health care provision, beginning with The Patient’s Charter
(Department of Health 1991) through to the creation by the National Insti-
tute for Clinical Excellence (NICE) of a Citizens’ Council, where the public
are invited to give their views on the work of NICE, which can be used to
inform recommendations for care and treatment. Within these there is an
assumption that all patients should be provided with as much information as
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possible and given the time to consider the facts in order that they can arrive
at an informed decision. This assumes that all patients have the same ability
to understand information before making an informed decision about their
treatment, and that clinicians are willing and able to communicate with
patients and their families (Maslin-Prothero 2000).

Degner et al. (1997) explored the information needs and decisional pref-
erences of 1012 women with breast cancer in oncology clinics. They found
that 22 per cent preferred to take the lead, 34 per cent wanted the clinician to
make the decision and 44 per cent wanted to share the decision. The
researchers found that less than half of these women achieved their pre-
ferred level of control. Miller and Managan (1983, cited in Maguire 1999)
referred to two groups of patients: information seekers (‘monitors’) who try
to find out as much information as possible, and the avoiders of information
(‘blunters’) who put up barriers to information provided. Patients’ informa-
tion needs vary during the course of their illness, they use different coping
mechanisms and it becomes the responsibility of the multidisciplinary team
to identify which one each patient is presenting.

Bruera and co-workers’ (2001) study of patient preferences for decision
making and communication within Canadian cancer care is interesting,
because it reveals that gender and age do not have a significant impact on
patient preferences. Most (63 per cent) of the 78 patients preferred a shared
approach with the physician. Importantly, a substantial minority preferred
either taking the active role themselves (20 per cent) or being passive and
allowing the physician to make the decision (17 per cent). The studies reviewed
suggest that patients’ willingness to be involved in decision making varies
considerably. It is the duty of the clinician to determine how much patients
want to be involved, regardless of their disease status (Degner et al. 1997;
Maguire 1999). This appears to be associated with health care professionals’
ability to communicate effectively with patients and vice versa (Fallowfield et
al. 1998; Maguire 1999). Barriers to effective communication exist on both
sides. Patients may be reluctant to disclose what they are feeling about their
diagnosis and treatment options and how these might affect their life – they
believe that health care professionals are not interested in their concerns. On
the other hand, many health carer workers are concerned about patients ask-
ing difficult questions and displaying strong emotions, plus the difficulty of
explaining complex information. Therefore, an individualized approach when
dealing with patients and their preferences for involvement in their care
decisions appears to be the most appropriate course of action and health care
workers must not assume that they can predict the views of a patient.

Training and education

The need to provide training in communication and counselling skills for
health professionals working within cancer and palliative care is a common
theme in the literature (Faulkner et al. 1991). Evaluations of communication
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skills training programmes in palliative care are usually positive (Faulkner
1992; MacLeod et al. 1994) and have led to the production of guidelines on
how to communicate with patients (Faulkner and Regnard 1994). Bowles
et al. (2001) describe the evaluation of a communication skills training pro-
gramme employing some training in solution-focused brief therapy. This is a
time-limited, practical, problem-solving approach drawn from counselling
that aims to deal with a client’s presenting problems. Bowles et al. indicated
that the techniques may be a ‘useful, cost effective approach to the training
of communication skills’ (p. 347).

Several studies aimed at improving the communication skills of health
professionals have been undertaken (e.g. Maguire et al. 1984; Maguire 1990,
1999; Fallowfield et al. 1998), yet the skills taught and developed in work-
shops are often lost within 3–12 months of completing the course (Corner
and Wilson-Barnett 1992; Heaven and Maguire 1996). Wilkinson et al.
(1998, 1999, 2002) have argued that following an integrated communication
skills programme delivered to nurses, these skills can be maintained over
time.

Counselling patients with cancer is not just about nurses having good
communication skills; effective counselling for patients requires appropriate
training, which has cost, time and emotional implications for members of
staff (Potter 1996). Particular routes or guidelines have been prescribed for
professionals to follow when dealing with difficult topic areas, for example
when handling difficult questions (Faulkner and Regnard 1994). A great
deal has been published about the importance of communication and
counselling skills training. It would appear, however, that skills acquired in
simulated interactions based in the classroom or prescribed verbal activities
suggested in a flow diagram (see Box 8.7), may sometimes be difficult to
apply in the clinical setting.

Inter- and intra-professional communication in
palliative care settings

An important feature of communication is that it involves everyone involved
in the care of the patient as well as the patient themselves. There has been an
increasing recognition of the role inter- and intra-professional communica-
tion plays in health care settings and the palliative care setting. Problems
with communication across the different locations of care and the different
people involved can have a profound impact on patients’ and their carers’
experience of care. A study examining the perceptions and experiences of
terminally ill patients in the community indicated that patients and their
carers were often confused about the variety of health and social care pro-
fessionals involved in their care, especially their different roles, areas of
expertise and power (Jarrett et al. 1999a).

The chronic nature of cancer and other life-threatening diseases has
meant that ensuring continuity of care – with the variety of health and social
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care professionals, services and locations of care involved – is a huge chal-
lenge. Factors identified as being barriers to successful continuity and
coordination of care include:

• Territoriality, such as problems surrounding domains of responsibility
and locations of care delivery.

• Reimbursement issues, for example issues related to who is paying for
care and particular budgets.

• Minimal collaboration across agencies.

• Inadequate communication between different health and social care
professionals (Beddar and Aikin 1994).

Many agencies are involved in providing palliative care. A seamless,
integrated service is one in which services meet an individual’s need, are

Box 8.7 Summary of training and education

� There has been a tendency in communication research to:

� describe communication between health professionals, usually
nurses or doctors, as deficient in quality and quantity; and

� to lay the blame for this firmly with the health professional, con-
sequently viewing the patient as merely the passive recipient of
communication.

� There has been an emphasis on training health professionals in communi-
cation skills, but skills learnt in the classroom do not always transfer easily
to the clinical setting.

� Research taking the perspective of viewing interaction as social and con-
textual might also argue that:

� the patient is active in contributing to this feature of health-related
conversation;

� some patients are experienced recipients of health-related com-
munication.

Acknowledging, and also aiming to increase, the expertise and role of
patients in their health care management largely through the medium of
communication has been advocated.

However:

� Health care professionals may need to consider different patients’ desires
for certain types of interaction, for example:

� patients may be influenced by contextual and environmental
determinants, their beliefs or previous experiences about what
constitutes appropriate communication in the health care setting;

� patients may have views about whom is appropriate to talk to about
certain issues and may be able to judge the abilities of different
individuals or professional groups to cope with issues effectively.
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coordinated, and integrated across the health and social care system. In a
seamless service:

• Organizational boundaries do not get in the way of care for patients,
but it is clear who is responsible and accountable for their care at all
times.

• The planning and contracting process supports practical working
arrangements.

• Roles and responsibilities are clearly defined.

• Multi-professional teams come together to provide high-quality services
for patients that make the best use of the specialist skills and experience
of the staff involved.

• All staff are trained to work in multi-professional teams, and there is
support in working across organizational boundaries (Department of
Health 1996).

Developing an integrated service also depends on effective partnerships
across the boundary of primary and secondary care. As more treatment and
care is carried out in the home or local community, the role of secondary
care professionals continues to evolve as they work together with the pri-
mary health care team, ensuring that patients receive integrated care that
draws the best from both sectors.

The idea of interdisciplinary education is seen as an important factor in
improving the communication and teamworking between the various health
professionals (Ruebling et al. 2000). Koffman (2001) identified the growth in
multi-professional educational programmes in palliative care and indicated
that the evidence of benefits for patients and their carers through the
delivery of palliative care is positive but also limited.

There is some evidence that communication problems can exist between
different health professionals or across different locations of care delivery or
management. Research investigating the communication needs and satisfac-
tion of primary care physicians following letters sent about palliative radio-
therapy from a radiation oncologist (Barnes et al. 2000) found that although
most primary care physicians were satisfied with the information sent,
they felt that unnecessary information was included while essential infor-
mation was missing. Barnes and colleagues argued for an improvement in
communication between these two professional groups.

An Australian study by Street and Blackford (2001) investigated com-
munication between general practitioners and nurses. Through interviews
and focus groups with 40 palliative care nurses working in the community,
hospices or hospital settings, the following issues were highlighted as prob-
lems: the means of transferring information; networking; case management;
multiple service providers; a lack of standardized documentation; and
formal client-tracking systems. These all impeded positive communica-
tion between the two professional groups. Blackford and Street (2001)
also reported upon the role of the palliative care nurse consultant in en-
abling continuity of care across the health care services by improving
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communication strategies and creating new networks. It appears that a
professional role, which provides care or consultancy across several dif-
ferent care settings, such as the community and the hospital, may have a key
role in ensuring continuity of care (Clark et al. 2000).

Health care professionals emphasize the importance of good inter- and
intra-professional communication, particularly in the palliative care setting,
although little is known about the perceptions of, and impact upon, patients
themselves. Recent research has examined the perceptions and experiences
of patients receiving specialist palliative care services and the communica-
tion among the various health and social care professionals involved in their
care (Jarrett and Latter 2003). This ongoing study conducts in-depth inter-
views with 22 patients receiving specialist palliative care from two specialist
palliative care units/hospices in the south of England. Initial findings indi-
cate that for many patients in the palliative care setting, many different
health and social care professionals can be involved in their care, often
spread over a variety of geographical locations in the community, general
hospital and specialist palliative care settings. Overall perceptions of
inter- and intra-professional communication were positive, but a minority
of patients felt there was sometimes a lack of organization and co-
ordination, with some patients or family carers feeling they had to be quite
proactive to ensure adequate communication and continuity of care across
the various locations.

The patient and carer perspective

Patient involvement

Over the last decade in the UK there has been a growth in the number of
policy initiatives calling for user participation in the planning and develop-
ment of health and social services at local, regional and national level
(Department of Health 1991, 1997a,b, 1998a,b,c, 1999b, 2000b; NHS
Executive 1996, 1998; Welsh Office 1998). Permeating all these policy docu-
ments is an emphasis on the role of users in determining, shaping and evalu-
ating services through the identification of health needs, and the chance to
make choices about their own health care (see Chapter 4).

The emphasis has been on shaping the health and social care system
around the needs of patients. The National Health Service (NHS) has to
develop partnerships and cooperation at all levels of care – between patients,
their carers and families, and NHS staff – to ensure a patient-centred service
(Department of Health 2000b). It is important to evaluate the effectiveness
of services from a user perspective, including an annual national survey of
user experience (Department of Health 1997a). Health care professionals
are increasingly being required to demonstrate that their care is patient sen-
sitive and needs led; Smith (1997: 1059) describes this change ‘as the balance
of power in the doctor–patient relationship shift[ing] towards the patient’.

Patients’ preferences for participation vary widely, with some patients

154 Encountering illness



choosing to play an active role and others a passive role (Waterworth and
Luker 1990; Degner et al. 1997; Maguire 1999). Patient experiences are
enhanced when there is evidence of staff–patient communication, patient
involvement in decision making, the provision of clear and relevant informa-
tion, and sufficient opportunity for questions and expressions of concern
(Degner and Sloane 1992; Hack et al. 1994; Maslin 1994; Degner et al. 1997;
Fallowfield et al. 1998).

The expert patient

The concept of the ‘expert patient’ (Department of Health 2001a) is very
relevant to many patients with palliative care needs. Often by the time the
patient reaches the palliative care setting they, and their family or lay-carers,
are very experienced and familiar with health care environments, the drugs,
the jargon and the different personnel and services involved in their care.
Patients with palliative care needs have the potential to become ‘confident
partners with professionals in their care’ (Department of Health 2001a: 13).
The changing needs of the palliative care patient, as they move through the
dying trajectory, mean that they might need extra support in maintaining
their involvement.

In England and Wales, national service frameworks2 have been
developed to improve health, reduce inequalities and raise the quality of
care through placing the patient at the centre of care. These standards have
been developed with the assistance of an external reference group, which
includes clinicians, scientists, epidemiologists, managers, voluntary organ-
izations, patients and carers. Several national service frameworks have been
produced – Mental Health, Cancer and Older People (Department of Health
(1999a, 2000a, 2001b) – with more proposed. These appear to be targeting
specific patient populations. They are relevant to many palliative care
patients and their carers. The standards have been set by the National Insti-
tute for Clinical Excellence, an external reference group, will be delivered by
clinical governance, and monitored by the Commission for Health
Improvement, the Performance Assessment Framework and the National
Commission for Public and Patient Involvement.

The approach to communication that views it as a social interaction,
albeit within a professional health care setting, sees the patient as equal to
the researcher and the health or social care professional. Within the inter-
action, both health professional and patient can potentially be seen as an
‘expert’ or skilled at communicating. Even though the health professional
may have access to greater knowledge in some domains, patients are also
experts about how they feel and what has happened to them and, import-
antly, what they wish to talk about or topics they feel able to deal with. As
already discussed, they may have notions about who it is appropriate to talk
to about certain issues, have witnessed and learned from the behaviour of
other patients and their previous interactions. The interest is not just the
verbal contribution made by the patient during specific interactions, but also
of interest are the patients’ views and experiences of communication.

Communication 155



The term ‘patients’ perspective’, as used by Benz (2001), is in itself a
label that suggests a divide between the ‘care-giver’ and the ‘care-receiver’.
This divide is quite traditional in the literature on communication as well as
other areas within the palliative care field. The expertise and knowledge of
the patient are recognized, but so to is the need to facilitate patients to be
able to take on the role of partner in their care. The suggestion is to run
workshops and train patients with the skills they need to be able to contrib-
ute effectively in the management of their care and to self-manage their
symptoms; this has been implemented successfully with some chronic dis-
eases, such as arthritis, depression and multiple sclerosis. The Department of
Health (2001a) concluded that these self-management programmes resulted
in ‘tangible benefits’, including: reduced severity of symptoms; significant
decrease in pain; improved life control and activity; and improved resource-
fulness and life satisfaction. If this approach is applied to the palliative care
setting, then a possible solution might be to offer patients with life-
threatening diseases training to prepare them to take a more active role in
their own care or as patient advocates or representatives of other patients in
the palliative care phase.

There is some evidence to suggest that seriously ill patients do wish to be
involved with end-of-life decision making (Heyland et al. 2000), although
some of the issues surrounding the end-of-life event in the intensive care
unit, for example, can be very complex (Bowman 2000). The experiences of
16 palliative care patients revealed that although the choices and involve-
ment in medical decisions appeared straightforward on the surface, the
unpredictable nature of palliative care and the deliberations and trade-
offs required meant that the process of patient involvement was not simple
(Bottorff et al. 1998).

Key issues for consideration

It can be argued that it is important for research and theory investigating the
communication between health and social care professionals and patients to
acknowledge that the patient may not be the passive recipient of so-called
good skilled communication or poor communication from the professional,
but that they may also be contributing to the interaction. What might follow
from this is the notion that part of the ‘expert patient’ is one who is skilled at
initiating and manoeuvring a conversation that satisfies their needs.

Placing the patient at the centre of research, policy and professional
education is vital, but not necessarily straightforward. Small and Rhodes
(2000) discuss the role and importance of user involvement within palliative
care focusing upon three life-threatening diseases: cystic fibrosis, multiple
sclerosis and motor neurone disease. As they highlight, there is an assump-
tion that user involvement is easy to achieve, but this is not always the case
and not everyone concerned might welcome it. Developments in communi-
cations and information technology will have an important role to play so
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that the necessary information about patients and their care, and about the
organization of services, is readily accessible to those who need it.

The risks associated with a move beyond recognizing the existing role
and right of patients to participate equally in the management of their care
and the communication and decision making involved in this are summar-
ized in Box 8.8.

One of the keys to effective communication in palliative care is multi-
disciplinary teamwork (Trueman 2001). The answer to improving the
communication skills of multidisciplinary teams may lie in introducing the
relevance and skills of communication to health care professionals earlier
in their initial education and training, as well as at postgraduate level
(Cockburn et al. 1998; Doyal and Gillon 1998). These subjects exist in the
curricula, but there is a long lead-in time until these health care professionals
are in a position to make a difference. There has been growth in shared inter-
professional learning; central funding in England has been given to four
universities to lead the development of multi-professional pre-registration
education across nursing, allied health professions and medicine. In
these pilot sites, health professionals will share learning in core subjects such
as communications and health and social care principles with the aim of
developing new ways of working (Department of Health 2002).

Conclusions

This chapter links closely with others in this book (see, for example, Chapter
4) and has reminded the reader about the importance of effective communi-
cation in the palliative care setting. We have provided a brief overview of
communication and have reviewed the current literature in relation to

Box 8.8 Potential risks associated with the expert patient

� There is a potential risk that when communication breaks down, the blame
is placed with the patient rather than the health or social care professional.

� Advocacy and patient representatives may be selected or self-selecting
and this risks only a certain type of patient/person taking on these roles.

� Patients receiving palliative care are frequently debilitated and fatigued
and may have cognitive impairment or other symptoms that may impede
their ability to contribute at the level they would wish:

� this risks patients’ level of functioning being used as an excuse for not
involving certain groups of patients;

� it is also important to consider whether all patients wish to be involved
despite health policy initiatives (Small and Rhodes 2000).

� Training and facilitating patients has cost implications, both financially and
in terms of time.
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communication in the palliative care setting, including research into com-
munication between health professionals and patients, inter- and intra-
professional communication, and exploring the user and carer perspective.
Some examples have been offered as an illustration of communication in the
palliative care setting. Communication as a skill requires constant attention
and development if we are to be effective in the delivery of care to palliative
care patients and their relatives, a skill that is taken for granted and assumed.

Notes

1 See NICE (2002) Scope for the development of service configuration guidance
on supportive and palliative care (http://www.nice.org.uk/article.asp?a=30530).
Accessed 20 December 2002.

2 See the National Service frameworks home page (http://www.doh.gov.uk/nsf/
nsfhome.htm).
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9
Approaches to assessment in
palliative care

Deborah Fitzsimmons and Sam H. Ahmedzai

With the establishment of clinical governance and evidence-based practice,
there is a need and demand for relevant and rigorous assessment of the
outcomes of care on the patient experience. In recent years, there has been
considerable debate within the literature as to what are the most important
and relevant outcomes upon which to assess patient experience in palliative
care, and what are appropriate methods to assess these outcomes of care. In
this chapter, we review the current perspectives of patient-based outcome
assessments in palliative care and reflect critically upon their application to
palliative care nursing practice.

The purpose of assessment in palliative care

Assessment of the patient and family is viewed as of central importance to
the multidisciplinary management of the patient with palliative care needs.
To undertake an assessment, the palliative care nurse needs to be equipped
with an in-depth knowledge base of the impact of advanced illness on the
patient and family, and have skills in recognizing potential and actual health
needs of patients and their families. Once a thorough assessment is under-
taken, the nurse, in collaboration with the multidisciplinary team, can plan
and implement appropriate care. The goals or outcomes of this care provi-
sion can then be evaluated. This is often done by evaluating the impact of
care on patient-based outcomes such as symptom relief and quality of life.
Several fundamental concepts underpin this practice (see Box 9.1).

Assessment is the first stage of the ‘nursing process’, which was devised
to provide a more systematic approach to the provision of nursing care
(Yura and Walsh 1967). It is important to recognize, however, that assess-
ment is not a discrete step in the provision of nursing care but a dynamic
process. In palliative care, patients’ health needs can change rapidly,
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requiring the nurse to be sensitive, flexible and creative, based on assessment
of an individual’s ongoing needs. Furthermore, nursing assessment should
go beyond assessment of symptoms, functional status and other physical
problems associated with terminal illness. Recognition of the complexity
and differences in each individual’s experience of palliative care is dependent
on an assessment process that allows the wider context of patients’ social,
emotional, cultural and spiritual needs to be explored fully.

In defining the nursing process, the World Health Organization (1977)
emphasizes the application of effective problem solving and decision making
in synergy with caring activities in a systematic manner to the assessment,
planning, implementation and evaluation of care. However, the nursing pro-
cess does not inform the nurse about what to assess, what the aim or purpose
of assessment should be, or how care should be implemented or evaluated
(Schoeber 1998). Often, frameworks or models of care are used to assist the
nurse to understand and interpret the purpose and nature of nursing
assessment. The choice of which model to use will be influenced by a number
of factors. At an individual level, this will include the needs of the individual
patient and also the values and beliefs of the individual nurse making the
assessment. This choice will also be shaped by broader consideration of the
needs of the wider group or population of patients, the values and beliefs of
the health care team, the philosophy of the care environment and the
resources available (Schoeber 1998). Current research evidence and policy
may also be influential in this choice.

The medical model of assessment

A medical model approach to assessment has many traditions within health
care. The assessment is aimed predominantly at identifying the pathological
causes of patients’ problems, focusing on the signs and symptoms of disease

Box 9.1 Fundamental concepts that underpin nursing assessment in
palliative care

� Dynamic
� Individualized
� Patient- and family-centred
� Holistic
� Therapeutic
� Sensitive and appropriate to patient/family needs
� Comprehensive
� Contextual
� Provides reliable and valid information
� Evidence-based
� Focused upon process and outcomes of care
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and the impact of illness upon patient functioning. The goal of nursing
assessment within this context is to make a diagnosis, usually described in
terms of a particular disease state or condition.

Nursing models of assessment

Specific nursing models of care have been developed to assist understanding
of the nature and complexity of nursing. Often derived from theoretical
perspectives of nursing, these models of care have provided a knowledge
base on ways to understand the nature of people and their health-related
needs (Aggleton and Chambers 2000).

A key feature of all models is the emphasis on a structured and directed
approach to assessment, although the perspectives drawn upon in undertak-
ing the nursing assessment will vary according to the model used. In contrast
to the medical model, emphasis is placed on the whole person whose state of
health, rather than their disease process, requires nursing intervention
(Christenson and Kenney 1995). A number of nursing models have been
described in the literature and several texts and papers are devoted to this
subject (see Aggleton and Chambers 2000), but it is beyond the scope of this
chapter to give an in-depth critique of the usefulness of these models within
palliative care. In brief, these models usually outline the methods and pro-
cess of assessment but differ in the emphasis and content of the assessment,
depending on the theoretical perspective taken. For example, using Roper
and co-workers’ (1986) Activities of Daily Living, the nurse assesses all or
some of the 12 daily activities identified, working with the patient to identify
individual needs.

All these models allow assessment to be approached in a systematic,
problem-solving manner and provide analysis of care. Nursing models pro-
vide a focus and clarity to the nursing assessment and provide a means to
understand the theoretical approach taken to nursing assessment. Such
theories have made significant contributions to our understanding of the
nature of nursing assessment.

There are, however, some limitations in using nursing models of assess-
ment as a sole means to identify appropriate patient-based outcomes in
palliative care. First, they are usually used by nurses for nurses – they are not
widely used or known by other members of the multidisciplinary team.
Crucially, patients and their carers will had little, if any, knowledge of these
approaches to assessment, and much of the language (e.g. adaptation, open
systems, pattern appraisal) will have little meaning to those outside the dis-
cipline of nursing. Second, because they are theoretical models, there has
been limited evaluation of whether they are valid or reliable methods of
undertaking nursing assessment. Third, the emphasis of assessment in this
context is often on the process of care rather than the consideration of the
outcomes of palliative care. There is disparity in the documentation of
assessment, which precludes comparison or evaluation of care across
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centres, units, settings or indeed across individual nurses – the ‘robustness or
rigour’ of such assessment approaches can be questioned. One of the criti-
cisms of nursing has been the lack of rigour in outcome assessment or the
link between the process of nursing care and its impact on relevant health
outcomes (Richardson and Maynard 1997).

Assessment and evaluation in palliative care

To understand the argument for more structured approaches to nursing
assessment in palliative care, there is a need to consider further what the
purpose of assessment is, and to place nursing assessment in the wider con-
text of assessment in palliative care. One of the main purposes of assess-
ment, it is argued, is to allow identification of individual patients’ needs or
problems in order to set appropriate and achievable goals or outcomes. Once
care is planned and implemented, we then evaluate the success or otherwise
of this care – that is, how effective our care has been in meeting the intended
outcomes. Within palliative care, the focus is on ensuring that these out-
comes reflect the individual, are achievable and can be delivered effectively.
There is an intrinsic link between what we decide are the outcomes of care
and how we assess what the objectives of care should be.

Assessment and evaluation in palliative care can also be looked at from a
broader perspective than the individual patient and family. Evidence of the
effectiveness of interventions, treatments or services is becoming increas-
ingly important in palliative care. To evaluate effectiveness requires the selec-
tion of what are the most important and relevant outcomes that reflect the
specific objectives of the intervention or service. This allows the evaluation
and development of effective and efficacious palliative care services (Hearn
and Higginson 2001). They can be used to demonstrate the value of nursing
interventions or services, including symptom management (Bredin et al.
1999), needs assessments (Morasso et al. 1999) and models of palliative care
delivery (Edmonds et al. 1998; Hearn and Higginson 1998; Tierney et al.
1998; Goodwin et al. 2003).

Historically, evaluation relied for the most part on the intuition and
subjective assessment of health professionals who, it was assumed, were
capable of assessing the intended objectives and success of treatment
(Jenkinson 1997). Much of this relied upon the clinical interview, which still
remains a central aspect of the role of the health professional.

The changing context of health care delivery, such as the emergence of
evidence-based practice and clinical governance, has resulted in a move away
from this approach to a more scientifically rigorous approach to evaluation
of new services and interventions. In terms of assessment, this has resulted
in considerable interest in the development of valid and reliable assess-
ments of patient-based outcomes, the majority of which use a structured
measurement-oriented approach to patient-based outcome assessment in
palliative care.
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What should be assessed?

A definition of health outcomes is ‘a change in patients’ current and future
health status that can be attributed to antecedent health care’ (Donabedian
1985). Traditionally, the focus within health care has been on the assessment
of objective, clinically based measures such as length of survival, toxicity
from treatments and indicators of physical performance. However, in the
last 25 years, there has been a move towards considering the impact of
health and illness on the patient, illustrated by the considerable interest in
patient-based assessment of health outcomes, including symptom relief,
psychological well-being, quality of life and satisfaction with care. Within
palliative care, there is increasing recognition that obtaining such informa-
tion using structured assessments is of paramount importance (O’Boyle and
Waldron 1997; Richards and Ramirez 1997).

What areas should be covered in a patient-based outcome
assessment for use in palliative care?

There is a bewildering array of patient-based outcome assessments within
the palliative care literature. One of the most confusing aspects when first
encountering this area of literature is that there is no definition as to what
exactly is our outcome of concern – this can be illustrated with the concept
of quality of life. Although many definitions exist, there is still no definitive
terminology. To some extent, this reflects the diversity of instruments and
assessment systems (Fitzpatrick et al. 1998). Some patient-based outcome
assessments will focus on one particular symptom (e.g. pain) or be very
broad, focusing on general aspects of patients’ health and quality of life.
Assessments of, for example, subjective health, performance status, func-
tioning and well-being, are often referred to in the literature as assessing
quality of life. This has resulted in confusion and ambiguity (Muldoon et al.
1998), which makes it difficult for the health professional to make an
informed decision on which assessment to choose. However, there is con-
sensus in the literature that an appropriate assessment of health outcomes
should, ideally, reflect the individual, multidimensional and contextual
nature of patient experience.

The individual nature of patient-based outcome assessment

There are different perspectives on how health outcomes are viewed. For
example, the clinician may consider health experiences from a disease per-
spective, the health economist from a utilitarianism perspective, and the
sociologist from the gap between achievement and expectations (Fitzpatrick
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et al. 1998). However, it is worthwhile considering that what we think as
health professionals is important to patients may not be the same as what
patients perceive. Assessment of health outcomes is essentially a subjective
assessment that is ideally made by the individuals themselves. Also, patients
will attach different weights to each of the areas they feel are most import-
ant to them; for example, one patient may view having no pain as most
important to their quality of life, whereas another patient (with a very
similar disease state) may view being able to spend time with family and
friends as most important. Studies have consistently demonstrated differ-
ences in perception between patients’ and professionals’ ratings of quality
of life (Bernheim et al. 1987; Sprangers and Aaronson 1992; Marquart-
Moulin et al. 1997; Fitzsimmons et al. 1999). It is generally accepted that
any assessment of quality of life should be made, wherever possible, by the
patient (Aaronson 1990; Fallowfield 1990; Addington-Hall and Kalra 2001;
Bowling 2001). Therefore, measures of patient-based outcome assessment
should share a common characteristic of summarizing the judgements
people make to describe their experience of health and illness (Carr and
Higginson 2001).

The multi-dimensional nature of patient-based
outcome assessments

The experience of health and the impact of illness on quality of life is
multidimensional – that is, it is an amalgamation of several key areas or
domains of a person’s life (Fallowfield 1990; Bowling 2001). Assessments of
patient-based outcomes are usually divided into several broad domains
(Table 9.1). Assessment instruments that purport to measure health out-
comes will usually cover one or more of these domains. However, for many
of these instruments, the focus has been predominantly upon disease symp-
toms, physical functioning and psychosocial well-being. Important domains
such as economic and social status, happiness and spirituality are often not
covered (Berzon 1998). This has been debated in the literature. Cohen et al.
(1996) note that existential concerns are very important to people with life-
threatening illness, but are not covered in measures of quality of life. Fur-
ther work is needed to understand how spirituality can contribute to a more
comprehensive assessment of health outcomes and quality of life (Efficace
and Marrone 2002).

There are two important facts when considering these domains of
patient-based outcomes. First, they are not discrete domains. For example,
the psychological well-being of a person can have a considerable impact on
their physical functioning and social well-being. Second, there is no hier-
archy to these domains. A criticism of past approaches to patient-based
outcome assessment in health care is that it has tended to give precedence
to the domain of physical functioning and symptoms, whereas from the

168 Encountering illness



psychosocial perspective the domains of psychological and social function-
ing are considered most important (Fallowfield 1990). Therefore, it is im-
perative that when choosing an assessment for use in palliative care, there
has been careful consideration of which outcome you are most interested
in assessing or best practice – which outcomes are most relevant to your
patient.

Table 9.1 Common domains often covered in patient-based outcome
assessments

Domain Examples

Disease symptoms and
treatment-related
side-effects

Pain
Fatigue
Dyspnoea
Appetite
Nausea and vomiting
Constipation

Physical functioning Mobility
Self-care activities (e.g. washing/dressing)
Activities of daily living (e.g. household chores,

meal preparation)
Physical activity
Disability

Psychological well-being Depression
Anxiety
Adjustment to illness
Coping
Fear
Self-esteem
Body image
Life satisfaction

Cognitive Confusion
Memory loss
Concentration

Social Personal relationships
Ability to carry out hobbies and interests
Sexuality
Social isolation

Occupational Work activities
Financial status

Satisfaction with care Information and communication
Support from health professionals

Global assessments Global health
Global quality of life
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The contextual nature of patient-based outcome assessments

Judgements of the outcomes of health are complex, varying not only
between individuals but also within individuals depending on timing and
circumstances: the issue of context is an important consideration in the
assessment of health outcomes. As often seen in practice, patients with
apparently similar disease, health status and prognosis may have very dif-
ferent perceptions of their quality of life. One of the most complex obser-
vations in patients’ perception of their health and quality of life is the
phenomenon of ‘response shift’. The concept of response shift was ini-
tially developed by Golembiewski et al. (1976), who explored the meas-
urement of change in relation to subjective assessment. Within quality of
life research, Schwartz and Sprangers (1999) have considered response
shift as an important mediator in a patient’s adaptation to illness and
consequent impact on their perception during a longitudinal assessment
of changes in quality of life scores. Some studies (Breetvelt and Van Dam
1991; Wisloff et al. 1996) have reported that even with apparently life-
threatening illness, patients report either stable quality of life throughout
their illness trajectory or that their quality of life is not inferior to that of
patients with less severe disease. What is lacking, however, is knowledge
and understanding of the impact of terminal disease and the subsequent
changes (or not) on patients’ interpretation of their quality of life and
health outcomes.

Recently, Carr et al. (2001) developed a model of quality of life in
which the evaluation of health-related quality of life is determined
between experiences and expectations, whereby the judgement is the gap
between our expectations of health and our experience of it. This
approach highlights that the relationship between symptoms and health
outcomes is not simple or direct. This was observed in an earlier study
(Fitzsimmons et al. 1999), in which a direct (linear) relationship between
symptoms and quality of life in patients with pancreatic cancer was not
portrayed by patients (i.e. the greater the symptomology, the greater the
impact on patients’ quality of life). Rather, this relationship was influenced
by the success or otherwise of coping strategies that were important in
shaping the impact of symptom perception on quality of life. The use of
particular coping strategies themselves was context-dependent, with fac-
tors such as culture, previous illness experience and social support import-
ant in overall perception of health-related quality of life. There is evidence
to suggest that, in cancer patients, factors such as perceived social support,
existential issues and satisfaction with care can assume the same or greater
importance as issues related to symptoms or physical functioning (Cohen
et al. 1996; Wan et al. 1997; Sahey et al. 2000). Within palliative care,
further exploration of the impact of such factors on judgement of health
outcomes is required.
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Areas of patient-based outcome assessments utilized in
palliative care

There are several structured assessments that have been reported within the
palliative care literature, and a comprehensive review is beyond the scope of
this chapter. A systematic review of outcome measures used in palliative care
for advanced cancer patients can be found in Hearn and Higginson (2001).
For the purposes of this chapter, we will consider some of the most common
assessments of symptoms, psychological morbidity, quality of life and other
structured assessments specifically designed for use within palliative care.

Symptom assessment

The assessment of symptoms in palliative care has long been an integral part
of nursing assessment, with increasing emphasis within the nursing litera-
ture on symptom documentation (Sitza et al. 1995, Williams et al. 2001).
There has been a move towards the development of more structured
approaches to symptom assessment. Three of the most popular instruments
cited in palliative care literature are the Rotterdam Symptom Checklist (de
Haes et al. 1990), the Edmonton Symptom Assessment Schedule (Bruera et
al. 1991) and the Symptom Distress Scale (McCorkle and Young 1978).
These offer different approaches to structured assessment. The Rotterdam
Symptom Checklist is a 38-item scale designed for patient self-completion,
which measures physical and psychological symptoms using a 4-point Likert
scale. Initially developed for cancer patients, its use in more advanced dis-
ease has been queried. The Edmonton Symptom Assessment Schedule com-
prises nine visual analogue scales on which patients rate symptoms along a
100-mm line. Further work on its validity and reliability is required (Hearn
and Higginson 2001). The Symptom Distress Scale was developed for cancer
and heart disease. It is self-administered using a 5-point Likert scale to assess
13 global symptoms. A comprehensive review of symptom assessment in
palliative care is provided by Roberts and Bird (2001).

Although it is well established that assessment of symptoms is import-
ant, what is ambiguous in the literature is the definition of what a symp-
tom is and what the best approach to assessment is. Symptom assessment
is often concerned with the completion of checklists where the prevalence
of each particular symptom is recorded, with some having been developed
for patient self-completion. However, many of the approaches purported
to assess symptoms have been designed for completion by the clinician.
One of the other limitations of current approaches to symptom assessment
is that they neglect the subjective nature of symptom perception or the
disruption brought to daily life. This has been illustrated by work on the
symptoms of fatigue (Krishnasamy 2000) and dyspnoea (O’Driscoll et al.
1999), which demonstrates the subjective interpretation of symptom
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experience and the variance in how patients cope with symptoms on a
daily basis. Also, much work has assessed symptoms at discrete points in
time rather than looking at the cumulative effects of symptoms and treat-
ments on all aspects of a person’s life. This may be especially relevant for
the patient with palliative care needs. The interplay between different
symptoms has been identified as important in shaping experience (Rich-
ardson and Ream 1997). For example, a patient who has nausea and
vomiting may also experience loss of appetite, taste changes, fatigue, weight
loss and muscle weakness; their ability to function may also be affected,
such as their ability to carry out daily activities. This may also have an
indirect impact on other aspects such as social functioning, self-esteem
and satisfaction with life and, consequently, may impact on patients’
experiences.

Psychological morbidity

The assessment of psychological morbidity in palliative care has been
developed from traditional approaches used in general psychiatry. Three
main assessment approaches are used: a directed interview approach; single
questions using a categorical or linear analogue scale; or structured instru-
ments. Regarding structured instruments, a systematic review of depression
in advanced disease identified the most common instrument used to be the
Hospital Anxiety and Depression Scale (Zigmond and Snaith 1983; Hotopf
et al. 2002). This instrument, which has been used widely in many fields of
health care, consists of 14 questions relating to traits of anxiety and depres-
sion. The validity and reliability of this instrument is well established and it
can be used in screening for anxiety and depression in the community
(Kramer 1999). However, its performance in advanced disease has been
questioned in in-patients (Urch et al. 1998).

Fairly recently, the Edinburgh Depression Scale, originally developed to
assess post-natal depression, has been used with reasonable success (Lloyd
Williams et al. 2001). Cognitive impairment is purported to be an area of
concern in palliative care, but this poses some specific difficulties due to the
complexity of reasons for cognitive impairment; for example, is it due to
the disease process itself or a consequence of treatment or medication? The
problems have been illustrated by Greilish (2000) when critiquing a com-
monly used instrument, the Mini-Mental State Questionnaire. Although this
has shown good reliability and validity, its limitations are perceived to be a
loss of dignity and lack of consideration of pre-morbid ability and intelli-
gence. Radbruch et al. (2000) warn of the problem of cognitive impairment
in patients with advanced illness, and suggest that assessments should be in
the form of a simple categorical scale or where possible be administered by
an interviewer. Common to all assessments is the need for further evalua-
tion of their use in palliative care patients, and the impact of cognitive
impairment on completion.
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Quality of life

A number of different approaches to the measurement of (health-related)
quality of life exist, ranging from generic measures of health through to
the use of a single index of quality of life (see Table 9.2). All have their
advantages and disadvantages when used in palliative care.

Several studies have compared quality of life measures for use in
palliative care. These include a comparison of the McGill Quality of
Life Questionnaire and Patient Evaluated Problem Scores (PEPS)

Table 9.2 Selection of types of quality of life instruments available

Type of quality
of life instrument Examples Advantages Disadvantages

Generic SF-36 (Ware et
al. 1993)

• Used across a broad
range of populations

• Allows cross-study
comparisons

• Widely tested for validity
and reliability

• Normative data often
available

• Used widely

• Short version often
available

• Lack of specificity

• Lack of responsiveness
to changes over time

• Emphasis on functional
status

Disease-
specific
(e.g. cancer)

EORTC QLQ-
C30 (Aaronson
et al. 1993)

• Covers important issues
for particular disease

• Responsive to changes
over time

• Relevant to patient

• Used in clinical trials

• Lack of cross-study
comparisons

• Lack of normative data

• Emphasis on symptoms
and functioning

Dimension-
specific

McGill Pain
Questionnaire
(Melzack 1975)
HADS
(Zigmond and
Snaith 1983)

• Detailed coverage of
domain of interest

• Used across a range of
patient populations

• Cross-study comparison

• Used as screening tools

• Not primarily designed as
outcome measures

• Does not capture
multidimensional aspect
of quality of life

Individual SEIQOL
(O’Boyle et al.
1993)

• Captures individual
perception

• Content validity

• Responsive to changes
in individuals across
time

• Trained interviewer
administered

• Not tested in many
patient populations

• Validity and reliability
requires further
assessment
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(Pratheepawanit et al. 1999), the Missoula-Vitas quality of life index
(Byock and Merriman 1998), a review of selected measures compared to
problems recorded in patients’ medical records (Stromgren et al. 2002) and
the use of single question assessments (Edwards et al. 1997). Bibliographic
reviews of quality of life assessments in palliative care are available (e.g.
Donnelly 2000; Massaro 2000), with a systematic review currently in pro-
gress (Paz et al. 2003). These have all highlighted the variety and disparity
in approaches taken to quality of life assessment, with no ‘gold
standard’ approach. Two of the most common assessment methods cited
in the palliative care literature are the European Organization for Re-
search and Treatment of Cancer QLQ-C30 (Aaronson et al. 1993) and
the McGill Quality of Life Questionnaire (Cohen et al. 1997). The QLQ-
C30 comprises a 30-item questionnaire with a number of scales and single
items that assess symptoms, functioning and global health/quality of
life. This core questionnaire can be supplemented with other disease-
specific assessments. It is now the most established quality of life assess-
ment in cancer patients; however, its use needs further evaluation, with
difficulties seen in trying to adapt it for use in palliative care. The McGill
Quality of Life Questionnaire was developed in advanced cancer popula-
tions and measures overall quality of life. An existential domain is
incorporated alongside symptoms, physical and psychological well-being
and support.

An individualized assessment of quality of life has been developed for
use in palliative care. The Schedule for Evaluation of Individual Quality of
Life uses a psychological approach to quality of life, which allows patients to
weight the most important areas of life to them. It has been shown to be
appropriate for use in palliative care populations (Hickey et al. 1996),
although it has been criticized for being too long and difficult for patients to
complete (Ahmedzai et al. 1994).

Satisfaction with care

Evaluation of patient and carer satisfaction with care has been used widely
within palliative care, with national studies undertaken to assess patients’
satisfaction (e.g. Department of Health 2002). In a recent review of the
literature, Aspinal et al. (2003) identified 56 relevant studies purporting to
assess satisfaction with palliative care. Assessment methods include qualita-
tive interviews (e.g. McLoughlin 2002), ‘one-off’ questionnaires that have
been used specifically for particular studies or audits, and specifically
designed measures that have been validated for use in several palliative care
populations (e.g. FAMCARE; Ringdal et al. 2003). Several systematic
reviews of a variety of palliative care services (specialist palliative care
teams: Hearn and Higginson 1998; Higginson et al. 2003; specialist models
of palliative care: Wilkinson et al. 1999; general practioner models of pallia-
tive care: Mitchell 2002) have demonstrated the importance of patient
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and carer satisfaction as key outcome measures for demonstrating the
effectiveness of palliative care services.

In their review, Aspinal et al. (2003) highlight the methodological and
practical limitations of assessing satisfaction within the context of palliative
care. Such measures may not truly reflect the perspectives of patients and
carers. In parallel with many outcome measures in palliative care, there is a
lack of theoretical underpinning of what ‘satisfaction’ means to the patient
and family with palliative care needs. The disparity in definitions has
resulted in a number of approaches to its assessment, limiting our ability to
make meaningful comparisons between different studies of palliative care.
The potential bias of proxy assessments of satisfaction and undertaking
retrospective assessments of satisfaction have been highlighted. In their
review, Aspinal et al. (2003) identify the consensus that provision of infor-
mation, staff competence and pain control are important for satisfaction.
However, the influence of other factors, such as symptom perception, psy-
chological morbidity and social support, has been largely overlooked in
satisfaction measurement, together with the impact of other variables such
as age, ethnicity and geographical access to palliative care services. Further
work is needed to provide a better understanding of the concept of
satisfaction and the most appropriate methods of assessment in relation to
palliative care.

Other outcome assessments used in palliative care

Specific instruments have been developed for use within palliative care that
incorporate a combination of appropriate outcomes, such as symptoms,
quality of life and quality of care. The Support Team Assessment Schedule
(Higginson and McCarthy 1993) was developed to assess the effectiveness of
palliative care on patients’ lives using a 5-point Likert scale. However, pro-
fessionals rather than patients usually complete this instrument. The Palliative
Outcome Scale (Hearn and Higginson 1999) was designed to be a core measure
of health outcomes in palliative care. It has shown adequate validity and
reliability and is currently being evaluated and used in a number of studies.

Is there a need for specific patient-based outcome
assessment to evaluate nursing care?

An interesting area for debate is whether current patient-based outcome
assessments are appropriate and relevant in the evaluation of nursing care.
Relatively little recent work on the development of patient-based outcome
assessments has been undertaken from a nursing perspective. However,
earlier work highlighted the possible relationship between quality of nursing
care and its impact on patients’ evaluation of quality of life (Glaus 1993).
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With the focus on evaluation of advanced practice and specialist roles and
models of care delivery, it is imperative that evaluation of these should use
assessment measures that reflect the ‘true’ impact of nursing care on health
outcomes for patients. Unfortunately, it is difficult to define concisely what
this value is (Annells and Koch 2001). Corner et al. (2002) argue that despite
a major expansion in specialist nursing posts, little is known about the
impact of these services and little consideration has been given to how their
effectiveness might be assessed. One limitation of current outcome meas-
ures, in particular those for patient satisfaction and quality of life, is findings
that are not easily linked to service development needs. There is a need for
further work on how best to capture the impact of nursing care on health
outcome. Here, broad areas of health outcomes, such as symptom experi-
ence, self-management, coping, enhancing independence and quality of life,
may be the most relevant.

Choosing an appropriate patient-based outcome assessment
for use in palliative care

The choice of which assessment approach to use will be determined primar-
ily by which aspect of the patient experience is to be assessed. This appears
logical, but in much of the literature there is no consideration of whether the
measure selected reflects the actual outcome of choice. For example, Gill
and Feinstein (1994), in a review focusing on the use of quality of life
instruments, found that only 11 per cent of studies included a satisfactory
definition of the outcome they were purporting to measure and provided
justification as to the choice of instrument selected. Within palliative care,
outcome measures require the measurement of aspects that reflect the spe-
cific goals of palliative care (Hearn and Higginson 2001). These may focus
on a particular aspect such as symptom palliation, improving psychological
morbidity, quality of care and quality of life, or a combination of these
outcomes.

The rationale for which instrument to use should be based on evidence
of its scientific rigour rather than its purported popularity, or an ‘anything
goes’ attitude. It should not be assumed that an instrument used in one
context (for example, as an outcome measure in a clinical trial) can be used
directly in another (for example, in clinical audit). It is imperative that in
selecting a suitable outcome measure, the health professional considers care-
fully the properties of the instrument. Much of this consideration will relate
to assessment of the appropriateness, reliability and validity of the instru-
ment. This information is usually derived from (ideally systematic) reviews
or by undertaking and reviewing previous studies in which the instrument
has been used. Many of the more established outcome measures will have
key papers written about them that outline their development and provide
evidence of their validity and reliability. Several reviews and texts (see Hearn
and Higginson 1997; Fitzpatrick et al. 1998; Muldoon et al. 1998; Bowling
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2001; Kaasa and Loge 2002; Robinson et al. 2003) explore the criteria for
selecting a patient-based outcome assessment. A summary of these criteria
is provided in Box 9.2.

Who should assess the experience of palliative care?

As already discussed, ideally an individual should assess their own experi-
ence. However, within the context of palliative care, it is sometimes difficult
to obtain the perspective of the patient. In such circumstances, the logical
consequence would be to obtain a proxy assessment. The methodological
and practical difficulties of this have been discussed widely in the literature.
In summarizing the evidence, Addington-Hall and Kalra (2001) report that
the advantages of proxy responders (e.g. care-givers or health professionals)
include moderate agreement usually between patients and proxies and prox-
ies are almost as good at detecting changes over time, and can provide useful
information on the more concrete, observable aspects of quality of life. The
disadvantages reported include the overestimation of some aspects of qual-
ity of life and the changing priorities of patients over time. For example,
Horton (2002) found that although there was good agreement between
nurses and patients with advanced cancer with respect to symptom control
and pain, there were important differences in anxiety scores, personal
thoughts, practical matters and information received. In comparing scores
from the Edmonton Symptom Assessment System, Nekolaichuk et al.

Box 9.2 Criteria for selecting a patient-based outcome assessment

� Is the content appropriate for use in your particular palliative care setting
(consider patient population and setting)?

� Does the content reflect (address) the particular areas of health outcomes
that you are interested in assessing?

� Does the instrument reflect (address) the most relevant areas of health
outcomes for the patient?

� Has the assessment been specifically designed or adapted for use in
palliative care?

� Is there evidence of the reliability (i.e. ability to produce results that are
reproducible and internally consistent) of the assessment within a
palliative care population/setting?

� Is there evidence of the validity (i.e. ability to assess what it purports to
assess) of the assessment?

� Can the assessment detect changes over time (i.e. responsiveness) – is
there evidence of appropriate time-frames for assessment in palliative
care?

� Is the assessment easy to score, analyse and interpret?
� Is the assessment easy to administer?
� Can the assessment be used with proxies?
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(1999) observed that, even over time, there were still differences between
health professionals’ and patients’ scores of symptom intensity. The import-
ance of understanding the context of patients’ experiences should be
acknowledged when interpreting the results of such assessments.

Also of crucial importance to assessment in palliative care are the needs
of care-givers. It is becoming increasingly clear that decisions regarding care
should be based on evaluation of patient outcome in the context of the
effects upon those around them (Sulch and Kalra 2003). Many of the
assessments developed focus on the burden placed on care-givers.

The clinical application of structured assessments of
patient-based outcomes in palliative care

Despite the interest in developing structured patient-based outcome assess-
ments for use in palliative care, there is relatively little evidence at present for
their use in clinical practice. To date, most of the focus has been on the use
of these assessment methods as part of research studies, predominantly
clinical trials, which evaluate the effectiveness of new drug therapies such as
chemotherapeutic agents in patients with advanced cancer. It is now widely
agreed that in the assessment of any new therapeutic agent for use in pallia-
tive care populations, quality of life assessment must be an end-point of
concern (Kaasa and Loge 2002).

Assessment of patient-based outcomes has also been used in the evalu-
ation of new models of care or service provision in palliative care. Goodwin
et al. (2003) examined the effectiveness of day care using the McGill Quality
of Life Questionnaire and Palliative Outcomes Scale, with no differences in
day care and routine services being reported. However, the authors suggest
that this failure to detect any significant differences was in part related to the
insensitivity of the instruments. In a systematic review of the effectiveness of
specialist care within palliative care, Hearn and Higginson (1998) illustrated
the popularity of health outcome assessments but also the heterogeneity and
breadth of such assessments, including symptom control, patient and family
satisfaction with care, place of death, psychosocial well-being and quality of
life. This makes it difficult to provide any definitive answer to whether spe-
cialist care improves the patient experience. There is a need for consistency in
the way assessments are used so that studies can be rigorously compared in
the future. It should also be acknowledged that much previous work within
palliative care has been weighted towards advanced cancer; further con-
sideration of the experiences of patients with non-malignant diseases is
urgently required.

In terms of clinical practice, there has been little exploration of the use
of these assessments in health care in general. Higginson and Carr (2001)
suggest eight potential uses of quality of life measures in routine clini-
cal practice, including a role in screening for potential problems, clinical
decision making, monitoring the response to treatment and clinical audit.
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However, there are a number of aspects to patient-based outcome
assessment that need to be overcome (Kaasa and Loge 2002). A summary of
current methodological difficulties is provided in Box 9.3. One of the main
practical difficulties, discussed by Higginson and Carr (2001), is that many
of these assessments were primarily designed to evaluate groups or popula-
tions of patients; therefore, difficulties are encountered when trying to
explain what the significance of any changes mean to the individual patient
and family. For many of these assessments, analysis and interpretation of
findings relies on understanding fairly complex statistics. Furthermore, how
these assessments can be integrated into routine practice and audit needs to
be examined. Of great importance is appropriate training in the use of such
assessment methods.

The ethical dilemmas surrounding the use of these assessments require
careful consideration. One of the main areas for debate is in claiming that we
can measure, for example, quality of life, from which can be inferred that we
can make a definite impact on patients’ quality of life, where as many areas
that are important in patients’ evaluation of quality of life may be outside
the remit of health care (Feinstein 1992). Higginson and Carr (2001) high-
light that trying to measure aspects such as quality of life has ‘over-
medicalized’ these aspects of patients’ lives. This creates a paradox, as the
original intention of many of the authors of these assessments was primarily
to develop a way of incorporating the holistic aspects of patients’ experi-
ences into the evaluation of health care and, therefore, to move away from
the traditional medical model approach. Clearly, much work is needed on
the potential uses of assessments in routine practice.

Box 9.3 Summary of current dilemmas in patient-based outcome
assessment in palliative care

� Lack of agreement on which aspects of health outcomes are most relevant
in palliative care

� Disparity in assessments used
� Lack of evaluation of assessments developed for use in other populations
� Current assessment not appropriate for palliative care populations (e.g.

too long, irrelevant items, time between assessments too long)
� Drop out of patients and missing data
� Assessments focusing upon negative attributes of health rather than

positive benefits of palliative care
� Failure to capture individual patient perception
� Complexity in completing assessments
� Concerns about the value of proxy assessments
� Focus on symptoms and functioning – lack of consideration of other

aspects such as spirituality, quality of care
� Appropriate methods to score, analyse and interpret data from

assessments
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Conclusions

Undertaking assessment is common to all health care professionals in pallia-
tive care. Within nursing, this has traditionally centred on systematic but
largely unstructured approaches, often incorporating a nursing model of
care. Structured assessments of patient-based outcomes have an important
role in the evaluation of palliative care. However, further research is needed
in this area to address some of the limitations of current assessments and
how they can be used in practice. In particular, for evaluating the effective-
ness of nursing care, there is a need to consider further what the outcomes of
our care are for patients and their families and to develop or adapt existing
approaches to assessments that are able to address these areas of concern,
from both a patient and family perspective. Developing appropriate assess-
ments that are valid and reliable but which also provide clinically useful
information is crucial to ensuring that the evaluation of our care is based on
relevant and rigorous evidence.
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PART TWO
Transitions into the terminal phase





10
Overview

Jane Seymour and Christine Ingleton

Death is both a fact of life and a mystery: we cannot report back once we
have gone through the process of dying; we cannot evaluate the care that we
were given or suggest ways in which it might have been done better.
Although dying is regarded as one of the most critical stages of life, the
quality of the experience of dying very largely depends upon others. At a
societal level, value is placed on a humane approach to dying: there is a
desire to serve people well when they die, in ways that protect their dignity
and give comfort to them and their companions when they most need it.
However, the way in which these aims are achieved has been radically trans-
formed over the last century. Until the fairly recent past, death was some-
thing that took place at home within the family. There may not have been
much that could be done to relieve physical suffering, but people knew how
to manage death and how to behave around a dying person, who was
embraced as part of the family unit and ministered to by relatives, friends
and loved ones. A religious leader may have been called, and perhaps a
doctor, but they would not be central figures in this scene (Ariès 1981).
Moreover, death was a frequent visitor across the generations, not some-
thing that tends to happen primarily to older people as in modern society.
Nowadays, in spite of efforts to the contrary, death at home is less common
than institutional death. Even when death does occur at home, it tends
to be overseen by technical and clinical ‘experts’. Modern dying has some
particular features that can make caring for dying people difficult:

• Clinical technologies and the potential of new treatments to offset death
have made a diagnosis of dying difficult and the process of dying much
longer than it used to be. Not recognizing imminent death means that
some people die in pain and distress which could otherwise be relieved.

• Clinical training in the twentieth century has tended to encourage the
view that death is a failure and has, to some extent, prioritized bodily or
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physical care rather than spiritual, social or family care, which may be
just as or even more important to the dying person.

• The management of modern dying is fraught with ethical difficulties:
poor understanding of ethics and law at the end of life can make good
care at the end of life difficult to achieve.

Hospice and palliative care has, it might be argued, become synonymous
with ‘good death’. As Clark and Seymour (1999) note, this concept stands
now not only as a ‘symbolic critique’ (McNamara 1997: 3) of medicalized,
institutionalized death, but also as a central point of reference for popular
expectations of dying and of standards of care at the time of death. These
are, however, expectations that remain unfulfilled for the vast majority of the
dying population across the world. Of the 54 million deaths that occur
annually, 46 million take place in the low- and middle-income countries of
the world (Singer 2000), meaning that there are fundamental inequalities in
state-provided health and social care that the dying receive and in the
resources that their family carers are able to mobilize in delivering care to
them. In spite of these inequalities, it is now recognized that, ideally, we
should all be able to expect a death that involves privacy, dignity, good
quality care in comfortable surroundings, adequate pain relief and
appropriate support (General Medical Council 2002). This translates into a
number of propositions:

• Care for those approaching death is an integral and important part of
health care. Care for the dying should involve and respect patients and
those close to them.

• Care at the end of life depends upon health care professionals having
strong interpersonal skills, clinical knowledge and is informed by ethical
understanding and personal and professional values and experience.

• Good care for dying people is a team endeavour and depends as much
on the organization of health care as it does on individuals.

• Nurses have special responsibilities in caring for dying people, since they
most commonly have closest contact with the seriously and terminally
ill.

In this chapter, we examine some of these important issues about death
and dying, focusing in particular on: processes leading to the definition of
dying; ethical issues encountered during clinical practice in end-of-life care;
evidence about the experience of dying in different cultures and settings of
care; and nursing care during dying. The chapter draws on research studies
and ‘critical cases’ throughout.
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Defining dying

Field, writing in 1996, argued that ‘modern’ dying is characterized by what
Glaser and Strauss called a ‘status passage’ (Glaser and Strauss 1965, cited
in Field 1996), in which there are four major characteristics: first, dying is
linked to a medical definition of terminal disease; second, dying is linked to
a loss of activities and social roles, with little or no new activities; third, there
is little prior socialization to the role; and fourth, there are few ‘rites of
passage’ to signal the person’s transition to the dying role. Here, we focus on
the first of these, the medical definition of dying. This is also examined in
Chapter 22. Here, we look especially closely at the consequences that flow
from the peculiarly modern problem of defining dying.

Medical definitions of dying

With advances in medical technology, diseases that are potentially life-
threatening can be diagnosed at an early stage even to the point of identify-
ing a genetic predisposition to developing such a disease in the future, where
none may yet exist. Our awareness of our mortality is, as a result (at an
intellectual level at least) highly developed (for a fuller discussion, see Chap-
ter 25). For example, many of us will be aware of familial dispositions to
particular types of chronic disease that could contribute to our eventual
demise, and many of us spend a great deal of energy in trying to minimize
such risks through attention to diet, weight control, screening opportunities
and other similar devices. Yet, ironically, receiving a medical diagnosis of
dying as a result of chronic disease is perhaps less likely now than at any time
hitherto. Bauman (1992) identified two strategies which are employed by
developed societies to ward off ‘the problem’ of death that result from the
technical abilities that we now possess to diagnose disease. One strategy
attempts to ‘deconstruct’ death into individual problems of health and dis-
ease that we conceive of as potentially soluble, given adequate knowledge,
resources, effort and time. In this strategy, the problem of death becomes
contained by the specific medical explanation of its cause; for example, car-
diac arrhythmias at the late stages of heart disease may be dealt with as
discrete problems rather than as indicators of any more general movement
towards death. Thus we have a situation in which disease detection is highly
developed, but the definition of dying is highly complex because of the
extensive attempts made to defer, through a search for ‘cure’, any manifest-
ations of dying (Lofland 1978; Bauman 1992). Even when it is recognized
that death is a likely outcome of disease, widespread access to life-
supporting interventions (such as artificial feeding or chemotherapy) may
radically transform the life expectancy of some dying people from the few
days or weeks usually associated with a terminal disease to the several
months or years more often associated with a chronic disease (Jennett 1995).
Questions about the withdrawal or withholding of life-supporting interven-
tions (Hopkins 1997), and arguments about the best way in which to break
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the news to patients that dying may be inevitable, give rise to intense debate
and ethical conjecture. Nicholas Christakis, a physician and sociologist,
examined how doctors ‘prognosticate’ in cases of life-limiting and terminal
illness. Christakis’s thesis is that of the three main tasks of the physician –
diagnosis, treatment and prognosis – the last was neglected during the
twentieth century. This means that care and treatment options for people
facing life-limiting illness are not always assessed, planned and evaluated
appropriately. Christakis’s observations are paralleled closely by those of
Ellershaw and Ward (2003), who link quality of end-of-life care to the
‘diagnosis of dying’:

In order to care for dying patients it is essential to ‘diagnose dying’.
However, diagnosing dying is often a complex process. In a hospital
setting, where the culture is often focused on ‘cure’, continuation of
invasive procedures, investigations, and treatments may be pursued at
the expense of the comfort of the patient. There is sometimes a
reluctance to make the diagnosis of dying if any hope of improvement
exists and even more so if no definitive diagnosis has been made. When
recovery is uncertain it is better to discuss this rather than giving false
hope to the patient and family. This is generally perceived as a strength
in the doctor–patient relationship and helps to build trust.

(Ellershaw and Ward 2003: 30)

Ellershaw and Ward (2003) identify a range of barriers to the diagnosis of
dying, including, among others: hope that the patient may get better, dis-
agreements about the patient’s condition, medico-legal issues and fears of
foreshortening life.

The consequences that result from the problems that doctors have with
defining dying and with prognostication are illuminated well by the findings
from a well-known North American study: the Study to Understand Prog-
noses and Preferences for Outcomes and Risks of Treatment (SUPPORT
Principal Investigators 1995). This study, which began in 1989, had the
stated aim of achieving a clearer understanding of the character of dying in
American hospitals.

Christakis, in his commentary on the SUPPORT study, notes that

it is clear that discussion of prognosis occurred insufficiently frequently,
since a majority of these seriously ill patients said they would have
desired a discussion of the prognosis. Moreover, all had an objectively
high risk of death within a few months, so the prognosis was material to
their care, and there was ample opportunity for them to be provided
with prognostic information, given that they were in hospital being seen
daily by physicians . . . [as a result] patients generally had substantially
unduly optimistic expectations about their prospects for recovery. These
false prognostic impressions apparently influenced the choices that
patients made, tilting patients in favour of active treatment of their
illnesses rather than palliative care.

(Christakis 1999: 188–9, our emphasis)
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One of the problems associated with achieving a medical definition of
dying, and how and when it occurs, is that there is still a myth that dying is
essentially a ‘natural’ phenomenon that exists independently of the activ-
ities and beliefs of those caring for the dying person. However, an examin-
ation of how matters of team interaction determine the status of ill persons
as ‘dying’ reveals that dying is a fluid state heavily dependent not only on
the technical and clinical work that informs prognostication, but also the
social interaction between clinicians and their colleagues at the bedside of
patients.

Box 10.1 Highlight on research: the Study to Understand Prognoses and
Preferences for Outcomes and Risks of Treatment

SUPPORT enrolled a total of 9105 patients suffering from life-threatening ill-
ness in five hospitals over a 4-year period. Each patient’s illness was judged to
be such that they had a 50 per cent chance of death within the next 6 months.
In the first phase of the study, the care and treatment that 4301 patients
received was documented:

• 80 per cent of those who died during phase one had a ‘Do-not-resusci-
tate’ order, but almost half of these orders were written within 2 days of
death.

• 31 per cent of patients in phase one expressed a preference (to
researchers) not to be resuscitated, but this was understood by slightly
less than half of their lead clinicians.

• Of those patients who died in phase one, 38 per cent spent 10 or more
days in intensive care units.

• 50 per cent of all conscious patients who died in phase one were reported
by their families as having moderate or severe pain.

The second phase of the study was the implementation and evaluation of an
intervention aimed at resolving the problems highlighted in phase one. The
remaining 4804 patients were involved in this phase. An intervention was
designed that was aimed at improving communications between the relevant
parties. First, researchers provided doctors with brief written reports on their
patients’ probability of surviving up to 6 months, likelihood of being functionally
impaired at 2 months and probability of surviving cardiopulmonary resuscita-
tion. Second, doctors were provided with brief written reports regarding
patients’ views on life-sustaining treatment, presence of pain and desire for
information. Third, specially trained nurse facilitators were given responsibility
for initiating and maintaining communication between patients, their carers and
their health care team. Patients were randomized to receive either the interven-
tion or to continue with the usual medical care. Data pertaining to the key
issues highlighted in phase one were then gathered from the two groups and
the results compared. The results indicate that there were no significant differ-
ences between the two groups regarding the four key issues: the timing of do-
not-resuscitate orders remained the same; patient–physician communication
did not improve; reported pain levels remained static; and high levels of
technology attended a significant proportion of deaths.
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Interactional issues in defining dying

Writing in 1996, Turner made the sharp observation that it is illusory to
think that the problem of recognizing imminent death is merely a matter of
the inaccuracy of our technical abilities to define or diagnose dying:

the problem, however, is not simply technical since there is an essential
difference between medical death and social death. Dying is a social
process, involving changes in behaviour and a process of assessment
which do not necessarily correspond to the physical process of bodily
death. Death, like birth, has to be socially organized and, in the modern
hospital, is an outcome of team activities.

(Turner 1996: 198)

Turner is arguing here that clinical work transforms the body and invokes, or
produces, dying as an identity through the activities of teamwork and team
discussions. The PhD research of one of us (Seymour 2001), summarized in
Box 10.2, applied this latter insight to interpret the interactional processes
that precede the withdrawal or withholding of life-prolonging treatments
from people dying in intensive care units. In this study, the largely unspoken

Box 10.2 A summary of Seymour’s research (Seymour 2001)

Seymour’s ethnographic research examines the way in which problems of
defining dying are resolved during medical work within the adult intensive care
unit. She argues that issues of non-treatment in intensive care are emotive and,
at times, contentious matters which hinge upon the resolution of ‘problem[s] of
social definition’ (Glaser and Strauss 1965: 16). She then explores the way in
which such resolution occurs and examines the navigation of ‘uncertain death
at an unknown time’ (Glaser and Strauss 1965: 16) for people who were
patients in the intensive care units of two city hospitals in the UK during the
mid-1990s. At the outset, the study was envisaged as an attempt to slow down
and dwell upon fast-moving action in intensive care to better understand the
social processes that culminate in a definition of dying and precipitate an
application of human agency (in the form of withholding or withdrawing life
support) such that death can follow dying. Seymour presents an analysis of
observational case study data and suggests that the definition of ‘dying’ in
intensive care hinges upon four strategies. These are presented as a frame-
work with which to interpret social interaction between physicians during
end-of-life decision making in intensive care. They are as follows: First, the
establishment of a ‘technical’ definition of dying – informed by results of
investigations and monitoring equipment – over and above ‘bodily’ dying
informed by clinical experience. Second, the alignment of the trajectories of
technical and bodily dying to ensure that the events of non-treatment have no
perceived causative link to death. Third, the balancing of medical action with
non-action, allowing a diffusion of responsibility for death to the patient’s body.
Last, the incorporation of the patient’s companions and nursing staff into the
decision-making process.

194 Transitions into the terminal phase



negotiation that occurs between medicine and nursing during interaction
was explored, with a focus on how the seemingly contradictory ‘whole per-
son work’ of nursing and ‘medical-technical’ work of medicine are balanced
during the care of dying patients.

In Seymour’s study, the recognition that there are two potentially
divergent trajectories of dying in intensive care (‘technical’ and ‘bodily’
dying) and two opposing foci of work (‘whole body’ and ‘medical-technical’)
allows for an examination of the consequences for the care of (probably)
dying patients and their families. The study shows clearly the deleterious
outcomes for nurses as they struggle to achieve the ‘good death’ for patients
in circumstances in which, because it is difficult to align technical and bodily
dying, death is either precipitate or delayed. We see also the problems that
result in trying to advance and protect the rights of families to participate in
the decision-making process, when much of the interactional work that leads
to critical decisions about the withdrawal and withholding of treatment
takes place ‘behind the scenes’ and thus is insulated from all but the most
determined of family members (Seymour 2001).

It might be easy to think that intensive care is somehow a ‘special case’,
in which death is indeed profoundly problematic but has little relevance for
other settings of care, and can therefore be set aside. More recently pub-
lished work in the anthropological tradition seems to suggest that this is not
the case and that similar problems frequently attend the definition of dying
in less technological environments of care, and even at home. For example,
Kaufman’s (2003) study of a long-term care facility in North America for
people in near persistent vegetative states alerts us very movingly to some of
the ethical complexities that attend dying in our developed world. She
speaks of the suffering endured by the sister of a man who exists, by virtue
of severe brain injury as a result of a failed suicide attempt and the indeci-
sion of those caring for him about continuation or cessation of life-
prolonging treatments, in the twilight world between living and dying. The
sister feels that he should be allowed to die and is deeply distressed about the
possibility that he is suffering even more profoundly than at the time of his
unsuccessful suicide attempt. The team, having failed to resolve questions of
decision making through reference to ethical principles, decide to ‘wait and
see’ for another few months. Kaufman argues that

medicine ponders a cluster of questions, constructed through the frame
of bioethics, whose very formulation minimizes or ignores location and
context. For example, how can professionals promote ‘quality of life’
when the idea is itself debatable? What is in the patient’s ‘best interest’?
Those questions, based on the primacy of patient autonomy, underlie
every medical intervention and every interaction even though patients’
identities are actually invoked through inter-subjective relations . . .
those questions and the rationalist, utilitarian moral philosophy from
which they derive cannot, by themselves, reveal medicine’s complicated
ethical role in transforming and fabricating persons through its examin-
ations and treatments. Nor do those questions speak to the realm of
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compassion and emotional connection felt toward very impaired per-
sons. Those questions, as debated in the public sphere, ignore a powerful
and essential dimension of human relations.

(Kaufman 2003: 2259–60)

The questions that Kaufman raises here about ‘bioethics’, ‘autonomy’,
‘quality of life, ‘best interests’ and the potential schism between the medical
interpretations of an ill person’s identity and those of others with an emo-
tional attachment to the person, underpin much ethical and moral debate in
palliative care and beyond. We turn now to look at a few selected issues in
more detail.

Ethical issues in clinical practice at the end of life

As the means have become available to support life and to defer death for
prolonged periods, so the moral and ethical complexities surrounding clin-
ical practice at the end of life have multiplied. In palliative care, ethics centre
on ‘decisions which will enable us to satisfy the criteria for a peaceful death,
dignified and assisted by a helpful society’ (Roy and MacDonald 1998: 97).
Medical and clinical ethics are those values and obligations of a moral
nature that govern the practice of medicine and are enshrined in profes-
sional codes and standards of practice. Medical ethics change over time,
although medicine in the UK has been guided by the Jewish/Christian and
Hippocratic traditions, in which doctors’ obligations to the sick have been
emphasized. Clinical ethics are of more relevance when thinking about the
nature of interdisciplinary teamwork in palliative care, and the need to
engage with ethical issues across disciplinary and professional boundaries in
order to give good care to dying patients. The field of bioethics, in which the
rights of the individual are emphasized, emerged following the Second
World War. Bioethics is rooted in the reaction to the ‘medical’ experiments
conducted in Germany by scientists during the war and exposed during
the Nuremberg Trials. In its contemporary form, bioethics focuses on the
consequences for people of new health technologies and other scientific
developments (ten Have and Clark 2002; Dingwall 2003).

Here, we provide a brief review of two particularly contentious issues in
palliative care: euthanasia and artificial feeding and hydration. This choice is
necessarily highly selective and we refer readers to the texts referenced at the
end of this chapter. To begin, we highlight four critical cases from the UK
that capture some of the issues involved and with which we are familiar.

The case of Lillian Boyes presents us with the very worst scenario in
which death portrays the characteristics often cited when people imagine
what a bad death would be like. Nigel Cox was convicted of attempted
murder and admonished by the General Medical Council. He was eventually
reinstated to his former post on the condition that he underwent training in
palliative care and was supervised. This case, and those of Diane Pretty and
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Box 10.3 Ethical issues at the end of life: four critical cases

Lillian Boyes

Lillian Boyes had been suffering from rheumatoid arthritis for many years, and for thirteen years she
had been under the care of Dr Nigel Cox, a consultant rheumatologist at the Royal Hampshire
County Hospital in Winchester, UK. Mrs Boyes had developed ulcers and abscesses on her arms
and legs, a rectal sore penetrating to the bone, fractured vertebrae, deformed hands and feet,
swollen joints, and gangrene from steroid treatment. Her weight was down to below 42 kg, and it
was agony for her to be touched. In hospital, five days before she actually died, she pleaded for her
life to be ended. When this was refused she asked for her treatment to be stopped, and the steroids
were discontinued. Her pain became worse and the diamorphine Dr Cox had prescribed – up to 50
mg per hour – failed to lessen her agony. A nurse said that Mrs Boyes ‘howled and screamed’ when
she was touched. On 16 August 1991, 70-year-old Lillian Boyes was not expected to last the day,
and Dr Cox gave her 100 mg of diamorphine to ease her continued suffering. Mrs Boyes continued
to cry out in pain, and so Dr Cox injected her with two ampoules of potassium chloride, which he
noted in her records, and Mrs Boyes died.

(Dyer 1992: 731)

Diane Pretty

Diane Pretty was a woman of 43 who had late-stage motor neurone disease and applied during 2002
to the European Court of Human Rights to allow her husband to help her to commit assisted suicide.
The application, which was rejected, was surrounded by publicity. Mrs Pretty eventually died in a
hospice. It was widely reported that, in the days before her death, she had suffered the very symp-
toms she had feared, although these had eventually been well controlled. The case was supported
by the Voluntary Euthanasia Society and the civil rights group ‘Liberty’.

(BBC News, Monday, 13 May 2002: http://news.bbc.co.uk/1/hi/health/1983941.stm)

Miss B

A quadriplegic woman who fought and won a legal battle for the right to come off the ventilator which
kept her alive, has got her wish and died peacefully in her sleep. Miss B, a former senior social
worker, was moved three weeks ago to a London hospital where doctors had agreed to carry out her
wishes, after those caring for her at another hospital for more than a year refused to take a step they
regarded as killing her. Last-ditch attempts were made to persuade her to try rehabilitation, which
would not have improved her physical condition but might have increased her quality of life through
the use of mechanical aids. But 43-year-old Miss B, who was unmarried, was adamant that she did
not want to live, as she was paralysed from the neck down and reliant on others for all her personal
care. She died last Wednesday, but the death was announced yesterday. Miss B, who was paralysed
after a blood vessel burst in her neck, made UK history last month as the first non-terminally ill
patient to ask to be withdrawn from a ventilator. The Department of Health announced yesterday:
‘Miss B _ has died peacefully in her sleep after being taken off the ventilator at her request.’ Dame
Elizabeth Butler-Sloss, President of the High Court’s family division, ruled in the high court in London
last month that Miss B had the ‘mental capacity to give consent or refuse consent to life-sustaining
medical treatment’.

(Dyer 2002)

Anthony Bland*

Since April 15, 1989, Anthony Bland has been in persistent vegetative state. He lies in Airedale
General Hospital in Keighley, fed liquid food by a pump through a tube passing through his nose and
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Miss ‘B’, highlight the clinical and public dilemmas that can surround caring
for people at the end of their life. In particular, questions of how refractory
symptoms can be managed, what should be done when a person no longer
wants to live, or the person’s life appears to be so tortured with suffering that
death could be in that person’s best interest. Is there a right to death, and
does it ever outweigh the right to life? When a life has become unbearable, is
it ever permissible to choose a path of clinical action or non-action that ends
that life? Should a doctor ever help a patient die? How are we to understand
the relationship between the moral principles of sanctity of life, autonomy,
mercy and justice (Cobb 2003)? The differential resolutions of the cases of
Miss B (who was taken off a ventilator at her own request and died shortly
afterwards) and of Diane Pretty (whose husband was not allowed to assist
her to commit suicide) provoked a storm of controversy, with some saying
that there was little between the cases and that the judgments showed how
disadvantaged certain groups of terminally ill people are by the laws sur-
rounding the withdrawal and withholding of treatment. The distinction
between the two cases hung on the difference perceived in English law
between acts of commission (i.e. killing) and acts of demission (i.e. ‘pulling
the plug’ or withdrawing treatment) (Shaw 1995). Shaw also refers to acts of
omission, which relate to situations where treatments judged to be able to
confer no benefit to a person are withheld. A further distinction relates to
the way in which the Courts used the principles of autonomy and sanctity of
life in making their judgments. In Miss B’s case, autonomy was prioritized,
whereas in Diane Pretty’s case, sanctity of life, and the need to be seen to
protect this for the good of society, triumphed (Huxtable and Campbell
2003).

As the medical technology exists increasingly not only to relieve the
suffering associated with dying, but to prolong life or to procure early death,
the clarification of the distinction between ‘killing’ and ‘letting die’ is per-

down the back of his throat into the stomach. His bladder is emptied through a catheter inserted
through his penis, which from time to time has caused infections requiring dressing and antibiotic
treatment. His stiffened joints have caused his limbs to be rigidly contracted so that his arms are
tightly flexed across his chest and his legs unnaturally contorted. Reflex movements in the throat
cause him to vomit and dribble. Of all this, and the presence of members of his family who take turns
to visit him, Anthony Bland has no consciousness at all. The parts of his brain which provided him
with consciousness have turned to fluid. The darkness and oblivion which descended at Hillsbor-
ough will never depart. His body is alive, but he has no life in the sense that even the most pitifully
handicapped but conscious human being has a life. But the advances of modern medicine permit
him to be kept in this state for years, even perhaps for decades.

(Extract from Airedale NHS Trust v. Bland (C.A.), 19 February 1993, 2 Weekly Law
Reports, p. 350, of Hoffman’s description of Bland. Cited in Singer 1994: 58)

* Anthony Bland was fatally injured in the Hillsborough football stadium disaster of 1989 causing a persistent
vegetative state. His feeding tube was withdrawn after a prolonged legal battle (Airedale Trust v. Bland [1993] 1
All ER 821 (HL)), and he died 10 days afterwards.
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haps one of the most pressing concerns facing society today. In the UK, it is
now recognized that where death is inevitable, then life-prolonging treat-
ments such as resuscitation, artificial ventilation, dialysis, artificial nutrition
and hydration can be withdrawn or withheld, and the goal of medicine
redirected to the palliation of symptoms and the provision of ‘basic care’
and comfort, which are mandatory (British Medical Association 2001). The
case of Anthony Bland, depicted above, fundamentally informed the current
position in the UK. Public concern about this case pushed forward the
establishment of a House of Lords Select Committee on Medical Ethics,
which reported in 1994. This committee ruled that Bland’s death was a case
of ‘double-effect’,1 in which death was an unintended, although not
unforeseen, consequence of the removal of futile life-prolonging medical
therapy (House of Lords 1993–94).

Euthanasia2

As far as humans are concerned, the protection of innocent human life is
regarded as the central principle to morality asserted in the United Nations’
Universal Declaration of Human Rights (1948) and, in the UK, in the
Human Rights Act of 1998. If we accept that all persons have full and equal
moral status, then we also have to accept our obligations to one another,
specifically to do no harm. However we may regard euthanasia, it is an act
that violates this fundamental human right to life, and for this reason alone
it is a highly contested subject. Causing the death of someone is usually
considered wrong, but not always – take, for example, self-defence or war.
Killing is therefore sometimes permitted, but in health care it seems to con-
tradict the very purpose of what we set out to do, to save lives and bring
about healing. Some argue, however, that under certain conditions, ending
the life of a terminally ill patient in extreme suffering is consistent with the
ethic of beneficence in that it is a compassionate and merciful response that
brings relief. In the UK, the broad definition of euthanasia adopted by the
House of Lords says that euthanasia is ‘a deliberate intervention undertaken
with the express intention of ending a life to relieve intractable suffering’
(House of Lords 1993–94: 10). When, as appears to be the case with Lillian
Boyes, there is a request for euthanasia from the patient who is a mentally
competent adult, who is fully informed and who has arrived at a reasoned
decision without coercion, then the act of euthanasia in response to the
patient may be termed ‘voluntary’. The act is ‘non-voluntary’ when the
patient does not have the capacity to express a reasoned preference to
request, agree or refuse to be killed.

When considering euthanasia, we become aware of the conflicts that can
exist between an individual’s call to be released from suffering and society’s
efforts to protect and sustain life. Clinically, this tension becomes focused in
the health professional’s duty to provide beneficial care to those in need, to
refrain from harming them, and to respect an individual’s choices.
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Arguments for euthanasia: appealing to ‘mercy’, ‘autonomy’
and ‘justice’

Mercy

Those who prioritize the moral value of ‘mercy’ in arguing for euthanasia
assert that allowing euthanasia would produce more good than harm,
since it would relieve uncontrolled suffering and reassure others that death
is not painful. Proponents of this position argue that while modern medi-
cine can, in most cases, relieve pain and suffering, it still cannot do so in
all cases. For example, while most patients dying of cancer have little or
no pain, some have pain that is erratic and very difficult to control. Those
taking this position often also argue that there is no substantive distinc-
tion between ‘killing’ and ‘letting die’, and that the maintenance of this
distinction disadvantages some groups of dying people because it leads to
all sorts of difficulties about what should be withdrawn, when and how.
The published critiques of the legal judgment on the Diane Pretty case
(summarized by Huxtable and Campbell 2003) use these sorts of argu-
ments. It is arguably the case that ethical confusion over these issues
means that clinical behaviour can lurch from ‘the abrupt cessation of
treatment, minimalist palliative care and treatment directed at bringing
about a rapid dying process, to excessive caution about being seen to be
instrumental in causing death’ (Ashby 1998: 74, cited in Seymour 2001).
Most commonly, many of those who support the legalization of eutha-
nasia on the grounds of ‘mercy’ suggest that it is a necessary solution to
the problem of containing the unintended effects of ‘medical heroism’, in
which dying may be prolonged in a profoundly undignified way. Le Fanu
(1999, cited in Seymour 2001), in commenting on the ‘transforming
power’ of the technological innovation of artificial ventilation and oxy-
genation that heralded the development of intensive therapy in the early
1950s, notes that 50 years later those same life-saving therapies have also
become a means of prolonging the ‘pain and misery of terminal illness’
for many.

Autonomy

The principle of mercy is tied conceptually to the principle of autonomy
(Pabst-Battin 1994). To impose ‘mercy’ on someone who wishes to live
regardless of their pain and suffering would clearly be a contradiction of the
mercy principle. Autonomy – meaning informed consent to treatment and
the respect of a person’s competent wishes where those do not violate other
moral obligations or cause harm to others – is also crucially important. The
‘right to die’ lobby in both the USA and the UK use this principle to under-
pin their argument that individual choice for euthanasia should be respected
and the law changed to ensure that medical actions to help people to die are
permissible.
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Justice

A final key principle that has been used to support euthanasia is that of
justice. Here it is argued that some people have a ‘meaningless existence’ –
those in deep, irreversible comas, for example, or suffering from late-stage
Alzheimer’s disease – and that in the interests of the fair distribution of
scarce resources, laws against euthanasia should be relaxed to embrace these
groups. One famous argument that has been used to back up this position
has been put forward by an American ethicist, Daniel Callahan (1987), who
argues that when people have had ‘their fair innings’ it should be recognized
that health resources are better spent on younger people who are more likely
to benefit and contribute to the overall wealth of a society. It is perhaps a
short jump from this argument for rationing based on age to an extension of
the same argument as a justification for euthanasia.

Arguments against euthanasia: the ‘slippery slope’

Those who argue against the legalization of euthanasia suggest that such
legalization will mean that there will inevitably be abuses of the law, and that
vulnerable people will be put at risk. These arguments are known collectively
as ‘slippery slope’ arguments. Slippery slope arguments recognize that indi-
vidual treatment decisions are always constrained to a greater or lesser
extent by wider economic and social factors. Proponents of this position
suggest that there is a possibility that wholesale discrimination on a societal
level may be unleashed against those considered, possibly arbitrarily, as an
economic or social burden. A particularly powerful argument against the
legalization of voluntary euthanasia has come from those who point to the
possibility of ‘co-erced’ altruism becoming a significant element in requests
for euthanasia. This theme was a major consideration in the rejection of
euthanasia by the House of Lords Select Committee on Medical Ethics
(1993–94) in the UK:

we do not think it possible to set secure limits on voluntary euthanasia
. . . we conclude that it would be virtually impossible to ensure that all
acts of euthanasia were truly voluntary and that any liberalisation of the
law was not abused . . . We also feel concerned that vulnerable people –
the elderly, lonely, sick or distressed – would feel pressure, whether real
or imagined – to request early death.

(extracts from paras 238–9)

Many in the hospice and palliative care movement also reject euthanasia
for precisely these reasons. They argue that there is a risk that euthanasia
may become an easy alternative to the difficult challenge of addressing care
delivery and planning for people as they approach the end of their lives. The
general stance of the hospice and palliative care movement in the UK is
summarized by Robert Twycross (1995). He responds to the arguments for
euthanasia based on ‘mercy’ by saying that good palliative care for patients
and families will mean that suffering can be relieved and the fears of dying
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and death greatly lessened. He frames the problem of euthanasia in terms
of inadequate provision of palliative care services together with a lack of
knowledge about how to respond appropriately to requests for euthanasia.

Twycross’s position is similar to that of Roy and Rapin (1994), who
compiled the First Position Paper on Euthanasia at the behest of the Euro-
pean Association for Palliative Care. In this, they argued unequivocally that
‘we should firmly and without qualification, oppose the legalisation of
euthanasia as both unnecessary and dangerous’ (Roy and Rapin 1994: 58).
Roy and Rapin used a definition of euthanasia which was very close to the
UK definition put forward by the House of Lord’s Select Committee on
Medical Ethics, and to which we referred above.

A task force set up by the European Association for Palliative Care in
2002 set out a revised position paper on euthanasia (Materstvedt et al. 2003).
This was in response to rapid social and clinical changes since 1994 when the
first statement was issued; in particular, the legalization of euthanasia in
Belgium subject to strict constraints, its decriminalization in the Nether-
lands, brief legalization in the Northern Territories of Australia, and the
legalization of physician-assisted suicide in Oregon, USA.3 The statement
perhaps overturns the traditional opposition between palliative care and
euthanasia, since it suggests that the two can, in certain circumstances, co-
exist. It adopts a much narrower definition of euthanasia: ‘Euthanasia is
killing on request and is defined as: a doctor intentionally killing a person by
the administration of drugs at that person’s voluntary and competent
request’ (Materstvedt et al. 2003: 98). Following this definition, the Position
Paper sets out a number of key issues, and calls for dialogue between the
opposed camps in this debate. This provoked a huge commentary from
across the world (Palliative Medicine 2003: 17(2)), showing that the issue is
set to continue to arouse debate and contention well into the twenty-first
century.

Artificial feeding in palliative care

Nutritional support can be provided artificially in two ways to people who
are unable to swallow, digest or absorb adequate amounts of food and fluids:

• Parenteral feeding procedures are primarily intravenous methods of
administering nutrients and water. Total parenteral nutrition refers to
an intravenous procedure that supplies enough nutrients to maintain a
person’s body weight indefinitely.

• Enteral or tube feeding procedures, by which nutrients and water are
infused into the patient’s stomach or intestines via tubes.

These techniques are widely applied in health care. In the context of a litera-
ture review conducted by one of us (Seymour 2002), it is clear that they are
used extensively among older people, many of whom might otherwise be in
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their final days and weeks of life. Yet these techniques are among the most
contested and poorly understood of all life-prolonging technologies, and
applied in practices seemingly based on ritual and entrenched habits.

Advantages and disadvantages of artificial nutritional support for
dying people

In a systematic review of the effects of fluid status and fluid therapy on the
dying process, Viola et al. (1997) point to the existence of polarized views
regarding the risks and benefits of artificial hydration and nutrition for
dying older people. Some clinicians argue that any thirst or discomfort pro-
duced by a dry mouth can be relieved effectively by the use of ice chips, sips
of fluid and good oral care and that additional fluid therapy may aggravate
symptoms or produce troublesome symptoms where none existed before.
These include increased respiratory tract secretions resulting in increased
dyspnoea and coughing, increased saliva-inducing sensations of choking,
increased urine production leading to feelings of discomfort and agitation,
increased risk of nausea and vomiting, and increased oedema and ascites.
However, as Viola et al. observe, these arguments have a poor evidence base.
Studies that have been conducted reveal conflicting findings because of the
use of different outcome measures and small samples.

More recently, studies conducted in non-palliative care settings have
shown that, except for patients in coma (Borum et al. 2000), artificial hydra-
tion and feeding have no benefits in terms of length of survival over hand
feeding (Mitchell et al. 1997; Meier et al. 2001). Furthermore, commentators
have observed that the need for restraint in older people who are being
artificially fed is a significant contributor to their suffering during the final
period of their lives (Peck et al. 1990) and may lead to increased use of
sedation, the ‘chemical cosh’ (Gillick 2000).

However, it has been argued that some common problems among the
terminally ill, such as delirium, can be aggravated by dehydration (for a
review, see Holmes 1998). Others have argued strongly that artificial nutri-
tion should be provided on ethical, social and biographical grounds. Con-
cerns voiced by the families of dying people may be particularly powerful.
For example, Kedziera (2001: 156) provides an example of an older man
dying from cancer who, with his wife, had been a victim of the Holocaust.
His wife found the idea of discontinuing food and fluids inconceivable and
therefore he was supported with artificial feeding until he died.

In the field of palliative care, guidelines have been produced to assist in
decision making in artificial feeding and hydration in dying people. These
acknowledge the difficulties surrounding prediction of life expectancy in
dying people and of the clinical response to treatments of this kind (EAPC
1996; NCHSPCS 1997). These difficulties give rise to significant concerns
and variable practices among clinicians in relation to treatment and
non-treatment decisions in artificial feeding, perhaps as a result of feelings
of walking ‘a tightrope between over treatment and neglect’ (Goodhall
1997: 218).
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Box 10.4 summarizes some findings from a study of the views of older
members of the public about artificial feeding at the end of life (Seymour
2002). This project explored the views of older people living in Sheffield, UK,
about life-prolonging and basic care technologies in end-of- life care. Artificial
feeding was one issue that was introduced. The concept of ‘natural death’ and,
specifically, how ideas about technologies used in palliative and end-of-life care
are used actively to construct this, was employed as a theoretical framework.

Box 10.4 Technology and natural death: a study of older people*

Seventy-seven older people from three age cohorts (65–74, 75–84 and 85
years and over) and from three socio-economically contrasting areas of Shef-
field, UK took part in interviews, focus groups, and a discussion day at the end
of the project. The research team was assisted by an advisory group which
included research participants.

During focus groups, participants were invited to comment on a simple
aide-mémoire in which key themes were presented in words and pictures in
slides projected on a portable screen. A simple synopsis of the Anthony Bland
case was used as a resource to ‘open up’ a discussion about the role of arti-
ficial feeding in dying people. All of the focus participants had heard of the case
of Tony Bland, and some had strong negative feelings about the role of arti-
ficial feeding in his care. This was valuable in so far as lively debates were
generated around a subject that might otherwise have been difficult to discuss.
A disadvantage may have been that attitudes to his situation were heavily
influenced by recollections of the media coverage of the polarized debates that
occurred at that time.

Many participants drew on personal experiences to express complex and
sometimes paradoxical understandings of the boundaries between ‘body’ and
‘person’, between ‘life’ and ‘death’, and between ‘artificiality’ and ‘natural’.
Much discussion focused on the ‘proper’ roles of, and relationships between,
families and clinical staff in end-of-life decisions, and to the expression of
expectations about how participants’ families should act to represent them in
the event of their serious illness. There was recognition that the application of
technological innovations to the management of dying had transformed a social
order of dying in which ‘doctor knows best’ to one in which patients, clinicians
and their families were caught in a shared dilemma imposed by medicalization.
Participants made clear their views that all parties had to work together to
establish the best course of action in impossible circumstances. However, it
was recognized that, in these new circumstances, families had to be ready to
assume a degree of responsibility for representing their dying relative, and that
new risks were associated with this. Most importantly, participants recognized
the difficulties of establishing whether a particular course of action constituted
euthanasia or ‘letting go’, and recognized significant threats to the ‘proper’
relationship between family members. Some participants made repeated refer-
ences to the role of ‘God’ and ‘prayer’ in aiding difficult end-of-life decisions or
in negating the need for human intervention in difficult situations, while others
reflected on the meaning of ‘quality of life’ and how this could be assessed.

* Funded (2001–2003) by the Economic and Social Research Council, grant number
L218252047.
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Experiences of dying

The individual experience of dying is shaped, at least in part, by a myriad of
complex factors, all of which interrelate. Depending on the cause of death,
and the type of treatment being given to a person, the trajectory of the dying
process may be slow, sudden or take the form of a series of relapses and
recoveries. As we have discussed above, in contemporary society, death has
particular features which makes ‘dying’ difficult to anticipate, diagnose and
plan for. The lack of recognition of dying associated with some chronic
illnesses, for example heart failure, is arguably a major factor in the death
experience for many. The place of death varies, and different places tend to
give rise to different care practices and interpersonal relationships: these can
fundamentally influence what sort of death experience a person has. For
example, in spite of rhetoric to the contrary (and as we have discussed
elsewhere in this book), to be in receipt of specialist palliative care in an
in-patient hospice or at home remains largely dependent on having a diag-
nosis of cancer. Those dying of other diseases tend to die in hospitals or,
when dying is associated with advanced old age, in care homes. The structure
and organization of formal health care systems, and aspects of the dying
person’s social networks and living arrangements, are thus critically import-
ant. Beyond these lie wider belief systems, attitudes to death and the com-
plex, shifting tapestry of meanings, values and representations of death in
modern society. Age, gender, ethnicity, social class and culture, these have all
been shown to affect the experience of dying, both in the sense of the access
a person has to the material and social resources that can support them
during dying and, existentially, in terms of the meaning and sense that a
person makes of their dying (Field et al. 1997). Most notably, dying is part
of the biography of an individual and will be seen by them in that context:
the sorrows, regrets, joys and achievements of life, whether or not the dying
person has lived through war, the way in which they have seen others close to
them die, how they have experienced bereavement, their experience of family
life. These are but a few of the many biographical factors that are likely
to have a powerful influence on the experience of dying. By way of pointing
out that death falls into recognizable categories or types, such as the ‘grad-
ual’ death, the ‘catastrophic’ death or the ‘premature’ death, Clark and
Seymour (1999) analyse how ‘the social’ interweaves with ‘the individual’ in
powerfully shaping the experience of death and dying.

The most common contemporary experience of dying is that associated
with chronic disease, especially in older age. This type of dying process may
create dependencies on others, which can be experienced at one and the same
time (by the dying person as well as their carers) as a welcome intimacy and
a burdensome trouble. It may involve an increasing struggle to do those
things on which everyday life depends, and the dying person’s carers will be
drawn, inexorably, into gradually assuming more and more caring responsi-
bilities whether or not this is welcomed. For many, a sense of ‘social death’
may be experienced (Mulkay 1993) as a result of feeling that one is of
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diminishing importance to the lives and concerns of other people and no
longer an active participant in the affairs of daily life. This is not something
that just affects older people: it has been shown to be of relevance to chil-
dren and young adults suffering from cancer and for whom the lack of
sustained contact with friends is a significant contributor to their experience
of suffering (Hodgson and Eden 2003). Lawton (2000), in a powerful eth-
nography of patients’ experiences of dying in a hospice, argues that bodily
unboundedness (incontinence and other problems encountered during the
late stages of terminal illness) is a particularly powerful determinant of
‘social death’. She claims, controversially, that hospices could be seen as
places of ‘sequestration’, taking in patients who, because of their lack of
bodily control, are no longer regarded as people. Lawton thus theorizes that
‘self’ is determined by the ability to control one’s body, rather than the
ability to maintain social relationships.

As Clark and Seymour (1999) have observed, death may be ‘experi-
enced as sheer hard work – as the illness advances and as the burdens of
caring grow; but it may also be experienced as an opportunity – for personal
development or fulfilment in relationships with others’ (p. 12).

Sociologists draw our attention to the social-symbolic nature of human
interaction (Leming and Dickenson 2002). This means that how death and
dying are experienced is shaped by the way in which others react to a person
once they know, or suspect, that individual is dying. To this extent, dying is a
shared event. Leming and Dickenson (2002) identify a number of issues that
are raised by the interactions that dying people have with their family, their
friends and others. They list these from the perspective of how the dying
person perceives others’ behaviour:

• What people are willing to talk about with me and what they avoid.

• Whether they are willing to touch me, and how they touch me when
they do.

• Where I am, or maybe where others have located me – hospital, nursing
home, intensive care unit, isolation unit, or my room at home.

• Tangible and verbal gifts that others give to me.

• What people will let me do, or expect me to do, or will not let me do.

• The tone of voice that people use when they talk to me.

• The frequency and length of visits from others.

• Excuses that people make for not visiting.

• The reactions of others to my prognosis.

Taking a broader perspective beyond the close interaction emphasized
by Leming and Dickenson, Kellehear (1990) has argued, on the basis of
interviews with 100 people dying of cancer, that the social experience of
dying is marked by five features. He argues that these are likely to be
universal across cultures:

• Awareness: whether or not a person knows that they are dying.
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• Social adjustments and preparations: the making of a will or preparing
one’s funeral, for example.

• Public preparations.

• Relinquishing of roles: one person may have many different roles, and
their dying may leave many ‘gaps’.

• Formal and informal farewells.

Kellehear argues that these are:

Central recurrent concerns of organising dying despite variations to
the content of that organisation . . . individual styles of dying are
bounded by the shape of that person’s social and cultural existence.
Cultures provide behavioural possibilities. In other words they supply
broad prescriptions for how to act. In turn, individuals provide unique
variations.

(Kellehear 1990: 34)

In addition to Kellehear’s classic study, there have been a number of
fascinating studies that allow us to gain a perspective on the experience of
dying, and which have been written drawing on accounts from dying persons
(as opposed to being an account proffered by the analyst, or constructed
through the ‘proxy’ accounts of the dying person’s carers). We intend to
highlight one of these studies here (see Box 10.5). The objective of the study
highlighted in Box 10.5 was to describe the experiences of illness and needs
and use of services in two groups of patients with incurable cancer, one in a
developed country (Scotland) and one in a developing country (Kenya)
(Murray et al. 2003). In Scotland 20 patients with inoperable lung cancer
and their carers were interviewed, while in Kenya 24 patients with various
advanced cancers and their carers were interviewed. The study found that
people dying in Scotland were primarily concerned with the emotional pain
of facing death, whereas those in Kenya were much more concerned about
physical pain and financial issues. The district in Kenya where the research
took place was an area of abject poverty, and what few health care services
there were could only be accessed on payment of a fee, with the cost of
admission to hospital the equivalent of 7 months’ wages for an unskilled
worker. In contrast, in Scotland, people had access to primary and second-
ary care free at the point of delivery and a social security system. Running
water and all other domestic facilities that we take for granted in the West
were available in Scotland but lacking in Kenya. In their conclusion, Murray
et al. note that:

Though living in a resource rich country, Scottish patients described
unmet psychosocial needs. Meeting physical needs did not alone ensure
a good death. In developing countries, while physical needs often go
unmet, the family and local religious community can and do meet many
of the psychological, social and spiritual needs: ‘higher order’ needs can
be met amid physical distress, everting Maslow’s typology of need.

(Murray et al. 2003: 367)
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At the beginning of this section, we drew attention to the myriad of
factors that shape the experience of death. Murray and co-workers’ study
demonstrates this powerfully through the comparison of patients’ experi-
ences in a developed and a developing country, where vividly contrasting
social, economic, political, cultural and spiritual contexts led to very differ-
ent concerns and priorities among two groups of people dying from the
same disease.

The nurse’s role in caring for dying people

Of all those involved with the care of dying persons, except for close com-
panions and friends, nurses have the closest and sustained contact with
them. Indeed, it has been claimed that care of the dying is the ‘quintes-
sential’ expression of nursing care (Bradshaw 1996). However, as we have
seen elsewhere in this book, caring has not traditionally been afforded a high
priority in developed health systems and this poses fundamental problems
for nurses as they care for the dying. The early work of Quint (1967) was
particularly influential in revealing how the lack of education given to nurses
about how to care for dying patients in hospitals demonstrates the low status

Box 10.5 Summary of the issues raised by respondents in the study of
Murray et al. (2003)

Scotland Kenya

� Main issue is the prospect of
death

� Main issue is physical suffering,
especially pain

� Pain is unusual � Analgesia unaffordable
� Anger in the face of illness � Acceptance rather than anger
� Just keep it to myself � Acceptance of community

support
� Spiritual needs evident � Patients comforted by belief in

God
� Diagnosis brought active

treatment and then a period of
watching and waiting . . .

� Diagnosis signalled waiting for
death

� Patients concerned about how
carer will cope in the future

� Patients concerned about being
a physical and financial burden to
their family

� Support from hospital and
primary care teams

� Lack of medical support,
treatment options, equipment
and basic necessities

� Specialist palliative care
available

� Specialist palliative care services
not available in the community

� Cancer a national priority � Cancer not a national priority

208 Transitions into the terminal phase



afforded to ‘caring’ work, and the negative impact of this on the physical
and psychological care of those people.

In the UK, Field’s (1989) study of nurses’ experiences of caring for
dying patients demonstrated that attitudes to disclosure of terminal prog-
noses had changed by the 1980s, with open awareness regarded as a neces-
sary component of humane care. However, Field showed that nurses had
relatively little autonomy in their work. This was especially the case on
general surgical and medical wards, where medical staff exerted considerable
power. This constrained nurses’ ability either to communicate openly to
dying patients or to respond to their needs in an individualized way. The
enduring relevance of Field’s work has been confirmed by similar findings in
other contexts (Kiger 1994; Beck 1997).

At about the same time as Field’s work was published, Degner and
Beaton (1987) published their 4-year study of life and death decisions in
acute care settings in Canada. Like Field, they suggested that nurses’ con-
ceptualization of their work leads frequently to disagreements, which were
often not verbalized, with medical staff over the continuation of treatment
for patients. Drawing on a follow-up study, Degner went on to publish a
paper with colleagues (Degner et al. 1991) in which they identified a list of
seven critical nursing behaviours in care for the dying. This was based on
interviews with nurse-educators and palliative care nurses. The behaviours
identified were:

• Responding to the death scene: involving maintaining a sense of calm,
involving the family.

• Providing comfort: reducing discomfort, especially pain.

• Responding to anger: showing respect and empathy even when anger is
directed at the nurse.

• Enhancing personal growth: showing that the nurse has defined a per-
sonal role in caring for the dying.

• Responding to colleagues: providing emotional support and critical
feedback to colleagues.

• Enhancing quality of life: helping patients to do those things which are
important to them.

• Responding to the family: responding to the need for information;
reducing the potential for future regret; including the family in care or
relieving them of responsibility according to their needs.

While other studies have identified further dimensions of the nurses’ role in
palliative care (see, for example, Chapter 3), this list seems to capture very
well the complex responsibilities of nurses at the critical time of a patient’s
death. What stands out is the way in which competing demands and high
levels of emotional engagement must be managed for death to be well
managed. This is ‘work’ that involves the nurse relating not only to patients,
but also to the patient’s family and close companions and to other profes-
sional colleagues. De Raeve (1996) argues that nursing the dying involves a
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degree of professional self-exposure that makes the nurse vulnerable to
harm.

In an empirical study of nurses’ responses to exposure to repeated death,
Saunders and Valente (1994) examined the relationship between nurses’ per-
ceptions of ‘good death’ and the maintenance of nurses’ ‘professional integ-
rity, personal wholeness and self esteem’ (p. 321). In their study, nurses
delineated certain key conditions that characterize a ‘good death’: all relate
to a protection of their patient’s physical, psychological safety, to the
appropriate location of death in time and space, and to a maintenance of
‘family’ and professional relationships. In a similar way to Field (1989) and
Degner and Beaton (1987), Saunders and Valente identified that those situ-
ations where deaths were perceived by nurses as ‘difficult’ were marked by
unresolved conflicts between health care staff over issues such as continu-
ation of treatment or resuscitation. This issue of team relationships has been
highlighted elsewhere as a problem among nurses in acute settings caring for
the dying (Copp and Dunn 1993).

Whatever problems nurses face in caring for dying people, they need to
be able to bring some sense of meaning to the experience. Maeve (1998) has
suggested that nurses ‘weave a fabric of moral meaning’ into their work with
dying people; in this, nurses use the dilemmas of their patients’ lives to
inform their own personal and professional lives, and thus come to terms
with their own mortality and with the universal experience of suffering.
Reflection on experiences of caring for dying patients and their families,
then, clearly has the potential to become a reservoir of personal develop-
ment. It also can be one valuable way in which nurses learn to provide high-
quality and sensitive care. Wong (2001) reports on work with student nurses
in Hong Kong, in which the latter attended problem-based learning sessions
focused on group discussion of some fictional scenarios involving death and
dying. The students documented their learning in reflective journals focusing
on the care they gave to dying patients. Within these journals, there was
compelling evidence that the nurses experienced anxiety about death and felt
inadequate in dealing with dying patients. However, the dual processes of
engaging in problem-based learning and of writing about their clinical
experiences emerged as an effective strategy to enhance their awareness and
sensitivity to dying patients and to facilitate their formulation of appropriate
care plans for the dying.

Overview of chapters in Part Two

It has been our intention to provide a broad overview of the issues with
which the authors of the subsequent chapters in this part of the book are
concerned. We turn now to introduce these.

From its earliest foundations, hospice and palliative care has been
associated with matters of religious and spiritual care, and there have been
debates about who is best placed to identify needs and deliver care in this
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area (Walter 1997; Clark and Seymour 1999). In Chapter 11, Michael
Wright examines how, through facing the inevitability of one’s own mortal-
ity, spiritual activity occurs. This may involve religious observance but can
be best understood, according to Wright, as a kaleidoscope involving: ‘per-
sonhood’, in the sense of values, belief and achievements; relationships a
person has with themselves, with others, with the universe and with a ‘life
force’ or with God; religion, which may involve private prayer, vocation,
commitment and worship; a search for meaning about the ‘big’ questions of
life; and transcendence, in the sense of becoming aware of something above
and beyond oneself. Wright shows that as dying patients begin to address
their religious and spiritual needs across these dimensions, health profes-
sionals have an opportunity to play a supportive and important role. Wright
draws on his doctoral study of spiritual care in the UK in which he examined
how hospices and hospitals in England organize the delivery of spiritual
care and how this is perceived by patients.

Jessica Corner’s chapter is about the challenge of managing difficult
symptoms from which dying patients may suffer. She takes a critical
approach to symptom control and, rather than offering a ‘tool kit’, explores
how symptom control has become a dominant construct in palliative care in
which ‘personal’ knowledge is marginalized vis-à-vis ‘scientific’ knowledge.
This means that other forms of intervention, such as spiritual care, have
received limited consideration in spite of the highly prized rhetoric of
‘holism’ in palliative care. While biomedical science is clearly essential in
achieving good symptom control, Corner argues that we should not forget
that not all the problems of dying experienced by patients are related to
disease processes and their associated physical consequences. For example, it
may be that patients prioritize complete eradication of pain less highly than
do clinicians: they may be more concerned with the meaning of the pain
(does it indicate that death is imminent? Will it mean that I cannot go home
today?) rather than its complete control. To not appreciate this is to miss an
important opportunity to begin to address with patients some wider issues
about their dying. Here we enter the realm of suffering, which can be related
to physical pain and other symptoms, but may also exist independently of
those. Corner goes on to examine in some detail the management of difficult
problems such as breathlessness, fatigue, emaciation, odour and exudate.
She shows that symptoms are a product of mind and body, and that their
control takes place in a social and cultural context, which itself shapes the
experience of the symptom and the way in which it is managed. She con-
cludes by drawing attention to the importance of developing an understand-
ing of why a symptom is perceived as difficult and of listening to patients’
stories in developing, with them, a meaningful approach to control in which
‘self-management’ is enhanced.

Silvia Paz and Jane Seymour follow Corner by focusing on pain. They
look at pain and its management drawing on theoretical and historical per-
spectives to show how pain management has evolved across the twentieth
and early twenty-first centuries. They draw particular attention to changing
understandings of pain as a constellation of biopsychosocial factors not
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necessarily connected in a linear fashion to a particular disease process.
They explore the distinction between chronic and acute pain states, and
review the evidence about controlling cancer pain. They explore the role of
the nurse in pain control, drawing attention to the importance of pain
assessment and measurement. Throughout they emphasize the experience
of pain as a multidimensional phenomenon that requires the very best
standards of multidisciplinary teamwork for its management.

In Chapter 14, Mari Lloyd-Williams continues the theme of the inter-
connectedness of body and mind through an examination of how we may
help and support patients who are facing feelings of depression and sadness
at the end of their lives. She draws our attention to the impact that poor
communication practices can have on patients and how important it is to
recognize that not all suffering is physical. She calls for all professionals in
palliative care to develop excellent communication and interpersonal skills,
saying that for many patients ‘the presence of a caring, empathic profes-
sional who is able to give honest information sensitively’ can make the dif-
ference between being able to find the resources within themselves to face the
future and finding it impossible to cope. Lloyd-Williams examines ‘psycho-
logical distress’, particularly depression, arguing that this should not be
accepted as an automatic sequelae of dying but should be treated actively to
maximize patients’ quality of life even as the final days and weeks of their
life draw near.

The next two chapters focus on family care-givers, in recognition that
most of the care that dying people receive in the last year of life takes place
within their own home, and that family care-giving is absolutely essential in
helping patients remain at home if this is what they wish to do. Paula Smith
explores the rewarding and challenging process of working with family care-
givers, and examines how they perceive and shape their role. She presents a
review of some important policy issues, which, although described from a
UK perspective, have relevance elsewhere in the developed world. Drawing
on the work of Nolan et al. (1996), Smith examines the notion that family
care-givers have a particular type of expertise that we ignore at our peril. She
draws on her doctoral research to examine how family carers construct their
role and what satisfactions and difficulties they meet during caring for
someone who is seriously ill or dying. She follows this with an examination
of evidence about how family care-givers can best be supported and how
their needs as individuals, as opposed to appendages of the patient, can be
met. Elizabeth Hanson follows Paula Smith by looking more closely at the
support needs of families of dying people and the types of interventions that
can be offered to them. Again, Hanson draws on the work of Nolan et al.
(1996) to emphasize that caring is a dynamic process that changes across
time. She explores how new information and communication technologies
can be harnessed to help family care-givers access information and sources
of support from within their own homes. Here she suggests that such
technologies enhance nurses’ abilities to work collaboratively with family
care-givers to meet their core support needs.

We have already briefly introduced the notion of social death and how
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the behaviours and attitudes of those in contact with dying persons can
powerfully impinge on their experience of dying. In Chapter 17, Gail John-
ston explores this phenomenon in more depth, drawing together a range of
classic analyses and highlighting their significance for a greater appreciation
of the complexities faced by dying persons. She relates the concept of social
death to matters of social exclusion showing how, drawing on the theories of
Erving Goffman, places of care can engender forms of social exclusion that
function to isolate the dying person and dehumanize them. Here she exam-
ines the classic study by Hockey (1990) of older people dying in a nursing
home and a hospice, as well as work that examines the management of
people dying from dementia and those dying in hospital. Johnston concludes
that the ‘situation of social death is largely imposed by strategies both staff
and carers use to distance themselves from those for whom death is inevit-
able . . . behaviours which encourage others to be labelled as socially dead or
their own self-labelling will only be addressed when we begin to view death
as a normal part of living’.

Johnston’s chapter is complemented by Jonathan Koffman’s analysis, in
Chapter 18, of social exclusion in end-of-life care. Echoing our argument
at the beginning of this overview chapter, Koffman notes that there is ‘no
second chance’ to improve the care of individuals who are dying, and argues
that it remains the case that significant ‘silent’ sections of the community are
inadequately served at the end of life. This is a timely reminder of the way in
which ethical issues are integral to palliative care. While Koffman’s concern
is to highlight social issues of equity and justice, ethical issues associated
with the treatment of individual patients become especially important dur-
ing dying. Here questions of the harms and benefits of forms of treatment,
both for the individual and the society, must be resolved. We have spent
some considerable time mapping out some general issues in this area: Bert
Broeckaert’s chapter follows this by examining closely, from a largely philo-
sophical perspective, issues surrounding what he terms ‘life-shortening’
treatments. Broeckaert reflects on the different meanings of euthanasia and
describes clearly the stance towards euthanasia adopted by the Netherlands
and Belgium. He places particular emphasis on outlining issues surrounding
‘palliative sedation’ – arguably a core technique used in palliative care but
one that is surrounded by controversy as to its meaning and significance.

Ethical issues are to some extent culturally contingent, and we have
already explored how culture can shape dying both materially and existen-
tially for those it directly affects. In Chapter 20, Kay Mitchell focuses on the
influence of socialization on the dying process, arguing that this can funda-
mentally influence not only how we react to dying, but also the definition of
the ‘dead’ state itself. Thus she explores how the concept of ‘brain death’,
which allows the harvesting of transplantable organs, was, until very
recently, not shared across all developed societies where the technologies
exist to ventilate persons with catastrophic brain injuries. Although concen-
trating on differences between cultures, Mitchell also shows that differences
within cultures are significant and often ignored. Here she echoes the
concerns of Jonathan Koffman, and raises our awareness that cultural
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sensitivity is a necessary attribute of developing services that minimize social
exclusion for people facing death. Like Bert Broeckaert, Kay Mitchell
explores the issues of physician-assisted suicide and the meanings of pallia-
tive care and euthanasia. She concludes by noting that, while it is possible to
talk of a shared understanding of the goals of palliative care, there may be
many different approaches and paths for reaching that end.

This part of the book concludes with a chapter from Jeanne Katz, who
examines the organization and delivery of palliative care in different types of
institution. Katz picks up many of the issues explored elsewhere and shows
how these translate into particular care practices and experiences for the
dying person. Katz compares and contrasts hospices, hospitals, prisons and
care homes in terms of the services they can provide to the dying, the social
relationships they engender, and the constraints on quality of care imposed
by their particular cultures and wider missions. Her analysis and description
of initiatives in the USA to introduce hospice concepts into prisons show
how it is possible to radically transform the quality of the dying experience
even in the most difficult of circumstances.

Notes

1 While the Report of the House of Lords Select Committee on Medical Ethics
(1993–94) states that the doctrine of double effect has some validity for the
problems associated with end-of-life decision making (see paras 22, 242–3), it
should be noted that this stance is not shared across Europe.

2 We are grateful to Mark Cobb for allowing us to draw on his lecture notes on
the historical, social and clinical aspects of euthanasia delivered to medical
students at the University of Sheffield between 2002 and 2003.

3 See the Guidance from the Standards Committee of the General Medical
Council (2002) Withholding and Withdrawing Life-Prolonging Treatments: Good
Practice in Decision-Making (http://www.gmc.org.uk).
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11
Good for the soul?
The spiritual dimension of hospice and
palliative care

Michael Wright

Confronting mortality in the face of approaching death may be a deeply
disturbing experience (Ainsworth-Smith and Speck 1999; Lawton 2000). Yet
amidst the imminence of separation and the disintegration of self, a well-
spring of spiritual activity may frequently be found. In this chapter, I
address such activity from three perspectives: the conceptual perspective, the
patient and family perspective and the institutional perspective. I will show
that as dying patients address their spiritual and religious needs, health pro-
fessionals have an opportunity to play a vital and supportive role. Where
appropriate, data will be presented from a doctoral study1 undertaken by the
author between 1998 and 2001 (Wright 2001a).

The conceptual perspective

Background

When Cicely Saunders founded St Christopher’s Hospice (Sydenham) in
1967, she sought to recapture the spirit of the former Christian ‘hospices’,
welcoming the sick and performing the works of mercy found in Matthew 25
verses 35 and 362 (Saunders 1986). At this time, her evangelical zeal was
probably at its highest. In a letter to the Reverend Bruce Reed, she tellingly
wrote: ‘I long to bring patients to know the Lord’ (Clark 1998: 50). Yet Dr
Saunders did not establish a religious community, preferring instead to
pioneer a new pattern of relationships exemplified by the multidisciplinary
team.

As hospice philosophy developed, however, questions came to be asked
about its religious foundations. Was the Christian perspective part of the
essence of hospice, or did it merely provide a motivating force among like-
minded pioneers? The debate surrounding these questions was influenced by
three factors: the establishment of palliative care, a changing pattern of
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religious observance and the emergence of spirituality as a discrete
phenomenon.

The introduction of palliative care was interpreted as a shift in emphasis
away from the religious towards the secular (Maddocks 1997: 196). This
shift caused misgivings among those who perceived ‘a profound ideological
rejection of the traditional understanding of the spiritual dimension of care,
exemplified by Cicely Saunders’ (Bradshaw 1996: 415). As the National
Health Service opened its door to palliative medicine, so religiously based
principles encapsulated within ‘aim and basis’ statements of hospices like St
Christopher’s3 came to be regarded as institution-specific rather than gener-
alizable. Alongside these changing perceptions, a universal register acknow-
ledging ‘human dignity’ and ‘quality of life’ began to replace the religiously
invested language of ‘sympathy’, ‘love’ and ‘sanctity of life’ (ten Have and
Clark 2002: 6).

Currently, fewer people in Europe seem inclined to become religious. A
survey (Gallup 1999) of 50,000 people across 60 countries found that only 20
per cent of respondents in Western Europe and 14 per cent in Eastern
Europe worship on a weekly basis. In Britain, this figure has been estimated
at 8 per cent (Brierley 1999), prompting concerns about the future of redun-
dant churches (Churches Conservation Trust 2002).4 Yet research under-
taken by Davie (1994) indicates that beliefs have not been discarded. In her
study of religion in Britain since 1945, seven out of ten adults claimed to
believe in God, leading her to identify a contemporary population ‘believing
without belonging’.

Paradoxically, as religious observance has declined, interest in the spir-
itual has increased, producing a form of spirituality that has become
dislocated from religion. The term ‘spirituality’ has its roots in seventeenth-
century France, where it was used pejoratively to describe a form of contem-
plation (Wakefield 1993). Today’s ‘religion-free’ spirituality is frequently
associated with the New Age movement and its related ecological and femi-
nist philosophies. Dictionary definitions relate ‘spirituality’ to its root,
‘spirit’, locating it within the non-physical aspects of humankind. Seen as a
universal human attribute, spirituality has come to be regarded as somehow
‘purer’ than religion: further ‘upstream’, freer to access and more personally
relevant.5 As a result, formal religion waxes and wanes against a backdrop
of a folk spirituality that intermittently emerges in the symbols and rituals
formed around catastrophic events or personal tragedies6 (Percy 2000).

This relational, ontologically based perception of spirituality has found
a ready acceptance within health care (Stoll 1989; Stoter 1991; Department
of Health 1992; Harrison 1993; Ross 1994; Elsdon 1995; NHS Executive
1995; NAHAT 1996; Harrison 1997; Ronaldson 1997; Speck 1998; Jewell
1999; Aldridge 2000). Nevertheless, it remains a contested area. Markham
(1998) points to the strong association between spirituality and Christianity,
and suggests that the term may not be recognized equally by other religious
traditions. Pattison (2001) focuses upon a lack of conceptual clarity, causing
him to liken spirituality to ‘intellectual Polyfilla, changing shape and content
conveniently to fill the space its users devise for it’ (p. 37).
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Meaning of spirituality

In the light of these divergent views, I conducted a phenomenological
enquiry designed to identify the meaning of spirituality among a sample of
spiritual care stakeholders.1 Participants included representatives of major
world faiths and those of no faith, who nonetheless regarded themselves as
spiritual. Based on the philosophy of Husserl (1962) and later developed by
Heidegger (1962) and Merleau-Ponty (1962), phenomenology seeks to
describe the meaning of a phenomenon through the lived experience of
human beings. Such approaches have been used both in health care research
(Reiman 1986; Styles 1994; Hallorsdottir and Hamrin 1996) and in enquiries
into the essence of religious experience (Otto [1902] 1968; Buber 1970). For
these reasons, I considered the approach to be relevant to this study. A
summary of interviewee perceptions is shown in Table 11.1.

An analysis of these perceptions produced the following taxonomy:

• Personhood: values, beliefs, achievements.

• Relationships: with self, others, the universe, a ‘life force’ or God.

• Religion: prayer, vocation, commitment and worship.

Table 11.1 Spiritual care stakeholders’ perceptions of spirituality

1 All people are spiritual beings; spirituality recognizes each individual as a unique
person

2 Spirituality is a life orientation shaped by culture and history, incorporating
values and beliefs, practices, customs and ritual

3 Spirituality is about understanding suffering, preparing to die and letting go
4 Spirituality is like being on fire; all that’s possible is flowing and quickening
5 Spirituality is being at one with the universe and in touch with nature and

creation
6 Spirituality is concerned with something other than just the body; it is concerned

with feelings, relationships, personal awareness and the mystery of our
understanding of ourselves

7 Spirituality is concerned with the soul and its link with the spirit
8 Being spiritual is not the same as being religious
9 Spirituality can be expressed religiously or non-religiously

10 Spirituality is a submission to the commands of God
11 Spirituality is related to God’s call and to the effects of that call
12 Christian spirituality orientates towards a life that is linked to the Holy Spirit and

is patterned by Christ
13 Spirituality is expressed in worship, devotion and prayer
14 Spirituality is about questing and searching – that journey, that struggle –

addressing the big questions of life, death, another life and the universe
15 Spirituality is an awakening to life and a focus upon the meaning, direction,

purpose and achievements of individual lives
16 Spirituality is concerned with the intangibility of transcendence and the tuning in

to something both beyond and within, something deeper, something wider
17 Spirituality is being aware of a life force – sometimes called ‘God’
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• Search for meaning: the ‘big questions’ of life and death, mortality.

• Transcendence: something beyond/something within.

A striking feature of this study is that ‘spirituality’ was meaningful to all of the
participants, indicating an element of commonality. The conclusion may be
drawn, therefore, that whatever the differences of faith (or lack of it), the term
had assumed potency in the lived experience of this group of stakeholders.

Model of the spiritual domain

The above typology is emblematic of the range of perceptions summarized
in the following model of the spiritual domain (Figure 11.1). This inclusive,
overarching model recognizes that spirituality may be expressed both
religiously and humanistically. It acknowledges dimensions of ‘self’, ‘others’
and the ‘cosmos’, the importance of the big questions of life and death, and
the spiritually-related activities of becoming, connecting, finding meaning
and transcending.

In some instances, religion and spirituality have become inseparable,
providing the faithful with an all-encompassing vehicle to encounter the
mysteries of their life, their relationships and their death (Butler and Butler
1996). The hospice ideal has come to interface with a broad spectrum of
faiths prompting profound religious debate. Central to this debate is the
recognition of shared values. In her study of the Koruna Hospice Service in
Australia, McGrath (1998) notes how the Buddhist metaphysic resonates
with the ethos of hospice, apparent in the concept of universal compassion.
Within Judaism, a common purpose has been found between hospice phil-
osophy and Jewish spirituality: to cherish each moment of a person’s life

Figure 11.1 An inclusive model of the spiritual domain.
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(Hegedus 2002); so too in Saudi Arabia with its strong Islamic culture and
the submission of its people to the will of God (Gray et al. 1997); and in
Hong Kong, with its diverse religious practices and differing approaches to
death (Chung 1997). Christian spirituality is exemplified by the establish-
ment of hospices with a Christian foundation,7 and expressed through
organizations such as St Columba’s Fellowship (England),8 the Sisterhood
of St Elizabeth (Russia)9 and the Sisters of Charity (global).10 In its many
forms, the religious articulation of hospice continues to feature prominently,
both internationally and in Britain.

The spiritual activity of becoming centres on the unfolding life involving
reflection, creativity and a sense of who one is (Ferrucci 1993). Within this
activity are a number of discreet models, including:

• Developmental models: founded on the premise that as there are stages in
physical growth, so there are stages in spiritual growth (Scott Peck 1987).

• Needs-based models: suggesting that human beings have a need for
meaning, purpose and fulfilment in life (Renetzky 1979).

• Values-based models: associated with the ‘ultimate’ values of love, truth,
forgiveness and reconciliation (Stoll 1989).

• Personhood models: relating to that which characterizes human beings –
embodiment, cognition, the emotions and relationships (Wilson 1999).

Spirituality has become associated with connectedness, where meaning
and fulfilment are found in loving relationships (Burkhardt 1994). In
essence, the spiritual life is a community life (Erricker and Erricker 2001), a
life with opportunities for belonging through the vehicles of language, ritual
and art (Helman 1990). Within the activity of connecting, relationship and
cultural models are especially relevant. Relationship models are exemplified
by the notion of ‘being there’, an activity that involves sharing the patient’s
space, hopes and fears (Speck 1995). Cultural models occur at both macro
and micro levels. Hervieu-Léger’s (2000) notion of a chain of memory con-
necting past, present and future members of a community typifies the macro
model. In this case, it has relevance to the care of the dying, and has parallels
with the growing interest in patient-centred care shown during the last dec-
ade by countries of the former Soviet Union.11 Rights of passage associated
with hospice admission procedures exemplify the micro level. These pro-
cedures contextualize a ritual entry into a unique space – described as sacred
and transitional – as people cross boundaries between one status and
another (Froggatt 1997).

In the West, finding meaning has come to be regarded as a central fea-
ture of spirituality, due partly to the influence of Viktor Frankl (1959), a
Holocaust survivor who formed the view that the purpose of human beings
is not to avoid pain but to find a meaning in life. Metaphors of journey
acknowledge the impact of illness upon the individual, likening the search
for meaning to a sacred quest to discover the mysteries of life (Hawkins
1999). On this journey, suffering and mortality occupy a special place. The
journey into death is considered by some to be the ultimate vehicle for
spiritual discovery (Singh 1999).
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Transcending the self has been described as ‘going beyond’, an action or
state of being that exceeds the usual limits of human experience (Page 1995).
It may be associated with a sense of awe and wonder in the presence of
mystery and the beauty of nature, prompting questions about the existence of
a creator and life after death. Within health care, writers frequently favour the
‘vertical’ idea of transcendent space: a dualist world-view in the Cartesian
tradition that regards the natural and supernatural as essentially different
from one another (Harrison 1993). Gill (1989: 3) argues for a re-thought,
postmodern view of ‘mediated transcendence’ – a phenomenon whereby
intangible reality can be encountered in and through the particulars of tangible
reality. This fusion of the tangible and intangible suggests the possibility of
fresh insights into patient transcendence and resonates with Kellehear’s (2000)
pragmatic view that transcendence may be achieved by searching for meanings
in situations, in moral or biographical contexts and in religious beliefs.

A hospice nurse, drawn to the Buddhist tradition, explains how a broad
view of spirituality has become integrated into his clinical practice:

It’s about caring for the person – whether it’s going back after a while to
ask whether the pain is less, or sitting with somebody whilst they cry or
they laugh. It’s about being able to engage in the big questions with
people, things like: ‘why is this happening to me?’ – enabling them to talk
about their fears and anxieties about the process of dying, and what will
happen to them as well as to those who are left behind. For some people,
it’s about supporting them in trying to leave things, or say things, or do
things, which they feel are important to leave or say or do before they
die. It’s trying to listen to people properly. Where possible, we try and let
people tell us how they want things to be, and we try and make it be that
way. I also think it’s important that when a person can’t communicate
with us any more as themselves, that we continue to respect them as
themselves up to the point at which they die.12

A postmodern description of the spiritual domain might liken it to a
diamond, its multiple facets revealed or concealed depending on the viewer’s
angle of observation. At best, inclusive models resonate with concepts of
holism and the values of acceptance and non-judgemental compassion.
Such models recognize that among patients drawn from pluralistic societies,
there is no single spiritual source but multiple explorations, multiple
interpretations and multiple expressions.

Reflection

• How would you define spirituality?

• What influences shape your own spirituality?

• How do you become aware of the spiritual impact of the dying process
on each individual patient?

• What barriers might be created by your own spiritual perceptions when
dealing with the spiritual diversity of patients and their families?
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Patient and family perspectives

Patient narratives

The spiritual needs of patients relate in no small part to their encounter
with their illness. Within a whole-life context, these needs are grounded in
the successes, failures, hopes and dreams of individual biographies. A fea-
ture of the late twentieth century has been the willingness of patients and
relatives to reveal their experience of illness and what it has come to mean
(Diamond 1998). In 1996, when journalist Ruth Picardie was diagnosed
with breast cancer, she wrote a series of articles for Observer Life that gave
the public insights into her deteriorating condition. What hurt most, she
said, was losing the future: not being there to clap when her babies learnt
to write or to kiss their knees when they fell off their bikes (Picardie
1998: 58).

The dimension of loss is an inescapable feature of illness, highlighted by
admission to a health care institution that in itself bears witness to a loss of
lifestyle and social status (Kleinman 1988; Ainsworth-Smith and Speck
1999). Vanstone (1982) notes how illness results in a change in outlook,
increasing isolation and transition from activity to passivity. Such losses
impact upon the dying patient (Nuland 1997), each loss bearing witness to
the incremental dismantling of personhood (Rose 1996).13

Underpinning these losses is what may be termed woundedness. Arthur
Frank (1995), a cancer survivor, notes how the wounded hip of Jacob
authenticates the story of his biblical struggle with an angel (Genesis 32: 24–
26). In essence, Frank regards the patient as a wounded storyteller, a racon-
teur whose wounds are emblematic of the story’s potency. In this scenario,
storytelling becomes a vehicle for recovering the voice which has been
silenced by illness; a means of reclaiming power after diagnosis through the
knowledge that an individual’s story is both worth the telling and worthy of
being heard.

Patient requirements

In the summer of 1999, I conducted a survey of hospices and hospital trusts
in England and Wales to discover chaplains’ perceptions of the most fre-
quently expressed religious and non-religious requirements of patients.1

Eighty-nine per cent of respondents in both groups indicated that patients
most frequently require somebody to listen to them; someone to ‘be there’
followed closely behind. Hospital patients most frequently wish to discuss
their concern for relatives, pain and death and dying; hospice patients wish
to discuss their concern for relatives, suffering and death and dying. Of the
activities of the Christian faith, patients within both hospice and hospital
most frequently wish to receive communion, to pray and to worship
(Table 11.2).

Interview data from a multiple case study in four health settings – ana-
lysed according to an adaptation of Kellehear’s model of spiritual needs –
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provide insights into the individual requirements of patients.1 Within the
category of ‘situational transcendence’, indicators of hope and connected-
ness were found among all ten patients. Some hopes relate to the patient’s
condition or for a return to normality by going home. Amanda voiced her
hope for a painless death. She felt neglected by the medical profession and,
as her symptoms remained uncontrolled, both she and her family had
pressed for treatment. ‘I don’t have to fight anymore. I hope it’s not painful,
that’s the only thing I’m worried about, but apart from that – just a painless
death.’

Connectedness focused mainly upon friends and family. Social presence
featured prominently for seven patients, with nurses playing a key role. The
opportunity to talk was seen to be advantageous. Christine has cancer of the
rectum. Reflecting upon her life, she found many regrets: leaving her hus-
band, entering an unfulfilling relationship and losing all contact with her

Table 11.2 Chaplains’ perceptions of the most frequent spiritual requirements
of patients

Hospital Hospice

n % n %

Non-religious requirements
Someone to listen 103 89 128 89
Someone to ‘be there’ 100 86 106 74

Spiritual issues
Why me? 43 37 81 56
Pain 81 71 81 57
Meaning of life 36 32 51 36
Value of one’s own life 51 45 53 37
Suffering 51 44 84 58
Forgiveness 13 11 16 11
Transcendence 5 5 6 4
The nature of God 15 13 26 18
Concern for relatives 102 88 116 81
Death and dying 79 69 83 58
Afterlife 22 19 24 17

Religious requirements
Prayer 49 43 88 61
Texts 3 3 16 11
Worship 25 22 51 36
Special rituals 9 8 39 28
Baptism 0 0 11 8
Confession/absolution 7 6 6 4
Communion 51 44 94 65
Anointing 10 9 19 13
Last rites 15 14 42 30
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children. Yet as her illness progressed, Christine’s relationship with her
daughter improved, to her great joy. ‘I could never show [my daughter] me
feelings, but this last fortnight when she’s ’phoned I’ve told her I love her,
and I’ve come to accept what a wonderful daughter I’ve got.’

Within the moral and biographical category, nine patients believed in
God or a ‘larger being’, although all of them strongly claimed to be ‘not
religious’. Seven patients sought transcendence through prayer, three patients
admitting to daily prayer and one patient to ‘praying all the time’. Christine
says, ‘I just pray to God. I don’t go to church, but I pray to God every
morning and every evening. Just because I don’t go to Church it doesn’t mean
to say I don’t believe in him, because I would say he giveth and he taketh.’

Despite nine patients describing themselves as ‘not religious’, eight dis-
played evidence of religious needs and three gave indications of divine sup-
port. Religious leaders played a significant role for three patients and two
patients focused upon an afterlife. Hettie is a widow whose daughters live
abroad, causing her to feel isolated and lonely. To her surprise, she found
unexpected strength when she was moved to the ward where her husband
had died. She felt close to him and looked forward to joining him in an
afterlife. ‘I believe there’s something there, somewhere. My husband died in
this hospital and I’ve said to him many times, “ne’er mind lad, I’ll be there
with you before long, I’ve just this and that to see to”. Then, sometimes, a
day like today, I’ve thought: Oh I wish it were today!’

Only one patient, Jasmine – a Jehovah’s Witness – considered herself
to be religious. Although she was shocked by her cancer diagnosis, Jas-
mine received constant support from members of her family and congre-
gation who visited frequently to pray with her. Jasmine professed a deep,
personal faith and recounted an unusual experience of God: ‘when I were
praying to him, I put my hand over the trolley when I were going to
theatre, and in my mind, because my faith was so strong, he was holding
my hand’.

Relative narratives

In their ground-breaking article,14 Rosemary and Victor Zorza (1978) tell
how their daughter, Jane, developed a painful melanoma and was admit-
ted to an Oxford hospice where she died 8 days later. She was 25 years
old. Surprised by the change in Jane’s demeanour after admission and
charged with the task of making her last days happy, the Zorzas write as
follows:

As things worked out, the time of greatest suffering was when the doc-
tors were refusing to tell her what her chances of survival were. Once she
was told . . . there was no great anguished sobbing, but a sad, resigned
little sigh, almost of relief, and just a few tears. ‘Now that I know, she
said, I want to enjoy every day I have left and I want to be happy, and I
want you to help me to be happy.’

(Zorza and Zorza 1978)
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Against the backdrop of cancer, a source of happiness for both Jane and her
parents was her new-found ability to transcend the disease and rediscover
the presence of beauty: in music, in the sunset, in the flowers she wore in her
hair. Victor recalls a poignant moment. ‘One morning, I had put on a
Mozart tape for her, just as she was waking up. She slowly opened her eyes,
listened with obvious enjoyment for a few minutes and glanced at me . . .
“How beautiful you are making it for me to die” she said slowly’ (Zorza and
Zorza 1978).

More recently, Grinyer (2002) has provided a telling account of 28
young adults seen from their parents’ perspectives as they encounter illness
and, in some cases, death. Serious issues emerge, such as the tension between
dependence and independence and the loss of a child on the threshold of
adulthood. Spiritual issues figure prominently. George is a case in point. As
his physical strength decreased, his spirituality increased, becoming a source
of strength not only for himself but also for his mother. Finding meaning in
the spiritual domain is important for both patients and relatives. Referring
to George and her own son, Alexander, Denise C ascribes a greater meaning
to their deaths – and lives – when she says, ‘I do believe that our respective
sons must have been so very special in God’s eyes that he handpicked them
for greater works’ (Grinyer 2002: 158).

For those with a religious faith, having beliefs and belonging to a
Church can provide powerful support. Anne says: ‘another lifeline for me
has been my local church who have all been very supportive. I think
my belief in an afterlife has got me through some very dark days’ (Grinyer
2002: 158).

Yet religious beliefs may also be problematic. Turning to data from my
doctoral study,1 Karen comes from a Roman Catholic family and has lived
with her partner, Arthur, for 14 years. Arthur has cancer of the bladder and
has been admitted to a hospice. In the following extract, Karen indicates
some pressures arising from her religious background:

I met Arthur just about 15 years ago, and I was – yes, I was divorced by
that time. We never really wanted to get married because we felt that, I
suppose, our relationship was OK as it was, and I’d been married, and –
I’m steeped in Catholicism, that’s the first thing, steeped in it – I don’t
practise now, although I do – well, we’ve just had a family party, and our
family parties always start with mass – so it’s still very much part of my
family. How did I get on to that? So there was quite a lot of pressure to
marry, and I suppose me mum still thinks that I committed adultery or
something. There are loads of things I don’t like about religion, but, if
you say ‘am I religious?’, I’m not sure really, ’cos it’s quite a comfort to
think of God.

David is 92 years old and has prostate cancer. His daughter, Annette,
says that having experienced the death of her grandmother, she is able to
cope with her father and accept him as he is on any one day. She finds it
helpful to ‘just get on with life’. A non-churchgoer, she resorts to prayer in a
crisis: ‘I pray if father’s not so good, or if there’s – my younger daughter
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unfortunately got married and the marriage was over within a fortnight of
the honeymoon; so something like that, but otherwise, not particularly.’

June is anxious about her mother, who has cancer. Having seen her
father die from the same disease, she worries constantly and succumbs to
sudden changes of mood. An ambivalent attitude towards her mother’s
prognosis prompts a sense of guilt: ‘Part of me wants her to get on with her
life and the other part of me wants it to be over. Yeah. I then think “stop
being so selfish”, you know, and then I start feeling guilty for wanting it to be
over.’

In the context of woundedness and loss, the narrative of illness places
mortality centre stage, prompting an increase in spiritual activity for both
patients and relatives. Despite the risk of a lost faith, there is also the possi-
bility that faith may be strengthened. Remarkably, many patients who
describe themselves as ‘not religious’ believe in God and pray daily. Not
churchgoers, they have nevertheless rediscovered the language and imagery
of the Church, in some cases learnt during childhood. In effect, a familiar
landscape has emerged as patients move towards the end of their lives. This
pentimento (Denzin 1989), or re-appearance, has been likened to that within
a painting, where shadows of previously drawn lines gradually come to the
surface to provide an insight into a once obscured domain.

Reflection

• What do you consider to be the most frequently required religious and
non-religious spiritual requirements of patients?

• How would you respond to a patient who claimed to be ‘not religious’
but wanted to talk about God, prayer or an afterlife?

• What would you say to a patient who asked you what it is like to die?

• How would you respond to a relative who felt guilty for ‘wanting it to be
over’?

Institutional perspectives

Historical links between caring for the sick and the work of religious orders
were incorporated into the British National Health Service (NHS) in 1948
when the Ministry of Health advised hospital authorities to provide spiritual
care by appointing paid chaplains from different traditions. Further guid-
ance (NHS 1948) advised authorities to establish a chapel and arrange
schedules so that nurses and others could attend services of their denomin-
ation. By the close of the twentieth century, the religious climate had
changed. Reflecting the multicultural nature of contemporary society, the
Patient’s Charter (Department of Health 1991) set a national standard
regarding respect for religious and cultural beliefs. New guidance (Depart-
ment of Health 1992) advised the NHS to recognize the needs of both
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Christians and non-Christians. Managers now face the complex task of pro-
viding spiritual care across a range of religious traditions and none (Cobb
2001).

Responses from a survey conducted in 1999 show that 56 (40 per cent)
hospitals and 62 (57 per cent) hospices had published a policy statement on
spiritual care. Multifaith guidelines were in place in 124 (86 per cent) hos-
pitals and 64 (60 per cent) hospices. Within the hospitals, 73 (29 per cent)
chapels and 86 (91 per cent) multifaith rooms opened during the 1990s.
During the same period, 41 (44 per cent) chapels and 16 (55 per cent) multi-
faith rooms opened in hospices. Within hospitals, all chaplaincies were
funded within a range of 30 to 368 hours per week; 98 per cent of these
hours were allocated to Christians. Within hospices, 72 per cent of chaplain-
cies were funded within a range of 3 to 88 hours per week; 99.5 per cent of
these hours were allocated to Christians. These figures suggest that in
England and Wales:

• spiritual care is not fully integrated at the policy level of hospitals and
hospices;

• although multifaith guidelines were in place in most hospitals, they were
lacking in 40 per cent of hospices;

• a changing religious landscape was reflected in the establishment of
multifaith rooms within both types of institution;

• funded chaplaincy is almost exclusively Christian.15

At the unit level, both hospitals and hospices attempt to inform patients
of their spiritual care provision. Methods range from the publication of
newsletters and information packs to the use of videotape played on stra-
tegically placed monitors. In a bedside leaflet, a chaplaincy department was
introduced as follows:

The name ‘chaplaincy’ derives from the Latin word cappella, which
means ‘cloak’. As human beings we are called to serve one another,
to bring a touch of comfort, healing and strength. The symbol of
chaplaincy in this Hospital Trust is of one person holding another
by the hand, while both are enfolded, or cloaked, within the love and
protection of God.

Identification of spiritual needs

Survey responses from 97 (71 per cent) trusts and 102 (88 per cent) hospices
indicate that an assessment was made of spiritual needs. Around three-
quarters of hospices include items about worship, sacraments and prefer-
ences for a minister; fewer than half of the hospitals include these items.
Spiritual assessments are complex, however, illustrated perhaps by their
absence in 29 per cent of hospitals and 12 per cent of hospices. The
National Health Service Executive Northern and Yorkshire Chaplains and

The spiritual dimension of care 229



Pastoral Care Committee (1995) suggests that a patient’s spiritual needs
should be assessed during an interview conducted shortly after admission.
Attention would focus on the interface between religion and health care;
information would be collected on the patient’s religious and cultural
requirements and, if appropriate, there may be an exploration of the
patient’s wishes in the event of death.

Questions arise about what is being assessed. A record of patient
wishes surrounding worship, diet or ritual washing may be seen as a note of
spiritual behaviours rather than an assessment of spiritual needs. Cobb
(1998) suggests that Bradshaw’s taxonomy of social need – normative need,
felt need, expressed need and comparative need – helps to illuminate the
issues for both patients and health professionals. Difficult to assess,
however, are the elusive ‘felt needs’: the need for meaning, purpose and
fulfilment in life.

A variety of measures are currently used within the spiritual domain.
Stoll (1979) set the scene when she published her spiritual history guide.
Using in-depth interviews, data were gathered concerning the patient’s con-
cept of God, sources of strength, and perceptions regarding the relationship
between spiritual beliefs and health status. Other measures have come to
rely heavily on interview techniques, together with the skills of discernment
when being with, observing or listening to a patient (Hay 1989; Emblem and
Halstead 1993; King et al. 1995; NAHAT 1996). The relationship between
spirituality and well-being has received increasing attention since Palout-
zian and Ellison (1982) developed their Spiritual Well Being Scale in the
early 1980s. Similar measures include the JAREL Spiritual Well Being Scale
(Hungelmann et al. 1996) and the Spiritual Perspective Scale (Reed 1987).
In the quality of life arena, existential issues have been included in the
McGill Quality of Life Questionnaire (Cohen et al. 1996) and in Wyatt and
Friedman’s (1996) quality of life model for long-term survivors of breast
cancer. At present, a spiritual well-being module is currently being
developed in Europe under the auspices of the European Organization for
Research and Treatment of Cancer Quality of Life Study Group (Vivat and
Young 2002).

The case study discovered that institutions were using both formal and
informal means to identify spiritual needs. All units encouraged patients to
make their own needs known, which was very important in the case of the
acute hospital with 1000 beds. Common to all institutions was a formal
checklist, used to gather information around admission. Supplementary
assessments and patient reviews figured prominently in both settings.
Informal means encompassed a receptiveness to patient questions, observing
the patient’s demeanour and obtaining the perceptions of relatives.

Spiritual care

Institutions deliver spiritual care in various ways. Physical resources such as
chapels, quiet rooms and prayer rooms, together with facilities for viewing
and handling the dead, have a part to play. Alongside these physical
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resources is the need for human resources: chaplains, chaplaincy volunteers
and local faith leaders. In some institutions, opportunities for worship and
the celebration of world-faith festivals form part of a religious calendar; so,
too, do broadcast services, guided reflection, meditation and prayer, accom-
panied by opportunities for the occasional baptism, marriage and funeral
service.

A key factor within spiritual care provision is the expertise of staff and
the creation of a spiritual ethos. Attempts to meet a diverse range of spirit-
ual needs contribute to this ethos. In addition, good communication and
notions of ‘being there’, ‘sharing the patient’s journey’ and ‘helping a person
to find meaning’ have the capacity to engage on a spiritual level. Ultimately,
the activities of giving time and listening are crucial.

Spiritual care-givers

Traditionally, chaplains have assumed a special responsibility for spiritual
care-giving. A comparison, however, of the chaplain’s duties reported by the
first Commission of the Hospital Chaplaincies Council (1951) and findings
of the study reported in this chapter shows how the role has changed. While
chaplains retain a core responsibility for conducting services and administer-
ing the sacraments, gone are any assumptions that every patient will receive
a visit on their day of admission. Increasingly, chaplains are being asked to
manage a broadly based spiritual care service, monitor activity, contribute to
education, liaise with leaders of other faiths and manage – rather than
become involved with – a bereavement service.

Historically, certain groups who care for the sick have acknowledged the
place of spirituality. Nursing is a case in point. Florence Nightingale was a
committed Unitarian with a strong faith that caused her to regard nursing as
a religious calling. Today, evidence remains of this tradition (Carson 1989;
Fry 1997). Theorists such as Watson (1974) advise nurses to create a support-
ive spiritual environment and Abdella seeks to facilitate progress towards
the patient’s spiritual goals (Abdella et al. 1960). Among the grand nursing
theories, the Roy’s (1976) Adaptation Model and the Neuman’s (1995)
Systems Model both identify the place of the spiritual self. Significantly,
Travelbee (1971) regards suffering as a spiritual encounter.

In 1984, the UK Central Council for Nursing, Midwifery and Health
Visiting (UKCC) considered it a nurse’s duty to take account of the customs,
values and spiritual beliefs of patients. This view became incorporated into
Project 2000, a new basic training programme designed to produce a differ-
ent type of nurse – a ‘knowledgeable doer’ more actively involved in the
delivery of care. One element of this course was the provision of student
opportunities to identify the spiritual needs of patients and devise a plan of
care (UKCC 1986).

Despite suggestions that nurses find the concept of spirituality less than
meaningful and experience discomfort within the spiritual domain (Naraya-
nasamy 1993; Golberg 1998); the burgeoning literature on spirituality and
nursing suggests a growing interest (Bollwinkel 1994; Elsdon 1995; Ross
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1995; Halstead and Mickley 1997; Mickley et al. 1998). Within the case
studies I undertook, spiritually aware nurses were found in all institutions.
Typical of nurses’ responses is the following: ‘I always did equate spirituality
with religion, you know, religious beliefs and that, until I came here [hos-
pice]. Now my sort of thing is “What has my life been about? What is the
meaning of life? Has it been worthwhile?” Those kind of questions’.

An analysis of patient contacts showed that all patients in all units had
encounters with spiritually aware personnel (Table 11.3). In this instance,
‘spiritually aware personnel’ is taken to mean those members of staff or
volunteers who have undertaken some form of professional training, either
in-depth or at a basic level. This latter form is amplified by the following
comment from a spiritual care director:

Part of my role with staff in the non-clinical areas is around helping
people to understand that they actually do contribute to the wellbeing
of patients by how they receive them in reception, by how they present
the food – the spiritual aspects of all that – and people need to be helped
sometimes to see the connections.

In all cases, encounters with spiritually aware personnel included a Christian
chaplain or chaplaincy volunteer whether or not patients professed the

Table 11.3 Patient encounters with spiritually aware personnel

Patients

Hospice 1 Hospice 2 Hospital 1 Hospital 2

A B C D E F G H I J
Recorded religion: C/E None C/E C/E J C/E C/E C/E RC JW
Practising/non-practising: NP NP NP NP NP NP NP NP NP P

Chaplain (Free Church) � � �

Chaplain (Roman Catholic) � � � � �

Chaplain (Church of England) � � �

Chaplain (student) �

Chaplaincy volunteer � � � � � � � �

Visiting minister/elder � � �

Visiting believers � �

Palliative care physician � � � � � � � �

Nurse (palliative care specialist) � � � � � � � �

Nurse (trained care of dying) � � � � � � � � � �

Nurse (unit trained) � � � � � � �

Health care assistant (unit trained) � � � � � � �

Social worker � � � � � �

Support staff (receptionists, domestics) � � � � � �

Care staff (personal faith) � � � � � � � �

Abbreviations: C/E = Church of England, J = Jewish, RC = Roman Catholic, JW = Jehovah’s Witness, NP = non-
practising, P = practising.
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Christian faith or regarded themselves as religious. In addition, Patient E
received visits from the Rabbi, Patient J from the congregation of Jehovah’s
Witnesses, and Patient I from her Roman Catholic parish priest.

The separation of religion from spirituality has become a marked fea-
ture of current thought. Consequently, although the care-giving of chap-
lains may include a unique denominational role, a broader role that relates to
the spiritual activities of transcending, finding meaning and connecting has
come to attract a wider ownership: an ownership that includes the psycholo-
gist, the physician, the complementary therapist and the nurse. A con-
sequence of this wider ownership has led to a patchwork of spiritually aware
personnel. Some, such as chaplaincy volunteers, have a strong religious faith.
Others have no faith, yet relate easily to the spiritual personhood of the
confused – or routinely create privacy and accompaniment for the dying.
They include staff whose spiritual awareness has been raised through in-
depth education alongside those who have spent just a little time reflecting
upon how their role contributes to the spiritual ethos of the institution; all in
addition to chaplains and all found in the field. The contemporary challenge
for those charged with spiritual care delivery is how to blend a cohesive team
of spiritually aware personnel, drawn from disparate spiritual perspectives,
which owns an inclusive vision and gently meets the patient with affirmation
and compassion at the point of need.

Reflection

• Who are the spiritual care-givers in your institution?

• In what areas of spiritual care do you feel comfortable/uncomfortable?

• What are your training needs?

• How could spiritual assessment be further developed?

Conclusions

• The separation of religion from spirituality has become a marked
feature of current thought.

• The narrative of illness places mortality centre stage, prompting an
increase in spiritual activity for both patients and relatives.

• Many patients who describe themselves as ‘not religious’ believe in God
and pray daily.

• A key factor of spiritual care provision is the expertise of staff and the
creation of a spiritual ethos.

• Within the case studies I undertook, spiritually aware nurses were found
in all institutions.

• An analysis of patient contacts showed that all patients in all units had
encounters with spiritually aware personnel.
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• Although the care-giving of chaplains may include a unique denomin-
ational role, a broader role that relates to the spiritual activities of tran-
scending, finding meaning and connecting has come to attract a wider
ownership: an ownership that includes the psychologist, the physician,
the complementary therapist and the nurse.

• The contemporary challenge for those charged with spiritual care deliv-
ery is how to blend a cohesive team of spiritually aware personnel,
drawn from disparate spiritual perspectives, which owns an inclusive
vision and gently meets the patient with affirmation and compassion at
the point of need.

Notes

1 The objectives of this study were to identify: the nature of spirituality; the
means whereby spiritual needs are assessed and met; and the perceptions of
spiritual care stakeholders, patients and relatives. A multi-method, three-phase
design was used, incorporating:

(i) A survey by postal questionnaire of the views of chaplains in 151 hos-
pices and 195 trusts in England and Wales. The survey’s purpose was to discover
chaplains’ perceptions of the most frequently expressed religious and non-
religious requirements of patients. Chaplains were selected as questionnaire
recipients in view of their institutional responsibility for both religious and
non-religious spiritual care. The response rate was 76 per cent (Wright 2001b).

(ii) A phenomenological enquiry into the spiritual care perceptions of pal-
liative care stakeholders (defined here as people with experience of spiritual
care-giving who had opportunities to influence praxis). Data were collected by
means of semi-structured, recorded interviews with 16 participants who repre-
sented the Jewish, Christian, Hindu, Muslim and Buddhist traditions. Some
held high office: as a rabbi, a bishop or an imam. Also included were individuals
of no faith, who nonetheless regarded themselves as ‘spiritual’. To ensure dis-
parity, participants were selected using purposive sampling techniques. Back-
grounds and length of service varied. Roles included: chief executive, manager,
nurse, medical director, therapist, artist, chaplain and volunteer. Not everyone
was born in Britain. The data were analysed using NUD*IST software (Wright
2002).

(iii) A multiple case study in four health settings. Purposive sampling tech-
niques identified two hospices and their neighbouring acute hospitals. Data
were collected from multiple sources by a variety of means. On each site,
recorded interviews were conducted with the senior chaplain, a focus group of
nurses, patients and, where possible, a matched relative. Approval to interview
patients and their relatives was obtained from two local research ethics commit-
tees. Where transcripts have been used in this chapter, patients and relatives have
been anonymized by the use of false names. Most of the patients were coming
towards the end of their lives. In these circumstances, they were asked about
their fears, their beliefs and their hopes. Both patient and relative interviews
were treated as oral history and analysed according to what Denzin (1989) calls
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the biographical method. In addition, Kellehear’s (2000) theoretical model of
spiritual needs provided a framework within which the spiritual needs of
patients could be articulated and analysed. Based on the premise that human
beings have a desire to transcend their suffering and find meaning, Kellehear
suggests that spiritual needs such as hope and connectedness may lead to ‘situ-
ational transcendence’; the need for peace and prayer may lead to ‘moral and
biographical transcendence’; and the need for divine support, religious rites, and
discussion about eternal life may lead to ‘religious transcendence’. An adapta-
tion of this framework saw the added dimension of belief in God – without any
religious implications or membership of a faith community [Davie’s (1994)
‘believing without belonging’] – allocated to the moral and biographical
category. Individual narratives displayed evidence of movement between
theoretical categories.

2 ‘I was hungry and you gave me food, I was thirsty and you gave me drink, I was
a stranger and you welcomed me, I was naked and you clothed me, I was sick
and you visited me’ (The Bible, Revised Standard Version 1952).

3 For example, ‘St Christopher’s was established and has grown as a Christian
foundation, not simply in terms of its care, but from a belief that the God
revealed in Christ shares the darkness of suffering and dying and has trans-
formed the reality of death’ (Saunders 1997: 7).

4 The Trust was previously known as the ‘Redundant Churches Fund’ and has in
its care over 325 churches no longer needed for regular worship, all of which are
of historic interest. The current report expresses concern that if the disengage-
ment from institutional religion continues, the number of redundant churches
will fall outside of the resources of the Trust.

5 Exemplified by the following statement: ‘the first lesson that we should learn is
that religion is a man-made institution, but Spirituality is given to us by the
Creator’ (Renault and Freake 1996: ix).

6 Consider, for example, the ritual and symbolism that developed after the
Hillsbrough disaster or the death of Princess Diana.

7 Such as: Bethesda (Lutheran) Children’s Hospice, Budapest (Hungary); South-
west Christian Hospice, Georgia (USA); Our Lady’s Hospice, Lusaka (Zambia);
Mary Potter (Little Company of Mary) Hospices in Wellington (New Zealand)
and Korce (Albania); Haven of Hope (Hong Kong) and Caritas Christi (‘Love
of Christ’) hospice in Kew (Australia).

8 Founded in 1986 and based in Windsor with Prue Clench as Director. Motto:
‘A Christian presence in the Hospice Movement’. The Fellowship provides
education and retreats for palliative care staff.

9 Based at Lakhta Hospice, St Petersburg, under the leadership of Elena Kaba-
kova. Volunteers in the Russian Orthodox tradition provide a programme of
educational, religious and material support for orphans whose parents have
died in the hospice.

10 The Sisters of Charity were founded in Ireland by Mother Mary Aikenhead in
1815. They played a role in the care of the dying during the nineteenth century
in England and Australia and during the twentieth century became established
in Africa, North and South America and East Timor.

11 This represents a cultural change from Soviet ideology that regarded medicine
as a means of maintaining the workforce (Field 2002).

12 From an interview with John Hunt, undertaken as part of the author’s doctoral
study.

13 Personhood has been described as a unique human dimension that is ‘coherent,
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bounded, individualised, intentional, the locus of thought, action and belief, the
origin of its own actions, the beneficiary of a unique biography’ (Rose 1996: 3).

14 This article was syndicated worldwide and received a reported mailbag of
10,000 letters. It was followed by a book, published in Britain 2 years later
(Zorza and Zorza 1980).

15 It is also dominated by the Church of England. Within hospitals, 60 per cent of
funded chaplaincy hours were allocated to Anglicans; within hospices, the figure
was 70 per cent.
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12
Working with difficult symptoms

Jessica Corner

Rather than providing a toolkit for working with difficult symptoms as in
many other palliative care texts, a critical view of symptom management is
offered here, as well as some different ideas about approaches that may be
adopted while working with people facing physical, emotional or prac-
tical problems as a result of life-limiting illness. I have chosen to adopt a
critical and reflective stance, since this seems to be a more fruitful avenue to
finding ways of working with some of the most challenging problems faced
in caring practice. I have chosen not to offer a set of solutions or guidance
on the management of difficult symptoms, since these are unlikely to be
addressed through this kind of approach; the problems are both complex
and bound up in the particular contexts in which people with life-limiting
illness live. I do, however, draw out some ideas that might be used to guide
the development of caring practice.

Cribb (2001), in writing about knowledge and caring, identifies two
worlds, the world of science and the ‘human world’; that is, there is scientific
knowledge and there are ‘lay beliefs’. He argues that the human world is
being displaced and colonized by the natural and human sciences, so that
personal and common sense knowledge is being displaced by ‘expert’ know-
ledge. Cribb argues that alongside this knowledge there is also what he calls
‘real knowledge’; that is, knowledge about how to do things that cannot be
gained through textbooks – how to ride a bike, conduct a conversation, be a
good listener, for example. It is this real knowledge that is primary, as it
provides the frame of reference on which all other knowledge rests or is
made use of. Other authors have outlined ways of knowing in the context of
nursing practice (see, for example, Carper 1978; Johns 1995; Nolan and
Lundh 1998). Like the ‘real’ knowledge of Cribbs, these authors argue that
there is knowledge that comes from direct involvement with situations or
experiences.

Cribb (2001) argues that ‘the stories that weave our domestic lives indi-
cate a reality just as substantial as the stories which tell us about the material
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of which they are made’ (p. 17). Cribb suggests that a different relationship
between expert and lay ‘knower’ may be needed; that instead of falling short
of knowledge, the lay person, with their ‘every day knowing’, has knowledge
that is continuous with more specialized forms of knowledge. It is under-
standing the relationship between expert knowledge and ‘lay’, or what might
also be called ‘embodied’ knowledge (Benner and Wrubel 1989), that seems
to be at the heart of how we should consider the approach to managing
difficult symptoms. Valuing different kinds of knowledge, particularly the
knowledge that people have about the problems of their own limiting illness,
has influenced the way I set out my thoughts here.

Symptom management as a dominant construct in
palliative care

A powerful impetus for palliative care has been the goal to relieve the symp-
toms and problems that accompany life-limiting illness and are part of the
process of dying. From the outset, hospice and palliative care services were
established to tackle the particular needs of people dying from cancer.
Symptom management, a core function in palliative care, has largely
focused on a set of symptoms and problems commonly associated with
advanced or metastatic stages of cancer, the most prevalent symptom being
pain. The early success of the hospice and palliative care movement in
developing effective approaches to the management of cancer pain using
opioid drugs was an important driving force behind how palliative care as a
speciality subsequently evolved, and has been instrumental in its success. As
Robbins (1998) states: ‘a large part of the impetus of setting up hospices
and palliative care teams was the belief that the pain of terminal illness,
especially the pain of progressive cancer, can be controlled effectively . . .
relief of symptoms is largely the foundation upon which all other aspects of
palliative care rest’ (p. 20). Thus, ‘symptom management’ is now seen as an
essential part of the skills required in providing palliative care and,
although not the exclusive form of help or intervention offered to patients
and families, it is often the focus for the intervention of specialist palliative
care teams.

While offering symptom management to people who are dying has
become a major part of the raison d’être of palliative care, the way in which
symptom management has become the primary focus has implications for
the way care is organized and experienced. Palliative care, originating in the
work of Cicely Saunders and others in the 1950s and 1960s, set out to offer a
radical and alternative model of care to the prevailing model of increasingly
institutionalized and medically managed care for people who were dying.
Although the palliative care approach was devised as an alternative model, it
has over time increasingly become embedded within the traditions, or dis-
courses, of health care, particularly that of biomedicine. This has been a
natural consequence of the professionalization of hospice services, but also
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means that approaches to managing the problems associated with dying
have become defined and addressed in particular ways.

Palliative care as it exists in contemporary health care, defined by a
dominant culture orientated to the ‘management’ or ‘control’ of symptoms,
places heavy emphasis on the biomedical model of disease management, and
is one aspect of the so-called ‘medicalization’ of death described by Field
(1994). Field suggests that while the hospice movement was founded on a
desire to reject the trend whereby dying was increasingly becoming the prov-
ince of health workers and managed within highly technical health care
institutions, palliative care is perhaps unintentionally perpetuating some
aspects of the medicalization of dying. There is, for example, a trend
towards the heavy use of technical procedures and medical technology. Also,
palliative care becoming the overarching speciality for care in life-limiting
illness has moved the emphasis away from dying and death to an unspecified
time earlier in the course of illness, thereby focusing attention away from
dying and death.

The point here is not to revisit a rather well-trodden path in relation to
the critique of medicalization of society [see, for example, Ivan Illich’s
([1976] 1990) now seminal critique Limits to Medicine, Medical Nemesis: The
Expropriation of Health], whereby medicine is revealed and denigrated for
having acquired extraordinary power and control over people’s lives, or over
people in medical encounters. Rather, it is to understand that the biomedical
paradigm has provided a system of knowledge and practices that can,
because they are dominant, define our very experience of ourselves; they
become part of the way we understand and live our lives (Lupton 1997).
This has not been intentional; rather, it is an effect of the very success of
biomedicine. It does, however, have some consequences and in the context of
palliative care and in the management of difficult symptoms these are
apparent. Clark (1999), for example, traces the origins of the concept of
‘total pain’ in the work of Cicely Saunders. Clark notes a paradox in the
concept resulting from the radical intention to move the relief of pain aris-
ing from terminal cancer into territory where wider dimensions of suffering
are acknowledged, and beyond the biomedical paradigm whereby pain is
seen as simply a sensation arising from largely physical causes. It neverthe-
less can also be seen to be an extension of medical dominion where ‘pain
relief’ is also an instrument of power. Clark argues that the principle of
giving regular analgesia and thereby constant control of pain, can be seen to
extend to the ‘constant control of the patient’ – that is, patients offered pain
control regimes in palliative care are no longer expected to articulate their
needs, since these will be anticipated in advance by someone else. Thus pain
relief is achieved, but at the cost of loss of personal autonomy. The concept
of ‘total pain’ that incorporates psychological, spiritual and social aspects
of the pain experience can also be seen as extending the range of medical
‘gaze’, which Clark argues has an imperialist feel about it. From this per-
spective, then, holism ‘is revealed as something other than we might suppose.
Paradoxically and contrary to its own claims, this is a strategy of power,
one which in subjecting human suffering to a new nosology, at the same
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objectifies it and prescribes strategies for its relief. In this sense “total pain”
becomes a nomenclature of inscription, albeit unintended by its author’
(Clark 1999: 734).

The foundation for palliative care within the discourse of biomedicine
has led to the belief that the problems of dying should be understood as
manifestations of disease, rather than more generally how one dies. Since
symptoms are considered to be disease-related problems, it is assumed that
they are properly managed by health professionals within the formal struc-
tures of health care. These assumptions tend to generate a particular set of
responses to problems and excludes others. One assumption, for example, is
that for individuals to have a peaceful death they must, as far as is possible,
be symptom-free. While this is a laudable goal for care, it also focuses the
activity of those involved in providing ever more effective symptom man-
agement, even when the goal to be ‘symptom-free’ while dying may be
unrealistic. Another consequence is that there is little room for acknowledg-
ing social, professional or individual constraints that may operate as part of
the dying process and that may contribute to the experience of difficult
symptoms, or that may prevent the development of supportive but also more
liberating regimes of care, for example those that prioritize preservation of
personal autonomy.

The consequences of a biomedical construction for symptom
management in palliative care

It is worth exploring for a moment the ways in which symptom management
has become defined and practised within palliative care. The ability to man-
age cancer pain through a biomedical approach using morphine was a very
significant discovery for the hospice movement. The approach of using
powerful drugs, or combinations of drugs, for cancer pain led to the search
for new and better drugs and other treatments, first for pain and then for
other symptoms common in cancer. A consequence of the success in using
drugs to manage symptoms is that, in many instances, not only is ‘symptom
management’ the primary endeavour, but drug treatments have become the
primary approach used in tackling problems. Frequently, drug treatment for
problems reported by a patient is the first approach or perhaps the only
solution considered. While this may be entirely appropriate, it also has had
certain consequences for the way palliative care has developed and become
organized. Care constructed around the use of drug treatments for symp-
toms emphasizes ‘relief’, ‘control’ or ‘management’ of the symptoms, the
object being the removal, obliteration or disguise of symptoms as manifest-
ations of the disease patients are dying from. The goal of care is ‘relief’ or
‘control’, reducing the symptom to a level such that it is in the background
or absent entirely. It is arguable that in pursuing this strategy to ‘relieve’ or
‘control’ symptoms, other aspects of the experience of symptoms, such as
suffering, distress, the ability to function and even personal autonomy,
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independently have been relegated to secondary importance. Also, the
assumption that the perception of a symptom such as pain, once removed or
reduced using powerful pharmacology, ceases to be of concern to the person
who experienced it, overlooks the possibility that suffering or the ability to
function may not be addressed by the treatment.

The dominance of symptom management as the central goal of pallia-
tive care has had other ramifications. As a pharmacological approach
became dominant, the doctor as the person who prescribes treatment aimed
at symptom management also became the natural leader of services,
reinforcing the trend towards biomedical or pharmacological solutions to
the problems patients bring to the attention of palliative care services. An
illustration of the dominance of this approach can be seen in the palliative
care research literature; there has been a preoccupation within palliative care
research to chart or map the prevalence of symptoms among people who are
dying. This has been motivated no doubt by a need to record demand for
palliative care and to provide information on which to make decisions in
determining where to target limited resources. For example, in a historical
review of palliative care research, studies of symptoms – especially symptom
prevalence studies among patients admitted to hospices and palliative care
services – were found to be the most common form of research published in
the palliative care literature (Corner 1996). These studies have commonly
used retrospective case note reviews, or groups of patients were asked to
indicate which of a list of symptoms they were experiencing.

Symptom prevalence studies provide an indication of the common and
most difficult symptoms for patients and yield insights into the problems
that palliative care services are most commonly attempting to alleviate.
However, the symptoms identified in these studies are largely defined by
palliative care clinicians or the researcher undertaking the research and, as a
result, reflect biomedical categories of different manifestations of disease,
rather than problems identified and defined by people with life-limiting ill-
ness themselves. It is difficult to know whether or not ‘common symptoms’
identified through this process would be broadly similar if there had been
more room for patients or family members to define for themselves the
nature of their problems. If the emphasis for palliative care services is on
managing symptoms as constructed through these various studies, there is a
risk that palliative care is not currently addressing need more broadly. Also
important is that less attention has been paid to the extent to which palliative
care services have achieved ‘symptom relief’ for individuals who are dying.
There has been relatively little work into the effectiveness of symptom con-
trol, as constructed through this model of care. We know little about the
extent to which the symptoms of people with cancer are indeed ‘relieved’ or
‘managed’; indeed, there is evidence that in many circumstances this is not
the case (see, for example, Higginson and McCarthy 1989; Hinton 1994;
Addington-Hall and McCarthy 1995).

Our understanding of what it is like to live with particular symptoms is
benefiting from research, although there is still much that is unknown.
Studies have been conducted of the frequency with which symptoms and
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problems occur among patients receiving palliative care and a few have
reported detailed work into how these develop over time, or are manifested
in the last weeks of life. The orientation of research has been to examine a
particular set of clinical problems that are deemed amenable to intervention
by palliative care services. Little work has been undertaken from a more
insider or user/consumer oriented perspective. It is surprising that no con-
certed effort has been made to determine which symptoms or problems
individuals may wish to be ‘managed’ on their behalf by health profes-
sionals, an issue I shall return to later. Importantly, since the very word
‘managing’ implies a certain stance when working with people who are ill or
dying, this also warrants critical exploration.

Among the various limitations of the biomedical model identified is the
biomedical construction of the body. Critical accounts of biomedicine
identify the term ‘symptom’ as a biomedical construction; that is, it has
developed as part of the way in which medicine has developed systems of
knowledge and understanding of the body and of illness, but that is only
one way of understanding one’s body and the way one feels. It belongs
firmly to the territory of ‘expert’ or scientific knowledge identified by
Cribb. Armstrong (1995), for example, drawing on the work of Michel
Foucault ([1973] 1986), identifies the biomedical ‘spatialization of illness’,
where the relationship of symptoms and illness are configured in a three-
dimensional framework: symptom, sign and pathology. The symptom is
understood to be a marker of illness experienced by the patient, a sign is the
intimation of disease elicited by the doctor, for example through physical
examination, and together these are used to infer pathology. However, this
spatialization or ordering of how illness is determined is not seen to be
entirely benign. To align the three elements, the body of the patient is sub-
mitted to the ‘gaze’ – medical investigations which the patient must submit
to. The patient is only required to answer questions that are deemed relevant
to the identification of biomedically defined pathology and its treatment;
other issues that may be deemed important by the person who is ill are not
explored.

According to Lyon and Barbalet (1994), the model whereby biomedicine
regards the body as an external object assumes that the practitioner is in
control of the body of the patient; the patient is subordinate to the prac-
titioner. Biomedicine deals with malfunctioning organs or other subsystems
of the body, and with symptoms, but not the ‘body’ that is the person:

The medical body is passive; any active capacities it may display are
regarded as internal to its physiology, and these can be revealed to
external observers as external knowledge. The body is readily subordin-
ated to the authority of medical practice. It is disciplined and made, or
at least made better, through the social institution of medicine. The
medical body is a partial body. It is partial in a dual sense: it is the
internal body, and it is the body patients have, but not the body patients
are in the full sense.

(Lyon and Barbalet 1994: 53)
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Lyon and Barbalet (1994) argue that ‘the medical body’ is but one among
a number of different constructions of the body that can be identified and
have been variously described in scholarly writing. For example, ‘the con-
sumerist body’ – that is, the body in consumerist society as manifested in
magazines or in relation to our beliefs about the health products we buy.
Another construction could be described as the ‘social body’ – that is, the body
that is subject to social and cultural norms and practices. An alternative to the
biomedical view of the body, where mind or self and physical body are con-
sidered separate entities, is the notion of ‘embodiment’; that is, the idea that
the body is experienced and is where and how ‘self’ is located. From this
perspective, it is argued that the body, being one with self, acts to construct its
own world; it is not a discrete physical entity external to the self. It is inter-
communicative and active. Within health care and more particularly palliative
care, these different ways of understanding the body are largely unacknow-
ledged. There is, however, a developing interest in exploring the implications
of acknowledging these different ‘bodies’, as well as the potential value of
incorporating such understanding into approaches to offering health care.

The notion of a ‘social body’ recognizes that individuals are subject to
power relations at large within society, such as the influence of doctors in
medical encounters, and that how the body is understood is socially deter-
mined rather than ‘real’. For example, how one should ‘manage’ one’s bodily
processes to be socially acceptable is generated and passed on through his-
tory and culture; it is socially determined and not simply the province of
individuals. As Taussig (1980) states: ‘things such as the signs and symptoms
of disease . . . are not only biological and physical, but are also signs of
social relations disguised as natural things, concealing their roots in human
reciprocity’ (p. 3).

The notion of an ‘embodied body’ proposes that the ‘lived body’ is
experienced as a fluid, a combination of physicality and emotionality. It is ‘a
pre-objective structure of lived experience; one in which mind and body,
reason and emotion, pleasure and pain are thoroughly interfused’ (Williams
and Bendelow 1998: 133). Williams and Bendelow (1998) explain how, in
chronic illness, the taken-for-granted normal state of embodiment, experi-
enced as a kind of bodily disappearance in which one is not conscious of
one’s body as distinct from oneself, can be radically disrupted. In these
circumstances, one becomes suddenly very aware of one’s bodily failings and
one’s bodily identity is undermined. As a consequence, loss of self becomes
a fundamental form of suffering in illness. This process can be reinforced
and exacerbated by biomedical approaches to managing and treating dis-
ease, since these tend to disregard the importance of ‘self’. Where symptoms
are treated as physical manifestations of disease that need to be controlled
or managed, we may fail to acknowledge emotional, social or individual
processes that create the very experience of the symptom.

McNamara (2001) notes that symptom relief is a medicalized, technical
and pharmacologically driven response to the dying process that ‘masks’ the
physical process of dying, and has been prioritized above psychological,
spiritual or other forms of care. McNamara does not elaborate on precisely
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what she believes to be ‘masked’ through this; however, this highly technical
and externally ‘managed’ system of symptom control may well remove
the possibility of self-management, or what Williams (1996) describes as
achieving a ‘negotiated settlement’ with illness or dying. In relation to living
with chronic illness, Williams notes that over time individuals reach for
themselves a kind of resolution, a realignment of body, self and society.

While the relief of physical symptoms among people who are dying is an
important and legitimate goal, it is worth considering why it has become a
priority and what other aspects of caring may have been excluded or neg-
lected as a result. While in many instances pharmacological interventions
and other technical treatments are of value, all too often problems are only
partially alleviated or are viewed as ‘intractable’, since they are not readily
amenable to pharmacological intervention. Once labelled as ‘intractable’,
symptoms may be overlooked as other avenues for assisting people experi-
encing the problem are not pursued. Moreover, those who are thought to
have ‘intractable’ or difficult to manage symptoms, because they do not
respond to symptom control strategies as expected or who have socially
unacceptable problems, may themselves be identified as ‘difficult’. Intract-
able symptoms challenge staff members in hospice and palliative care set-
tings, since they confront widely held beliefs about what is a ‘good’ death
and raise questions as to whether this is being provided (McNamara 2001).

Thought needs to be given to how one might start to work with some of
the themes already outlined with people experiencing difficult symptoms at
the end of their lives, and some principles for working with the various prob-
lems highlighted need to be established. However, it is also important to
acknowledge that the mere act of identifying a particular symptom as ‘difficult’
could also mean that individuals risk being designated as outsiders, beyond
help, and when this occurs it may challenge the very ability of staff to care.

What are difficult symptoms?

The term ‘difficult’ suggests symptoms or problems in illness that are dif-
ficult to manage, that are perhaps difficult to bear or that cannot be con-
trolled. What becomes defined as ‘difficult’ in practice is interesting, since
there is often a discrepancy between symptoms that one might anticipate
would be understood to be ‘difficult’ and those that in reality are labelled as
such. The term could denote illness problems that cause an individual suffer-
ing, in which case all symptoms are potentially difficult, even those that may
be possible to control in physical terms. However, many problems are
defined as ‘difficult’ because health professionals or carers may feel that they
do not know what to offer or that they have failed to provide ‘relief’. Symp-
toms may be difficult to watch; for example, extreme breathlessness can be
very distressing to observe, especially if it appears that there is little effective
intervention available and can leave health professionals and family mem-
bers feeling extremely helpless. Problems such as loss of appetite may not be
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perceived as a problem for the person concerned but can be deeply distress-
ing to family members, since eating is life sustaining and not eating is a clear
manifestation of the dying process. Other problems remain unrecognized as
symptoms and therefore are left unresolved, perhaps because they have not
been defined within a logical symptom ‘category’ in biomedical terms or
because the person experiencing them finds it difficult to express the nature
of the problem, yet these may cause considerable distress and suffering.
Finally, there may be instances where patients have difficult symptoms or
problems resulting from their illness that challenge social taboos, or result
in them exhibiting demanding or highly emotional behaviour, or that are
simply beyond relief; in these situations, patients themselves may become
defined as ‘difficult’. This suggests that there is a close relationship between
symptoms and a person’s self and identity (as described in Chapter 1).

Difficult symptoms: some exemplars

The many complex problems that arise for people while living with life-
limiting illness and while dying cannot be defined using a neat list of symp-
toms or strategies for dealing with each listed, although this is typically how
many textbooks on palliative care present symptom management. I have
argued elsewhere that symptoms are often a constellation of states of mind
and body where problems such as pain, breathlessness, fatigue, anxiety or
depression are often experienced simultaneously, each problem related to
and often difficult to distinguish from all the others (Corner and Dunlop
1997). They are problems that take on significant meanings when someone is
knowingly facing death and although they are a result of physiological
decline due to illness, they are experienced as part of that person’s own
social and cultural world. The person’s own reactions and ways of under-
standing and living with problems directly influence the particular constella-
tion of problems and needs that arise, as does the response of others. I now
describe some common problems of life-limiting illness. These are used as
examples of the issues already identified and also to illustrate some themes
around which nurses and other health professionals might approach offering
support to people who experience them.

Fatigue

Fatigue is acknowledged to be a very common problem in life-limiting illness
and considerable research has been undertaken into fatigue associated with
cancer and cancer treatment, although relatively little work has been under-
taken in the context of palliative care. Richardson and Ream (1996) define
fatigue as ‘a total body feeling ranging from tiredness to exhaustion creating
an unrelenting overall condition which interferes with an individual’s ability
to function to their normal capacity’ (p. 527). While tiredness is a normal and
everyday experience, fatigue experienced during chronic or life-limiting
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illness is of a different order and strategies such as resting or sleeping are
often of little help. In these circumstances, fatigue can be extremely incapaci-
tating and distressing and yet it is often difficult to convey the extent of
fatigue as a problem to others because it is such a normal and everyday
experience; perhaps this is also because the language available to people
when describing their fatigue draws on the same language used to express the
everyday and normal experience of tiredness.

In a study of 15 patients with advanced cancer suffering from fatigue who
were being cared for in a palliative care unit, Krishnasamy (2000) reveals a
complex condition that patients found difficult to put into words and a
limited dialogue between patients and professional carers about the condi-
tion. Medical and nursing records made very little specific reference to the
problem of fatigue even when the patients reported being severely disabled by
it; the patients experienced it to be of an entirely different quality and order
than day-to-day tiredness. There was also no reference to intervention or help
being offered. The severity of fatigue reported was not related in any way to
physiological indicators such as anaemia or hypercalcaemia, but it was
described as having a profound emotional impact on those who were suffer-
ing from it. The study used several standardized measures of fatigue, anxiety
and depression and of functional status. What was interesting was that scores
recorded using the measures did not appear to reflect the depth of distress and
difficulty that patients described during interviews. Somehow the research
measures seemed to miss the point. Only three of the 15 patients’ scores on
the Hospital Anxiety and Depression Scale, for example, indicated evidence
of ‘clinical depression’; when asked about this, one of the three patients who
was ‘apparently’ depressed rejected the suggestion that the score might indi-
cate this because he felt that low mood was a normal response to his situation.
The measurement of functional status was also rejected as a useful means of
assessing the impact of fatigue, as the measure tended to assume that a prob-
lem is fixed, so that scores relating to severity or impairment can be recorded
as a reflection of the problem at a given point in time. Patients described their
fatigue as an unpredictable and patternless problem and thus could not be
neatly ‘captured’ in this way. Fatigue for these patients was a diffuse,
inexpressible experience with no obvious cause. Yet it was also the very means
by which they understood that they were deteriorating; the symptom ‘told’
them that they were dying. For family members and friends, watching
someone become so incapacitated by fatigue was deeply distressing.

The mismatch between the experience of fatigue and it ‘falling below the
line of detection’ for physiological parameters or quality-of-life measures
partly explains why it seemed not to be recognized or addressed by health
professionals. Somehow it does not fit into standard assumptions about
symptoms and problems in palliative care. This was expressed by a woman
who participated in Krishnasamy’s study: ‘He [a doctor] has no idea . . . he
doesn’t listen to what it’s like, really like to feel like this all the time, you see,
they don’t take it seriously, this is taking it seriously, talking about . . . it, and
listening, really listening, to me tell you this is awful.’

This important study reveals a recurrent theme in relation to how health
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professionals might respond to and work with people experiencing difficult
symptoms. That is, listening to and making it possible for people to talk
about and express their experiences of difficult symptoms and of their ill-
ness is important. Acknowledging the problem is in itself experienced as
supportive and helpful.

Eating and emaciation

Loss of appetite is commonly reported in life-limiting illness and may be
associated with weight loss. Equally, weight loss may occur as a consequence
of loss of appetite or as a result of disease processes. Eating has social
meanings that go much further than simply being a means of obtaining
sustenance; it is associated with the most deeply felt human experiences and
has many symbolic meanings (Lupton 1994). The significance of not being
able to participate in the rituals and social processes surrounding food prep-
aration and consumption are profound, yet have received little attention in
palliative care.

A recent review of studies on the weight loss and loss of appetite of
patients with advanced cancer and their carers identified only 50 studies cover-
ing such issues as measurement, incidence and prevalence, the experiences of
patients and carers, and interventions (Poole and Froggatt 2002). Few of these
studies attempted to assess the distress associated with anorexia or weight loss.
Problems with eating were found to be rather different from fatigue, where the
symptoms appear to be uniquely experienced by individuals, since this is also
profoundly difficult for those closest to the person who is ill, especially if they
are responsible for preparation of meals. Weight loss in contrast to eating
difficulties is a highly visible manifestation of life-limiting illness. Tate and
George (2001) explored the impact of weight loss among HIV-positive gay
men. Weight loss that occurred as part of illness for these men had a dramatic
effect on their lives and led them to avoid social activities because they were
conscious of their emaciated appearance. Emaciation in this context was an
indisguisable manifestation of their disease and their sexuality.

What is revealed by the little work that has been undertaken into what is
difficult about weight loss or eating difficulties is not simply that they are
inevitable and often irreversible manifestations of the process of dying, but
that they are inextricably bound up with deeply held cultural beliefs and
practices, and therefore they disrupt intimate and more public social rela-
tionships. The ‘managing’ of the problems associated with difficulties in
eating or with emaciation, then, may more fruitfully lie in working with the
interplay between self and an individual’s social world rather than more
direct nutritional interventions.

Odour and exudate

In her important observational study, Lawton (2000) observes that many
symptoms requiring ‘control’ in hospice settings appear to share the distinct-
ive feature that they are associated with or a cause of the body’s surfaces
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rupturing or breaking down. Lawton describes people as having ‘unbounded
bodies’, meaning the literal erosion of the body’s physical boundaries. Here,
symptom control was observed to be directed at a range of bodily ailments
such as incontinence of urine and faeces, uncontrolled vomiting including
faecal vomit, fungating tumours and weeping limbs from skin breaking
down in lymphoedema. Symptom ‘control’ was aimed at controlling the
body’s boundaries to minimize the effects of ‘unboundedness’.

Lawton presents the case of Annie, a woman dying of cervical cancer
with a recto-vaginal fistula; faecal leakage from the fistula was completely
unmanageable and resulted in a severe stench that filled the hospice. Annie’s
problem was the profound effect this had on her sense of self, and resulted in
her desire to withdraw from family life and remain in the hospice rather than
return home. Her situation deteriorated and her diarrhoea became so bad
that Annie, feeling such a profound fear and loss of self-esteem, asked to be
sedated. Her request was granted and she was sedated until she died 2 weeks
later. Lawton describes the use of sedation in Annie’s case as a kind of
imposed and orchestrated social death by hospice staff – she was, following
sedation, removed to a side room and visits from her family ceased soon
after. Annie’s symptoms were profoundly difficult – practically unmanage-
able (her severe diarrhoea and odour) but also socially difficult because
of the profoundly unacceptable nature of her problem. ‘Control’ in these
circumstances meant removing Annie’s consciousness of her predicament.

It seemed to Lawton that symptom ‘control’ in cases such as that of
Annie was about imposing control on what was becoming uncontrollable,
those things in normal situations that would be considered to be socially
unacceptable. For patients whose bodies were becoming ‘unbounded’, symp-
tom control – when it was successful – provided the function of restoring the
body’s ‘boundedness’ and enabled a return to normal life. When it fails, the
consequence for patients could be a profound loss of self. Lawton theorizes
that hospices have become places where people with unbounded bodies
and who are undergoing ‘dirty’ dying may be sequestered or shut away, and
symptoms are only ‘managed’ in the sense that the hospice permits
and provides for their removal from society.

Lawton’s account is shocking not because palliative care staff struggle
with dealing with these enormously challenging problems, but because
symptom control as a form of social control and yet relief of profound
suffering in Annie’s case could not have been said to have been achieved.
Annie’s problems were ‘unmanageable’, but her case challenges us to find
ways of more effectively supporting people in a similar predicament.

Breathlessness

Breathlessness is a very common problem among patients needing palliative
care. Since the physical causes of breathing difficulties are irreversible, bio-
medical intervention often at best only offers partial relief. Breathlessness
can be disabling and terrifying at the same time, so that simply addressing it
as a physical problem does not assist people to deal with the intense fear of
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dying that the symptom often engenders or the practical problems of man-
aging everyday activities when these trigger breathlessness. Several carefully
researched accounts have been published of the experience of breathlessness
in different illness contexts; see, for example, Williams (1993) and Skilbeck et
al. (1998) in relation to chronic respiratory illnesses, and Roberts et al. (1993)
and O’Driscoll et al. (1999) in relation to advanced lung cancer. These
accounts reveal the complex interplay of mind and body in the experience of
breathlessness in life-limiting illness.

Breathlessness is an example of a symptom where some attempts have
been made to address the issues and difficulties outlined. In trying to respond
to the particular circumstances of people with lung cancer who develop
difficulties with breathing, together with colleagues I have developed and
evaluated an approach to working with breathlessness, describing this as a
parallel model of management (Corner 2001a; see Figure 12.1). The model
has been developed and formally evaluated over a series of studies. These
indicate that patients appear to derive benefit from the approach when
compared with patients not offered it (Corner et al. 1996; Bredin et al. 1999).

An integrative model of breathlessness was adopted, in which the
emotional experience of breathlessness is considered inseparable from the
sensory experience and from the pathophysical mechanisms. The approach
to managing breathlessness is rehabilitative in its orientation even though

Figure 12.1 Parallel models of breathlessness management. Reprinted with
permission from Corner (2001a).
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patients may be at the very end of their lives. Care is directed at assisting
individuals to manage the problem of breathlessness themselves, rather
than to find ways of eliminating it or taking charge of it as a health
professional.

The relationship with the person with breathlessness is considered a
reciprocal one; breathlessness is viewed as a problem about which both
patient and nurse have a mutual interest. Ways of managing breathless-
ness are therefore discovered together. The nurse is therapist, but the ob-
ject of therapy (i.e. breathlessness) is the subject of mutual enquiry by both
patient and nurse. The relationship is therefore one of equality. Care is
focused on agreed goals to reduce the duration and frequency of episodes of
breathlessness and to improve function.

The importance of encouraging and listening to the patient’s story of
their illness and how breathlessness is experienced as part of this is recog-
nized and is a central part of intervention. Intervention begins with assess-
ment in the form of facilitating storytelling, or narration, about illness and
breathlessness; this becomes an ongoing part of care. In developing this
approach, we were influenced by Kleinman’s (1988) notion of ‘illness narra-
tives’ and the importance of working with such narratives with patients who
have chronic health problems. Fundamental is the recognition that much of
what is therapeutic in listening to patients’ stories of their breathlessness is
hearing and ‘holding’ fear and distress associated with the symptom. In
describing the approach as ‘therapy’, Bailey (1995) draws on Bion (1977)
and Fabricius (1991) to explain the process of therapeutic work. The nurse
as ‘therapist’ makes herself available, psychically, as a container for anxieties
that are intolerable. This is a maternal function whereby, like a mother with
an infant, intolerable stress is contained and processed and, in time, fed back
in a more tolerable form. The primal link between breathing and life, ceasing
to breathe and dying, is frequently central to fear of breathlessness and may
itself evoke or exacerbate attacks of the symptom. Often patients fear they
will die during the next attack of breathlessness, yet often have never voiced
this fear. In exploring experiences of breathlessness, the aim is to assist
patients to understand how and why such associations and fears arise
and that these are in themselves not real. Hearing about sadness, anger or
frustration may also be therapeutic.

Intervention employs a number of techniques from respiratory rehabili-
tation, including breathing re-training, energy conservation, life adaptation,
and relaxation and distraction techniques. These are strategies that can be
used by patients, often supported by close family members or carers, to
manage episodes of breathlessness or situations that have become difficult
or unmanageable because of breathlessness. The integrative model is real-
ized in practice through a complex balancing of practical assistance and
facilitation of adjustment to the limitations of breathlessness, with explicit
and implicit recognition of the distress and fear that accompanies the symp-
tom. What has been important to me over the years when working with
people experiencing breathlessness is what I have learnt about talking with
them and using their experiences within the supportive framework that I
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could offer as a nurse. ‘Managing’ symptoms using this approach is about
helping people to manage the problem for themselves; this may also mean
learning to live with the problem, and ‘control’ is about handing back
‘control’. As Bailey states:

There is scope for developing nursing roles within a framework that
makes it possible to be more accepting of patients’ ‘conscious and
unconscious demands’, to employ nursing as therapy. The order of nurs-
ing situations; the routine; the way in which ‘symptoms’ are dealt with at
a high level of abstraction; the prevalence of models or algorithms that
‘stand for’ human entities without expressing them; the splitting of
human experience into neatly bound categories, setting aside the
undisciplined whole; all of this stands in the way, provides a means to
become detached, to leave painful things untouched. If nursing can
change these things, the opportunities are unlimited.

(Bailey 1995: 189)

Working with difficult symptoms: some ideas

It is not possible to draw up a set of definitive guiding principles for working
with difficult symptoms; indeed, it would be unwise to try, especially as the
intention of this chapter has been to reveal the impossibility of finding ‘neat’
solutions for the hugely challenging problems identified. However, it is pos-
sible to identify some themes that might at least offer a starting point for
developing thinking and work with people in this area. The first and possibly
most important is to adopt the kind of critical and reflective stance used here
to develop understanding about why particular problems are ‘difficult’ and
what might need to change so that care addresses the issues identified. Also,
to consider whether ‘symptom management’ should continue to occupy the
primary place it does currently.

The second is the potential importance of people’s narratives in develop-
ing therapeutic approaches for difficult symptoms. The possibility of using a
person’s particular story as the starting point for intervention or support has
been revisited throughout this chapter. Bury (2001) reminds us that it is no
accident that there is an increasing interest in patients’ narratives, since this
reflects wider social trends, in particular the increasing emphasis on self in
modern identity, the rise of chronic illness where everyday living with illness
becomes paramount, and the various challenges to a single medical author-
ity over illness. Bury also points out that illness narratives are themselves a
constructed form of ‘storytelling’ in which the teller makes choices about the
form in which the story is told and is influenced by the listener. As such,
these are not ‘truer’ pictures of illness; they are, however, rich sources of
insight into the problems of life-limiting illness that are as yet largely
unexplored. Kleinman (1988), however, does promote the active facilitation
of ‘storytelling’ as a therapeutic approach to the problems of chronic illness

Working with difficult symptoms 255



and this warrants further examination for its potential value in the context
of palliative care.

Third, the idea of nurse or health professional as facilitator of the
person’s own journey in learning to live with, manage or find relief from the
particular problems they are facing seems more fruitful than presenting one-
self as the agent of ‘control’ for symptoms. Thus the principle of fostering
‘self-management’ brings a fresh perspective that might usefully be explored
further (Corner 2001a). Self-management or ‘self-care’ does not necessarily
mean remaining entirely self-maintaining or fully functional. It does, how-
ever, mean maintaining one’s usual practices of self-care; those things that
are important and unique to oneself in maintaining one’s sense of self. Self-
management also implies being given the means to master or deal with
problems, rather than relinquishing them to others. This could be in relation
to managing attacks of breathlessness for oneself or it could mean reaching
some level of comfort with oneself while facing death. The important thing
is that these are active strategies owned and used by people who are ill.

Finally, more work is needed into the variety of problems faced by
people with life-limiting illness to provide a more detailed understanding of
the nature of what it is that is ‘difficult’ about the symptoms or problems
experienced.

Conclusions

It may appear that more criticism than guidance has been offered here; this
has not been the intention. However, I wanted to avoid glib or facile solu-
tions to the most challenging aspects of working with people with life-
limiting illness. I have chosen to explore why certain problems are difficult
and why the way we construct our responses to them may also be part of the

Figure 12.2
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problem. I have tried to make reference to key texts that support the argu-
ments and issues set out so that these may be used as sources for further
reading. I have also tried to adopt a critical and reflective stance, as I believe
this is the route to learning about more supportive and ultimately more
effective health care. As Nikolas Rose (1994) states: ‘in revealing the complex
contingencies that have made up the territory we inhabit and the horizons of
our experience, in showing that things could have been different, such analy-
ses encourage us to weigh up the costs as well as the benefits of the present
we inhabit. They thus allow us to dream of a time in which our times could
be different again’ (p. 71).
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13
Pain
Theories, evaluation and management

Silvia Paz and Jane Seymour

It is only during the last 50 years that pain has been recognized as a condition
that requires specialized treatment and dedicated research. Before the avail-
ability of analgesics and anaesthetics, pain was regarded as a natural and an
expected part of life, and was explained primarily in terms of a religious belief
system within which medicine had little part to play. During the nineteenth
century, with the emergence of ‘modern’ medical and scientific ideas, advances
in anatomy, physiology, chemistry and pharmacy heralded the discovery of
analgesics and anaesthetics, together with techniques for their application. As
a result, medical and research interest in the subject was generated, and by the
beginning of the twentieth century physicians engaged not only in controlling
pain but also in finding a scientific explanation for it. Until the 1960s, pain was
considered by most clinicians as an inevitable sensory and physiological
response to tissue damage: there was little recognition or understanding of the
effects on pain perception of individual expectations, anxiety, past experience
or genetic differences. Moreover, no distinction was made between ‘acute’ and
‘chronic’ pain states. It is only in more recent years that the physiological,
psychological and socio-cultural factors that contribute to the perception of
pain have begun to be understood, and the necessary differentiation made in
treatments of acute and chronic pain. The aims of this chapter are to: provide
a framework for understanding theories of pain and pain mechanisms, and
how these have developed over time; describe basic principles for the manage-
ment of chronic and cancer pain; and examine the role of the nurse in the
assessment and measurement of pain, and in the administration of analgesics.

What does ‘pain’ mean: contemporary definitions

Pain is difficult to define because of the complexity of its anatomical and
physiological foundations, the individuality of its experience, and its social
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and cultural meanings. Pain has had different significances and meanings
throughout the ages and in various societies existing at the same time. In
spite of this, definitions have been developed that are widely accepted as
both clinically useful and phenomenologically valid. Thus, the International
Association for the Study of Pain (IASP) defines pain as ‘an unpleasant
sensory and emotional experience associated with actual or potential tissue
damage, or described in terms of such damage’ (Merskey and Bogduk 1994:
210). In other widely accepted definitions, pain is described as being ‘what-
ever the experiencing person says it is, existing whenever he says it does’
(McCaffery 1968, cited by Fink and Gates 2001: 95) or as ‘what the patient
says hurts’ (Twycross and Wilcock 2002: 17). These three ‘classic’ definitions
present pain as:

• being an individual experience;

• comprising emotional and sensorial components;

• having temporal characteristics;

• having undefined boundaries.

In the next section, we review how pain has been understood across the
course of the last century and we outline current concepts of acute, chronic
and cancer pain. We present recognized methods for pain assessment and
pharmacological and non-pharmacological approaches for adequate pain
control, emphasizing the role of the nurse in chronic and cancer pain relief.

Theories of pain and pain mechanisms

For centuries, medical physicians and scientists have been engaged in estab-
lishing a theoretical explanation for questions about how the human body
perceives pain, why the experience of pain is different from other sensations,
and why individuals perceive pain differently in objectively similar condi-
tions. A theory is primarily an attempted solution to a problem. The theory
is usually formulated on the basis of a collection of several clues that may
lead to a guess about the nature of the solution. It is made up of a mix of
facts and assumptions that need to be tested. After the theory has been
formulated, new facts are tested against it to see whether they fit. If they
support the theory, all the clues may fit together to make a coherent picture
(Melzack and Wall 1996). Here we intend to review the following theories
of pain: specificity theory, patterning theory, gate control theory and the
neuromatrix theory. A variety of key concepts have been used within these
(see Box 13.1).

Specificity theory

During the first half of the twentieth century, the most enduring theory of
pain was ‘specificity theory’ (Melzack and Wall 1996). This proposes that a
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specific ‘pain pathway’ in the spinal cord carries messages from pain recep-
tors in the skin to a pain centre in the brain, and pain is evidenced by the
withdrawal of the relevant body part from the noxious stimulus as a result of
the action of nerves (Horn and Munafo 1997: 2). This principle was first
formulated by Descartes in 1664 (Melzack and Wall 1996: 150). It
emphasized the mechanistic nature of pain and implied a ‘linear causality’,
with no modulating factors acting between the stimulus, the receptor and the
response (Horn and Munafo 1997: 1–2). The psychological and affective
dimensions of pain, together with social factors, were ignored. This concept
underwent little change through the next three centuries and, during the
nineteenth century, further findings in anatomy and physiology supported
its basic principles.

By the middle of the nineteenth century it was first stated, by Johannes
Müller, that sensory nerves carried information about external objects to
the brain: the doctrine of ‘specific nerve energies’ (Melzack and Wall 1982:
151). Müller’s theory posited a linear system from the sensory organ to the
brain centre, which was responsible for the sensation (Melzack and Wall
1982: 151).

Box 13.1 Pain concepts

� Receptor is a three-dimensional structure localized in the cell membrane
with special architectural features that enables it to bind different mol-
ecules, such as drugs, to form a ‘drug–receptor’ complex. By binding their
specific receptors, drugs and other molecular mediators have their effect
in the body

� Nociceptor is a receptor preferentially sensitive to a noxious stimulus or to
a stimulus that would become noxious if prolonged

� Noxious stimulus is one which is damaging to normal tissues
� Nociception is the physiological process necessary for pain to occur. It is a

sensory process that involves three steps:

(a) nociceptor activation in the periphery (transduction)
(b) relay of the information from the periphery to the central nervous sys-

tem (transmission)
(c) neural activity that leads to control of the pain transmission pathway

(modulation)

� Pain perception is the awareness of pain frequently initiated by a noxious
stimulus, such as an injury or a disease, or by lesions in the peripheral or
central nervous system, such as diabetic neuropathy, spinal cord com-
pression and stroke. Pain is a perceptual phenomenon that involves higher
central nervous system mechanisms

� Pain behaviours are the things somebody does or does not do that can be
described as a result of the presence of pain and the menace of tissue
damage or disease that it represents. Examples of pain behaviours
are grimacing, anger, lying down, stopping working, crying, recourse to
medical advice
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The four modalities of skin sensation, touch, warmth, cold and pain
were differentiated by von Frey in 1894 in a ‘theory of cutaeneous senses’
(Melzack and Wall 1982: 152). Von Frey assumed that the human skin com-
prises a multitude of unique sensory ‘spots’ for touch, warmth, cold and
pain, and identified two types of structures in the skin: (1) free nerve endings,
in the upper layers of the skin; and (2) nerve fibres, wrapped around hair
follicles. Von Frey associated free nerve endings with the detection of pain in
the periphery and assumed these to be the pain receptors (Melzack and Wall
1982: 151–2). Von Frey’s theory encouraged others to seek for specific path-
ways from the receptors to the spinal cord and then the brain (Horn and
Munafo 1997: 4). Subsequent studies and operations in humans and animals
suggested that the anterolateral quadrant of the spinal cord was critically
important for relaying pain sensation to the brain, and the spinothalamic
tract that ascends in the anterolateral aspect of the spinal cord came to be
known as ‘the pain pathway’. To this day, the location of the pain centre in
the brain is still a source of controversy and extensive research (Melzack and
Wall 1982: 154).

The greatest weakness of the specificity theory of pain is its assumption
that there is a rigid and direct relationship between the physical stimulus and
a sensation felt by the individual. The idea of the existence of specific pain
receptors implies that stimulation of these receptors will result invariably in
the sensation of pain (Horn and Munafo 1997: 5), but clinical evidence of
phantom limb pains, neuralgias and causalgias constitute a strong challenge
to the idea of a fixed, direct-line nervous system and thus to the simplicity of
the specificity theory of pain. In all these latter syndromes, the central ner-
vous system has been damaged and gentle-touch, vibration and any other
type of non-noxious stimuli can trigger excruciating pain (Melzack and Wall
1982: 156).

Patterning theory

In an early critique of specificity theory, Goldscheider hypothesized in 1894
that pain was due to excessive peripheral stimulation that produces a pattern
of nerve impulses interpreted centrally as pain (Horn and Munafo 1997: 5).
He based this hypothesis on observations of patients with unusual pain
perceptions due to late-stage syphilis who sometimes reported bizarre pain
as a result of a mild stimulus, such as burning pain when repeatedly touched
by a warm stimulus (Horn and Munafo 1997: 5). Goldscheider proposed
that all fibre endings were alike, that intense stimulation of non-specific
receptors produced different patterns for pain, and that the transmission of
peripheral sensory information was ‘summated’ at the dorsal horn. Pain
information would be transmitted to higher levels (the brain) and perceived
only if the level of output at the dorsal horn exceeded a threshold (Horn and
Munafo 1997: 5). He formulated the theory of pattern generation of pain,
popularly known as the ‘patterning theory of pain’. The important contri-
bution made by this theory to the understanding of pain was the idea of the
summation phenomenon in the spinal cord implying that ‘something else’
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needs to happen at the transmission level before the pain sensation would be
perceived.

An emergent critique of specificity and pattern theories: the impact
of the First and Second World Wars

It could be said that the advances made in the understanding of pain
during the first half of the twentieth century resulted from (1) the work
undertaken by Rene Leriche during the First World War, which introduced
the concept of visceral pain and its components, and (2) the invaluable
observations made in battlefields by Henry Beecher during the Second
World War, which highlighted that pain was a multidimensional and
individual experience.

In the post-war periods, the idea of a ‘specific pain pathway’ led to the
development of numerous surgical techniques to control pain. It was
believed that by sectioning the pain pathway the perception of pain would be
avoided. These surgical sections could be done at different levels of the pain
path, such as a ‘neurotomy’ to section a nerve branch, a ‘radicotomy’ to
section posterior spinal nerve roots, or a ‘cordotomy’ to section the spino-
thalamic tract of the spinal cord (Rey 1995: 307). This emerging neuro-
surgical field seemed to proffer tempting solutions when other available
therapeutic options were insufficient. It was also a time when addiction to
morphine, or ‘morphinomania’, was becoming a major medical and social
concern. In comparison, surgery was seen as an opportunity to attack and
potentially eradicate pain directly, without resorting to morphine use (Rey
1995: 308).

The French surgeon Rene Leriche was, arguably, a pioneer of the
‘surgery of pain’. His work covered two types of surgical operations: one
performed on the sensibility tracts of the central nervous system as
previously mentioned, and the other performed on the sympathetic ner-
vous system. The latter was the area in which Leriche made his most
significant contribution (Rey 1995). During the First World War, Leriche
saw many soldiers with injuries that compromise both motor and visceral
structures. By performing different interventions to the sympathetic ner-
vous system, he was able to define the two elements of ‘visceral pain’: the
‘true’ and the ‘referred’ pain, concepts hotly debated at the time (Rey 1995:
312–15).

Later, an anaesthetist, Henry Beecher, had a considerable influence
based on his observations of wounded soldiers during the Second World
War, when he reported that many rarely complained of pain (Beecher 1946,
cited in Meldrum 1998). He hypothesized that this was because of their
culture of stoicism, their relief that they survived, or their expectation that
they would now be able to return home. From these observations and his
subsequent clinical work, Beecher theorized that the perception of pain was
largely dependent upon a ‘reaction component’ that depended on such
variables as age, gender, ethnicity, experience, culture and distraction. The
main thrust of Beecher’s critique of laboratory-based pain was that
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experimentally induced and clinically relevant pain were not comparable
because:

the reaction or processing of sensations that travel over the peripheral
pain apparatus and emerge in consciousness is determined by past
experience, by conditioning, by memory, by judgement, by present
meaning . . . This reaction is never alike for any two individuals and,
indeed, with the passing of time and accumulation of life experience, is
never exactly the same for the same individual from one time to
another.

(Beecher 1956: 12)

Another American anesthetist, John Bonica, built on Beecher’s work,
putting forward the radical view that pain was a composite of neurophysio-
logic and psychological factors that should be ‘apprehended clinically as a
whole’ (Baszanger 1998: 27). Most notably, Bonica argued that the mental
and physical effects of pain needed to be understood as catalysts of each
other. This overturned a position in which the approach to pain was con-
fined to diagnosis and cause, and in which any emotional or ‘subjective’
element was excluded (Baszanger 1998: 29).

In the decades after the Second World War, the study of pain gained
momentum primarily for two reasons. First, the search for strong and non-
addictive analgesics as alternatives to morphine and aspirin led to the study
of pain under laboratory-controlled conditions with the aim of detecting
and measuring changes in pain perception in order to document the efficacy
of the analgesics (Meldrum 1998). Until then, morphine and aspirin were
the only painkillers widely used and easily accessible. While morphine and
other opium derivatives had many medical uses, aspirin was the first drug
purely marketed as an analgesic. Second, published observations made by
physicians of their clinical practice began to provide a richer understanding
of pain as a multidimensional and individual experience.

The emergence of ‘gate control’ theory

By the 1960s, pain was defined by unconnected concepts of patterning, pos-
sible modulation in the dorsal horn of the spinal cord, ascending pain path-
ways from the periphery to the brain, and the multidimensional qualities of
the pain experience. Although it became apparent that the spinal cord might
have an active role in the mechanism of pain, much emphasis was still con-
centrated on the periphery and the pain receptors. The spinal cord was
conceived as a passive transmission station, and the brain as a final receptive
station.

In 1965, Ronald Melzack and Patrick Wall presented a new theory – the
‘gate control theory of pain’ – which effectively provided a comprehensive
model that was, for the first time, able to account for both neurophysio-
logical and psychological factors. They suggested that input signals from
primary sensory neurons were actively modulated in the spinal cord by a
neural mechanism, the ‘gate’. A balance between inhibitory and facilitatory
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influences arising both locally and descending from the brain determined
which signals were let through and relayed to the brain. These signals would
then be perceived as a painful stimulus. The balance between peripheral
(ascending and facilitatory) and central (descending and inhibitory) inputs
would open or close the ‘gate’. As a result, both the spinal cord and the
brain were actively involved in the pain process. The spinal cord was pre-
sented as a controlling centre where activations, inhibitions and modulation
occurred, and the brain as an active system that filters, selects and also
modulates sensory inputs. The gate control theory pointed to the dorsal
horn of the spinal cord as the crucial place that determines whether an
individual would be in pain (Melzack and Wall 1965). In this way, it allows
us to explain: (a) the cultural, affective and emotive dimensions of pain that
make severely wounded patients feel less pain than expected (Beecher 1946);
(b) pain without evident tissue damage, such as migraine or chronic low
back pain.

After the publication of the gate control theory, an explosion in
research on the physiology and pharmacology of the dorsal horn of the
spinal cord and the descending control systems from the brain occurred.
Psychological factors started to be seen as an integral part of the pain
process and new approaches for pain control were opened, such as the
transcutaneous electrical nerve stimulation (TENS) technique that later
became an important modality for the treatment of chronic and acute pain
(Tulder et al. 2000).

The neuromatrix theory

In 1999, Ronald Melzack proposed a model to explain how the human
body perceives pain in relation to itself and the outside world. He called
his model the ‘neuromatrix theory of pain’. When we are in pain, several
events occur simultaneously. For instance, we become aware of our current
pain state by being able to define its severity, its duration, what makes it
worse or better. We tend to look for reasons that might be causing the pain
and for ways to control it. But what the pain means to us and how we react
to it and behave depend upon several factors, such as our previous experi-
ences of similar circumstances, our ability to cope with stressful situations,
our genetic disposition to perceive and tolerate pain, and our expectations
of the immediate and near future in relation to the painful condition. To
explain how all these aspects come together to build up our individual
experience of pain, Melzack proposed that the whole body is represented
in a neural network in the brain, the neuromatrix. He suggested that its
structure is determined genetically and modified by experience over time.
The perception of pain by the neuromatrix in the brain results from the
summary of sensory inputs that arrive from the site of injury, current
concentrations of endocrine products of stress release in response to the
pain, such as cortisol, adrenaline and glucose, and emotive inputs derived
from past individual experiences. In this way, Melzack emphasizes the
importance of incorporating other disciplines, such as endocrinology
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and genetics, in the multidisciplinary approach of pain management
(Dickenson 2002).

Neuroplasticity

Today, it is acknowledged that when tissue is damaged many different chem-
ical inflammatory messengers form locally an ‘inflammatory soup’ and sen-
sitize a network of neural structures (Dickenson 2002). These peripheral
changes then alter the activity in central systems and drive central com-
pensations and adaptations, so that the mechanisms involved in the pain are
likely to be multiple and located at a number of sites. As a result of these
observations, potential new targets for analgesic therapy are currently being
researched and a rationale on which to base the use of opioids and other
analgesics has emerged. On the other hand, it has also been suggested that
sensory neurons share the ability to use information previously acquired to
respond to current demands following a neuronal ‘learning’ process. This
capacity of sensory neurons to change the pattern of transmission accord-
ing to previous experience and the surrounding environment is recognized
as the plasticity of the nervous system or ‘neuroplasticity’ (Dickenson
1995).

Pain and the brain: contemporary understandings

During recent decades, the major challenge in the study of pain mechanisms
has been to understand how the brain works (Melzack and Wall 1996: 154).
Reasons for lack of appropriate evidence have included ethical concerns and
limitations, lack of interest in the subject compared with other medical fields
and lack of suitable examination techniques (Berman 1995). However, the
development of relatively non-invasive imaging techniques has made pos-
sible the study of functional brain activity during the process of pain. There
are three relevant imaging techniques currently available for the study of
pain:

• single photon emission computed tomography (SPECT);

• positron emission tomography (PET); and

• functional magnetic resonance imaging (fMRI).

These imaging techniques have been applied to the problem of localizing
brain areas associated with a variety of experimental and clinical pain con-
ditions. They can also be used in human beings to study the distribution of
brain receptors. For instance, positron emission tomography has been widely
used to map opioid receptors. However, these techniques have several limita-
tions: they rely on the experience of the operator and on the integrity of
anatomical structures, and they only provide information at a ‘macro’ level
with no precision on the cells involved in the process of pain and their
functions (Berman 1995).

We now provide a brief summary of the variety of understandings of
pain and their evolution (see Box 13.2).
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Box 13.2 Summary of pain understandings

Before the
nineteenth century

People expected to suffer pain as a life natural event. It
had magical and religious connotations. Raw opium
was the only medicine available with analgesic proper-
ties, although alcohol was also used to dull the senses.
Principles of anesthesia were unknown

Nineteenth century � Morphine was first isolated from opium in 1804 and
subsequently other opioids were found

� Anaesthetic techniques started to be developed
and the principles for anaesthesia became to be
understood

� The study of pain gained more interest alongside
developments in surgical procedures

� Acetylsalicylic acid (aspirin) was first discovered in
1873 and was the first medicine marketed as a
painkiller or analgesic

� The specificity theory of pain was formulated
following a mechanistic understanding of the pain
process as rigid, unidirectional and structured. Pain
receptor (skin) → pain pathway (spinal cord) → pain
centre (brain)

First half of the
twentieth century

� The specificity theory of pain further developed and
dominated understandings of pain mechanisms

� Surgical techniques to ‘cut’ the ‘pain pathway’
were developed and used to control severe chronic
pains

� Patients who suffered from pain of uncertain origin
with no evidence of tissue damage (e.g. migraine,
low back pain) were sent to psychiatrists, as it was
not possible to explain their painful conditions with
the knowledge at the time

� Visceral pain was described and recognized as a
possible variety of pain

� The need for further alternative analgesics led
to the study of pain in experimental and clinical
settings

� Earliest observations and documentations of the
emotive, affective and cultural aspects of pain
gained recognition

Second half of the
twentieth century

� Cancer and chronic pain started to gain medical
recognition as a relevant public health problem

� In 1960, the gate control theory of pain incorpor-
ated the physical and psychological components of
pain, changing the way in which the pain process
was understood and researched
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Different types of pain: classifications

Two main types of pain can be identified according to the reaction they
generate: (1) functional or physiological pain and (2) clinical pain. Func-
tional or physiological pain has a primary protective role: it warns us of
imminent or actual tissue damage and elicits coordinated reflex and
behavioural responses to keep such damage to a minimum. It does not
require medical intervention. Examples of physiological pain are present in
everyday life, such as the way we quickly remove our hand when touching a
hot plate. By contrast, clinical pains comprise persistent pain syndromes that
offer no biological advantage and cause suffering and distress. Clinical pains
are summarized in Box 13.3. People presenting with any type of clinical pain
seek medical advice and frequently need regular assessment and supervision.

As Box 13.3 indicates, clinical pains can be described in a temporal sense
as being transient, acute or chronic. They can also be described in terms of
the type of tissue damage with which they are associated. Inflammatory pain
is associated with visceral or somatic tissue damage or inflammation; neuro-
pathic pain results from damage to the peripheral or central nervous systems.

� The hospice movement and the development of
pain clinics emphasized the need for a multi-
professional approach to pain relief

� Pain became to be seen as a multidimensional
phenomenon with physical, social, psychological,
emotional and cultural components

� A significant development in analgesic inter-
ventions and methods for the administration of
painkillers developed

� Imaging techniques helped to study the brain
behaviour of human beings during painful events

Box 13.3 Clinical pain

Inflammatory

Visceral Somatic Neuropathic

Transient Painful endoscopy Intramuscular
injection

Shooting pain elicited by
knocking the elbow

Acute Inflamed appendix Broken bone Trigeminal neuralgia
Chronic Metastatic

enlargement of the
liver

Low back pain Diabetic neuropathy
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Transient pain

This can appear in the absence of any tissue damage and is elicited by the
activation of sensitive receptors in the skin or other tissues. It has been
suggested that this type of pain probably develops to protect people from
physical damage due to an adverse surrounding or due to over-stress of the
body tissues (Loeser and Melzack 2001). In the clinical setting, transient
pain is seen in procedural manoeuvres, such as during an endoscopy or an
intramuscular injection.

Acute pain

This has been defined as ‘the normal, predicted physiological response to an
adverse chemical, thermal or mechanical stimulus associated with surgery,
trauma and acute illness’ (Federation of State Medical Boards of the United
States 1998). It typically results from tissue injury or inflammation, and it
can be considered to have a biologically reparative function. Because tissue
damage has already occurred and cannot be prevented, the presence of acute
pain enables healing and repairs to occur undisturbed, making the injured or
inflamed area and surrounding tissue hypersensitive to all stimuli so that
contact with any external stimulus is avoided. Usually, the local injury does
not overwhelm the body’s reparative mechanisms and ‘healing’ occurs with-
out medical intervention (Carr and Goudas 2001). However, medical inter-
ventions may be useful in preventing or reducing pain and speeding up the
healing process by shortening the duration of the injury (Loeser and
Melzack 2001). Clinical observations indicate that the biological and
psychological foundation for chronic pain is in place within hours of an
acute injury. Early control of acute pain can shape its subsequent evolu-
tion and prevent it from transforming to persistent and long-term pain. For
many patients minimization of pain can improve clinical outcomes
(Carr 1998). Patients’ attitudes, personalities and previous experiences will
strongly influence their immediate reaction to acute pain, a typical example
of which is post-operative pain.

Chronic pain

Chronic pain persists long after the tissue damage that initially triggered its
onset has resolved, and in some people chronic pain presents without any
identified ongoing tissue damage or antecedent injury, such as chronic low
back pain or migraine (Bonica 1990, cited by Ashburn and Staats 2001). The
inability of the body to restore its physiological functions to normal homeo-
static levels distinguishes acute from chronic pain (Niv and Devor 1998). In
some cases, chronic pain exists because the injury exceeds the body’s capabil-
ity for healing. This occurs in cases of extensive trauma and subsequent
scarring, loss of a body part, or when the nervous system is affected by the
injury itself (Loeser and Melzack 2001). For other chronic pain syndromes,
such as chronic low back pain, headache, neuropathic pain and phantom
limb pain, the available knowledge about their underlying pathophysiology
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is limited. These chronic pain syndromes are usually diagnosed and treated
on the basis of clinical criteria alone, without existing definitive scientific
evidence or confirmatory studies (Ashburn and Staats 2001). The traditional
classification, based on the duration of pain, that describes acute pain as
pain of recent onset and short duration and chronic pain as persistent pain
after an injury has healed, is increasingly questionable (Carr and Goudas
2001). A 1994 report of the International Association for the Study of Pain
Task Force on Taxonomy (Merskey and Begduk 1994) acknowledged that
acute pain associated with new tissue injury might last for less than 1
month, but at times for longer than 6 months. However, since the healing
process usually takes a few days or a few weeks, pain that persists for several
months or years tends not to be classified as acute. Chronic pain tends to
have a more profound impact on patients’ general state than acute pain: it
often affects the patient’s mood, personality and social relationships. People
with chronic pain usually experience concomitant depression, sleep dis-
turbance, fatigue and decreased overall physical and mental functioning
(Ashburn and Staats 2001).

Approaches to managing chronic pain

In the 1950s, John Bonica developed an interdisciplinary approach designed
to integrate the efforts of health care providers from several disciplines, each
of whom specializes in different features of the pain experience (Baszanger
1998). Bonica’s legacy has been the concept of the ‘pain clinic’: a model for
managing chronic pain that has been adopted across the world. Bonica’s
work in the USA was mirrored in many respects by the pioneering work on
cancer pain of Cicely Saunders in the UK during the 1960s (Clark 1998).

It is now widely understood that the management of chronic pain should
be an interdisciplinary endeavour, with a core team typically comprising a
pain management physician, a psychologist, a nurse specialist, a physical
therapist and a pharmacist. The team tailors the care plan according to the
individual needs of the patient, with a focus on achieving measurable treat-
ment goals in reasonable periods of time established with the patient. Cogni-
tive and behavioural therapies are used in the management of chronic pain to
alter the effect of the pain on the individual’s life (see Box 13.4).

Nociceptive and neuropathic pain

The term ‘nociceptive’ is applied to pains that are presumed to be main-
tained by continual tissue injury (Twycross and Wilcock 2002). Nociceptive
pain is called ‘somatic’ when it is produced by damage of structural tissues,
such as skin, bone, muscle or joint (Woolf 1995). Pain of somatic origin is
usually focal and well localized, dull or stabbing. It usually responds well to
conventional analgesics, such as non-steroidal anti-inflammatory and opioid
drugs. Nociceptive pain is known as visceral pain when it is produced by an
injury of internal organs, such as lung, heart or gut. Visceral pain has five
important clinical characteristics (Cervero and Laird 2001):
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• It is not evoked from all viscera (organs such as liver, kidney, most solid
viscera and lung parenchyma are not sensitive to pain). Pain in the area
of these organs is usually due to inflammation, distention or irritation
of the surrounding tissues (e.g. pain due to distention of the liver
capsule due to hepatic malignant infiltration).

• It is not always linked to visceral injury (cutting the intestine causes no
pain, whereas stretching the bladder is painful).

• It is diffuse and poorly localized.

• It is referred to other locations.

• It is accompanied by motor and autonomic reflexes, such as nausea,
vomiting and local muscle tension, such as the lower back muscle
tension that occurs in renal colic.

There are two distinct types of localization of visceral pain: deep, ‘true’
visceral pain, and superficial, ‘referred’ visceral pain. The pain that is
perceived as being deep within the body is often called ‘true’ visceral pain. It
is usually perceived as arising in the midline, and perceived as anterior or
posterior. ‘True’ visceral pain is usually extensive rather than focal and with
diffuse boundaries. It is frequently associated with a sense of nausea and
being ill. Autonomic and motor reflexes are often extreme and prolonged.

Box 13.4 Roles of members of an interdisciplinary pain management team (adapted from Ashburn
and Staats 2001: 4)

Physician Nurse Psychologist

Physical and
occupational
therapist Pharmacist

� Regular
assessment
and
neurological
and
musculo-
skeletal
examination

� Review of
preview
interventions

� New therapy
considerations

� Specialist
referral

� Education

� Coordination of
care

� Education to
medical and
non-medical
staff

� Regular
assessment of
patient’s and
relatives’ needs

� Continuous
support

� Consideration
and provision of
non-pharmaco-
logical
interventions

� Comprehensive
psychological
support

� Regular
psychological
assessment

� Coping skills
reinforcement

� Cognitive
behaviour
therapies

� Education on
the use of self-
management
techniques

� Regular
assessment
of physical
endurance

� Regular
assessment
of the work
site and
home

� Management
of physical
rehabilitation
techniques

� Regular review
of past and
current
pharmaco-
logical
interventions.

� Education with
regard to
adequate use of
pharmaco-
logical
interventions.

� Regular update
on available
alternative
pharmaco-
logical
interventions
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‘Referred’ visceral pain appears in distant structures from the affected
organ. The area of referral is often superficial and segmental, that is to
muscle, skin or both, innervated by the same spinal nerves as the affected
viscus. The site of referral may additionally show hyperalgesia and it might
be tender to the touch. ‘True’ and ‘referred’ visceral pain may be present at
the same or different times (Cervero and Laird 2001).

Tissue damage provokes a local inflammatory response that alters the
sensitivity of sensory fibres in the periphery. The inflammatory response is
characterized by the local release of many different chemical messengers,
such as growth factors – histamine, bradykinin, cytokines, substance ‘P’ –
which are responsible for the sensitization of the peripheral sensory fibres.
They tend to act synergistically together rather than individually, by pro-
ducing a ‘soup’ or ‘cocktail’, usually called the ‘inflammatory soup’ (Loeser
and Melzack 2001). Non-steroidal anti-inflammatory drugs, such as aspirin
and ibuprofen, act by modifying this inflammatory soup. For this reason,
they are of particular benefit for pains in which inflammation is a major
component, such as bone metastasis and tissue infiltration (Twycross and
Wilcock 2002). Figure 13.1 depicts this process.

The term neuropathic pain is used when the pain results from damage to
the nervous system, such a peripheral nerve, the dorsal root ganglion or
dorsal root, or the central nervous system (Woolf and Mannion 2001). It is
sustained by an aberrant somatosensory processing in either the peripheral
or the central nervous system. In cancer patients, for instance, neuropathic
pain appears when a peripheral nerve is trapped by the growth of the
tumour. Other more complex syndromes are also labelled as neuropathic
pains, namely central pain, neuropathies (either mononeuropathies or
polyneuropathies) and complex regional pain syndromes (see Box 13.5).

Figure 13.1 Inflammatory messengers are released at the site of the injury.
They sensitize sensory peripheral fibres and also induce changes at the central
processing of the pain message (adapted from Twycross and Wilcock 2002: 33).
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Many patients with neuropathic pain exhibit persistent or paroxysmal
pain that is independent of a stimulus (Woolf and Mannion 2001). This
pain appears without any identified stimulus and it can be shooting, stab-
bing or burning. It may depend on activity in the sympathetic nervous
system. Stimulus-evoked pain is a common component of peripheral nerve
injury and has two key features: hyperalgesia and allodynia. Although
neuropathic pain can respond well to conventional analgesics, in many
patients it does not respond to non-steroidal anti-inflammatory drugs and it
is resistant or insensible to opioid drugs. Patients are usually treated with
combinations of drugs that may include: opioid analgesics, such as mor-
phine; non-steroidal anti-inflammatory drugs, such as diclofenac; tricyclic
antidepressants, such as amitriptiline; serotonin uptake inhibitors, such as
sertraline; and anticonvulsants, such as carbamazepine or gabapentin.
Local anaesthetic blocks targeted at trigger points, peripheral nerves, plexi,
dorsal roots and the sympathetic nervous system have useful but short-lived
effects. Chronic epidural administration of drugs such as clonidine, steroids,
opioids or midazolam has also been used with variable results (Woolf and
Mannion 2001). Overall, the diagnosis of neuropathic pain indicates the
need for a combination of therapies and the aim of the treatment is often to
help the patient to cope by means of psychological, complementary or
occupational therapies, rather than to eliminate the pain completely (see
Figure 13.2).

The ability to clinically differentiate inflammatory – either visceral or
somatic – from neuropathic pain has relevant therapeutic implications, since
different analgesics are better at controlling different types of clinical pains.
Box 13.6 presents a summary of this section of the chapter.

Box 13.5 Neuropathic pain syndromes associated with an injury of a nervous
system structure

� Central pain is the pain initiated or caused by a primary lesion or dysfunc-
tion in the central nervous system, such as post-stroke pain and spinal
cord compression pain

� Neuropathies represent a disturbance of function or pathological change
in a peripheral nerve:

– in one nerve, mononeuropathy
– if diffuse and bilateral affecting several nerves, polyneuropathy

� Complex regional pain syndromes, such as:

– causalgia is a syndrome of sustained burning pain and allodynia after
a traumatic nerve lesion, often combined with vasomotor and
sudomotor dysfunction and later trophic changes
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Figure 13.2 Neuropathic pain appears when there is an injury that affects any
structure of the nervous system. Inflammatory messengers are also released at
the site of the injury and play an important role in the development of neuro-
pathic pain (adapted from Twycross and Wilcock 2002: 33).

Box 13.6 A summary of types of pain

� Somatic pain is the pain elicited when the body’s structural elements, such
as bone or muscle, are damaged

� Visceral pain is the pain caused by the injury of internal organs or their
surrounding tissues, such as liver, heart and appendix

� Neuropathic pain is the pain initiated or caused by a primary lesion or
dysfunction in the nervous system

� Referred pain is a feature of visceral pain. The area of referral is generally
localized to distant structures, segmental and superficial, that are muscle, skin
or both, innervated by the same spinal nerves as the affected internal organ

� Breakthrough (unpredictable) pain is an intermittent exacerbation of pain
that can occur spontaneously, usually not related to a specific activity or
weight-bearing

� Incident (predictable) pain is a type of intermittent pain that is related to a
specific activity, such as eating, defecation, weight-bearing or walking.
Also referred to as ‘movement-related pain’

� End of dose failure pain occurs shortly before the next dose of regular
analgesics is due. It is usually controlled with an increase in the regular
dose of analgesics

� Hyperalgesia is an increased response to a stimulus, which is normally
painful. It appears when a noxious stimulus applied on the skin causes
more pain than that expected in a normal tissue

� Allodinya is the pain caused by a stimulus that would not normally produce
pain

� Dysesthesia is an abnormal painful sensation, such as burning, caused by
a non-noxious stimulus
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Cancer pain

The prevalence of chronic pain in cancer patients has been estimated to be
30–50 per cent among patients with cancer who are undergoing active treat-
ment for a solid tumour and 70–90 per cent among those patients with
advanced disease (Portenoy and Lesage 2001). Box 13.7 summarizes data
from the World Health Organization (Pan-American Health Organization
1999).

Prospective surveys indicate that as many as 90 per cent of patients
could attain adequate relief with simple drug therapies, but this success rate
is not achieved in routine practice (Pargeon and Hailey 1999). Inadequate
management of pain is the result of various factors, including a deficiency in
proper education of physicians and other health professionals on pain con-
trol and palliative care; fear among health professionals of drug dependence
and addiction that results in under-prescription and under-use of analgesics;
lack of general awareness that pain can be adequately controlled; misguided
drug legislation and inappropriate availability of suitable drugs (WHO
Expert Committee Report 1990). The World Health Organization advocates
a strategy to respond to these issues (WHO 1996). It relies on three key
components:

• Government policies emphasizing the need to alleviate chronic cancer
pain.

• Drug availability, improving the prescription, distribution, dispensation
and administration of drugs (especially opioids).

• Education of the public, health care professionals, drug regulators and
policy makers.

Cancer pain management has had several implications for public health
initiatives and policies and has recently been suggested as a possible indica-
tor of adequate health service provision (Breivik 2002).

Box 13.7 Palliative care and adequate cancer pain relief needs: the World
Health Organization figures (Pan-American Health Organization 1999)

� Nine million people a year worldwide develop cancer and 6 million others
die from the disease

� Twenty-five per cent of all cancer patients throughout the world die without
relief from severe pain

� Cancer pain occurs in about one-third of patients receiving anti-cancer
therapy and more than two-thirds of patients with advanced disease
experience pain

� Eighty per cent of patients in developing countries are incurable at
diagnosis

� Terminal patients are inadequately managed in a significant number of
cases in both developed and in developing countries
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Pain syndromes in cancer

A cancer patient might present acute and chronic pain syndromes that are
associated with the tumour or other painful condition unrelated to the neo-
plasm (Pargeon and Hailey 1999). Chronic pain syndromes in cancer
patients may result from a direct effect of the neoplasm, may be related
to therapies administered to manage the disease or to disorders unrelated to
the disease or its treatment (Portenoy and Lesage 2001). Although most
acute pain syndromes are caused by common diagnostic or therapeutic
interventions, acute flare-ups of pain are common among patients with
chronic pain (see Box 13.8). Many patients with well-controlled chronic
pain have transitory ‘breakthrough’ pains. Recognition of cancer pain
syndromes helps to identify the specific aetiology responsible for the pain,
guide the need for additional evaluation, suggest specific therapies or assist
in assessment of patients’ outcome.

Tumour-related somatic pain syndromes might be due to neoplastic inva-
sion of bone, joint, muscle or connective tissue causing persistent somatic
pain. The spine is the most common site of bone metastases and many
patients with cancer have back pain. Extension of a malignant tumour from
the vertebra has the potential to damage the spinal cord, causing devastating
neurological disorders. With early diagnosis and treatment, the neurological
complication can be prevented. For this reason, a high level of suspicion of
this complication is extremely important to prevent it and to ask for
immediate medical assessment is mandatory. Different visceral and somatic
pain syndromes can be caused by obstruction, infiltration or compression of
visceral structures and connective supporting tissues. Tumour infiltration or
compression of nerve, plexus or dorsal roots ganglion can be the reason for
neuropathic pain syndromes. These can also be a consequence of the remote
effect of malignant disease on peripheral nerves. The syndromes are highly
variable. Patients react differently to each situation and they may refer
aching pains or dysesthesias (abnormal pain sensations, such as burning)
anywhere innervated by the damaged neural structure (Portenoy and Lesage
2001).

Iatrogenic pain syndromes may emerge after chemotherapy or radio-
therapy or a combination of both. However, in general, specific somatic
pain syndromes related to chemotherapy, radiation therapy or surgery
are rare (e.g. radiation-induced or corticosteroid-induced necrosis of
femoral or humeral head). More frequently, patients may complain of
general malaise and aching, a flu-like syndrome, after these interven-
tions have been preformed. Visceral pain can follow intraperitoneal
chemotherapy or abdominal radiation therapy. These syndromes can mimic
tumour-related pains and in the assessment it is important to exclude
recurrence. Most pain syndromes that appear some time after the
treatment has been completed are neuropathic. Radiation-induced fibro-
sis can damage a peripheral nerve or nerves and cause neuropathic
pain; symptoms usually occur months to years after treatment. The neuro-
pathic pain can be associated with slowly progressive weakness, sensory
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Box 13.8 Acute pain syndromes in cancer patients (adapted from Portenoy
and Lesage 2001: 3–4)

Acute pain may be associated with:
1 Diagnostic procedures:

� lumbar puncture headache
� bone marrow biopsy
� venepuncture
� paracentesis
� thoracentesis

2 Analgesic techniques:

� acute pain after strontium therapy of metastatic bone pain

3 Therapeutic procedures:

� pleurodesis
� tumour embolization
� nephrostomy insertion

4 Chemotherapy:

� intravenous or intraperitoneal infusions
� painful peripheral neuropathy (platins and taxanes)
� diffuse bone or muscle pain from colony-stimulating factors
� oral pain due to chemotherapy-induced mucositis

5 Hormonal therapy:

� painful gynaecomastia

6 Immunotherapy:

� arthralgia and myalgia from interferon and interleukin (flu-like
syndrome)

7 Radiation therapy:

� headache after brain metastasis irradiation
� acute post-radiation proctocolitis or enteritis

Acute pain can be due to:
1 Tumour-related pathology:

� vertebral collapse
� pathological fracture
� headache from intracranial hypertension

2 Intercurrent infection:

� pain associated with wound infection or abscesses

3 Intercurrent pathology:

� cardiac angina
� ureteral colic pain

278 Transitions into the terminal phase



disturbances, radiation changes of the skin and lymphoedema (Portenoy
and Lesage 2001).

The patient with pain due to cancer: the nurse’s role in pain
assessment and pain measurement

Patients with cancer are likely to experience a range of psychological, social
and spiritual problems that extend far beyond the experience of physical
pain. The concept of ‘total pain’ first coined by Cicely Saunders (Clark
1998), and subsequently developed by Twycross (see for example Twycross
1997), captures the range of issues with which nurses and other members of
the multidisciplinary team need to be concerned when caring for patients
suffering from pain due to cancer (see Figure 13.3).

The concept of ‘total pain’ alerts us to the fact that pain is a deeply
personal experience that cannot be understood as merely a biological phe-
nomenon. One of the nurse’s greatest challenges and contributions to pain
management is to facilitate the expression of each individual’s encounter
with pain (Krishnasamy 2001), and to begin to understand what factors,
beyond the purely physical and physiological, impinge upon this. Although
exploring what pain means to the person experiencing it can be very difficult,
Krishnasamy identifies a range of questions that can be used to begin to
evaluate and assess the experience of pain for a person with cancer and thus
inform an effective care strategy (see Box 13.9).

Figure 13.3 ‘Total pain’ (reproduced with adaptations from Twycross and
Wilcock 2002: 18).
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While these questions are invaluable for understanding the personal
experience of pain and the impact that pain has on the lives of patients and
their family carers, nurses will also be responsible for contributing to measur-
ing the severity of pain such that the effectiveness of therapeutic interven-
tions can be evaluated. Pain measurement refers to a quantified measure of
one aspect of the pain experience – its severity. The measurement of pain
relies on a patient’s self-reports, or the inferences that health professionals
make on the basis of the patient’s behaviour. Several methods are used
to measure pain severity: numeric scales, descriptive rating scales, visual
analogue scales and box scales.

One of the most frequently used instruments to measure pain is the
McGill Pain Questionnaire (Turk and Okifuji 2001). It has three parts:

1 The first part includes a descriptive scale that rates the intensity of the
present pain. Numbers are assigned to each of five adjectives: 1 (mild),
2 (discomforting), 3 (distressing), 4 (horrible), 5 (excruciating).

2 In the second part, patients can mark the location of their pain on
ventral and dorsal views of a human figure.

3 The third part explores the sensory, affective and cognitive components
of pain. It comprises 20 categories grouped in a pain-rating index.

Although this questionnaire provides a great deal of information, it requires
a long time to complete. A shorter version has been produced.

Categorical verbal rating scales have been used to assess how effective a
given analgesic is. The patient is asked to rate the pain and the analgesic
effect and the observer documents the patient’s ratings. They are one of the
most reliable, sensitive and reproducible tools, although the information
they provide about other pain characteristics is very limited (Carroll and
Bowsher 1993). The Oxford Pain Chart (McQuay 1990) incorporates cat-

Box 13.9 Evaluate and assess the experience of pain for a person with
cancer to inform an effective care strategy (from Krishnasamy 2001: 341)

� When did you first notice you
were ill?

� How have things been since you
were told about the cancer?

� How have things been with your
family and friends?

� How have things been for your
family and friends?

� What was happening in your life
when the cancer was
diagnosed?

� What plans in your life has it
disrupted or stopped?

� Did you experience any pain
when you were first ill?

� When did you first experience
any pain?

� What makes it better? � What makes it worse?
� Is the pain the same now or has it

changed?
� What are your expectations and

hopes for the future?
� What are your fears for the

future?
� What does the pain mean to

you?
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egorical scales into a pain diary. For 7 days, the patient is asked to fill in a
pain diary before going to bed. Each day, the patient should rate the inten-
sity of the pain and the relief obtained with the treatment and tick a box
(Carroll and Bowsher 1993: 24):

How bad has your pain been today?

severe �

moderate �

mild �

none �

How much pain relief have the tablets given today?

complete �

good �

moderate �

slight �

none �

There is also a space for the patient to describe side-effects: Has the treat-
ment upset you in any way? Finally, the patient is asked to estimate the
effectiveness of the treatment over the week by circling a choice:

How effective was the treatment this week?

poor fair good very good excellent

� � � � �

There are many other tools for pain measurement. There are no rules as
to which pain measurement tool should be used or which is the best one. It
may be useful to find out what tools are used by colleagues and what their
perceptions about available tools are. Functional scales are useful in measur-
ing patients’ ability to engage in functional activities, such as walking up
stairs, sitting or resting for a specific time, and performing activities of daily
living. They are self-report measures that require no more than 5–10 minutes
to complete. Another approach would be to ask the patient to keep a diary
of the activities performed during the day, the pain related to them and the
actions taken to control it. In patients who are unable to communicate,
autonomic reactions to pain and distress can be measured, such as high
heart rate, perspiration and nausea. Similarly, ‘pain behaviours’ (such as
grimacing, restlessness or protection of a painful limb) can be observed and
quantified (Turk and Okifuji 2001).

Pain ‘assessment’ is distinguished from pain ‘measurement’ by denoting
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a combination of an attempt to understand the experience, quality and
duration of pain, to quantify its severity through measurement and to con-
tribute to a clinical diagnosis of its cause. As such, pain assessment requires
that nurses consider the interrelationship between pain and the experience of
suffering in terms of the degree of spiritual or existential distress that some-
one may be experiencing (Brant 2003), and that they are aware of issues that
relate to the particular characteristics of the patient for whose care they
are responsible (Aranda 1999). For example, nurses should be aware
that pain and clinical depression are frequently found together in patients
with chronic pain, and that therefore it is extremely important to assess
depression in this group of patients (see Chapter 14).

Pain assessment should be carried out at regular intervals and be well
documented so that all members of the multidisciplinary team have access to
an understanding of the patient’s pain problem (Fink and Gates 2001: 55)
and so that a comprehensive pain management strategy can be developed.

Pain management: pharmacological and
non-pharmacological interventions

In 1982, a panel of experts were invited by the World Health Organization to
create an easily applicable approach for the management of pain: this is
known as the WHO three-step analgesic ladder (see Box 13.10). The three-
step ladder is the method most widely accepted and recognized as the basis
for adequate pain control. Its methodology involves a stepwise approach to
the use of analgesic drugs, going from the first to the third step in analgesic
strength. It recommends that analgesics should be used:

• By the mouth: the mouth is the standard route for the administration of
opioids, including morphine.

• By the clock: emphasizing the importance of a preventive attitude
towards pain control. Analgesics should be given regularly and
prophylactically.

• By the ladder: using the three-step analgesic ladder, moving always up
the ladder and not sideways in the same efficacy group (Twycross and
Wilcock 2002: 30–1).

• Review: on a regular basis to assess response to analgesics, to adjust
doses and to identify different sources of pain and possible aggravating
factors.

The emphasis on the use of oral opioids for moderate to severe pain has
been recognized as the most important reason for the success of the three-
step ladder. Moreover, it constitutes a framework of conceptual principles,
which are easy to teach and to remember, and practical to implement. It is
not a rigid protocol and allows considerable flexibility in the choice of
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specific drugs. Pain treatment can be started at the first, second or third step
in the ladder according to the pain intensity and, in many circumstances, the
second step may need to be ignored. The mainstay approach for the man-
agement of cancer pain is opioid-based pharmacotherapy, using opioids
(such as morphine, methadone, fentanyl), usually in combination with non-
opioid analgesics, such as acetaminophen (paracetamol), NSAIDS (non-
selective COX-2 inhibitors, such as aspirin and selective COX-2 inhibitors,
such as celecoxib), and analgesic adjuvants, such as corticosteroids (e.g.
dexamethasone), tricyclic antidepressants (e.g. amitryptiline) and anti-
convulsants (e.g. gabapentin) (see Box 13.11).

In 2001, an expert working group of the research network of the Euro-
pean Association for Palliative Care (EAPC) published a series of 20

Box 13.10 The WHO three-step analgesic ladder (adapted from Twycross
and Wilcock 2002: 31)

� The first step is the use of acetamino-
phen, aspirin or another non-steroidal
anti-inflammatory drug (NSAID) for mild
to moderate pain

� When pain increases or persists, a
‘weak’ opioid such as codeine should
be added to the NSAID (second step)

� When higher doses of ‘weak’ opioids
are needed and the maximum thera-
peutic dose has been reached, or the
pain has not been well controlled, they
should be replaced with strong opioids
such as morphine (third step)

� Adjuvant drugs are used at any time
to enhance analgesic efficacy (broad-
spectrum analgesia)

� Opioids and non-opioid analgesics are
used systematically by the clock, and
by the mouth whenever possible

� The right dose is the one which relieves
the pain in that particular patient (indi-
vidualized treatment)

REVIEW, REVIEW, REVIEW . . .
The division of opioids into ‘weak’ and ‘strong’ is arguable and arbitrary.
Pharmacologically, there is no logic to use weak opioids, as small doses of
strong opioids can be used instead. Step 2 of the WHO analgesic ladder would
either represent full doses of ‘weak’ opioids or small doses of ‘strong’ opioids.
However, due to reasons of non-availability or restricted supplies of morphine
and other strong opioids in many countries worldwide, Step 2 has been
placed for practical reasons within an international perspective (Twycross et al.
2002: 159).
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recommendations for the use of morphine and alternative opioids in cancer
pain control (Hanks et al. 2001). Each of these recommendations has been
based on the best available evidence at the time of the publication. Box 13.12
reproduces these.

The World Health Organization and the European Association for Pal-
liative Care thus recommend morphine as the opioid of first choice to be
considered for cancer pain relief. The oral route is the preferred one and it
should always be considered in the first instance. If morphine is given
orally, it should be titrated upward in gradually increasing doses until a
dose is found that maintains continuous pain relief. The goal is to make
the patient pain-free at all times (Melzack and Wall 1996: 277). The atti-
tude towards cancer pain control should be preventive and proactive with-
out waiting until the patient is in pain to administer the required dose
of opioid. Doses of painkillers and adjuvant medications need to be
given regularly and extra doses should be advised and available to be
taken ‘as required’ by the patient to relieve episodes of ‘breakthrough’ and
‘incidental’ pain.

Adjuvant analgesics are a miscellaneous group of drugs; their pri-
mary indication is not for pain control but they can relieve pain in specific
circumstances. They include:

• Corticosteroids, such as dexamethasone and prednisolone are specially
helpful for the reduction of pain associated with nerve root or spinal
cord compression. Their general anti-inflammatory effect reduces the
oedema surrounding the tumoral mass.

• Antidepressants, such as amitriptiline.

• Anticonvulsants, such as sodium valproate and gabapentin

Antidepressants and anticonvulsants can act both at the level of the per-
ipheral nerve and at the dorsal horn of the spinal cord. They are used

Box 13.11 Commonly used analgesics

Acetaminophen
(paracetamol) NSAIDS ‘Weak’ opioids ‘Strong’ opioids Adjuvants

Acetyl
salicylic acid
(aspirin)

Codeine Morphine Corticosteroids

Diclofenac Hydrocodone Hydromorphone Anticonvulsants
Ibuprofen Tramadol Fentanyl Tricyclic

antidepressants
Selective
COX-2
inhibitors

Buprenorphine Diacetylmorphine Biphosphonates

Propoxyphene Oxycodone
Methadone
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Box 13.12 The European Association for Palliative Care (EAPC) recommendations for the use of
morphine and alternative opioids in cancer pain management (Hanks et al. 2001)

1 Morphine is the opioid of first choice for moderate to severe cancer pain
2 The optimal route of administration of morphine is by mouth. Ideally, two types of formulations

are required: normal release (for titration) and modified release (for maintenance treatment)
3 The simplest method of dose titration is with a dose of normal release morphine given every 4

hours and the same dose for breakthrough pain. This ‘rescue’ dose may be given as often as
required (up to hourly) and the total daily dose of morphine should be reviewed daily. The
regular dose can then be adjusted to take into account the total amount of rescue morphine

4 If pain returns consistently before the next regular dose is due, the regular dose should be
increased. In general, normal release morphine does not need to be given more often than
every 4 hours and modified release morphine more often than every 12 or 24 hours (according
to the intended duration of the formulation). Patients stabilized on regular oral morphine
require continued access to the rescue dose to treat ‘breakthrough’ pain

5 Several countries do not have a normal release formulation of morphine, although such a
formulation is needed for adequate pain management. A different strategy is needed if treat-
ment is started with modified release morphine. Changes to the regular dose should not be
made more frequently than every 48 hours. The dose titration phase will be prolonged

6 For patients receiving normal release morphine every 4 hours, a double dose at bedtime is a
simple and effective way of avoiding being woken by pain

7 Several modified release formulations are available. There is no evidence that the 12-hourly
formulations (tablets, capsules, liquids) are different in their duration of effect and relative
analgesic potency

8 If patients are unable to take morphine orally, the preferred alternative route is subcutaneous.
There is generally no indication for giving morphine intramuscularly for chronic cancer pain
because subcutaneous administration is simpler and less painful

9 The average relative potency ratio of oral morphine to subcutaneous morphine is between
1 :2 and 1 :3

10 In patients requiring continuous parenteral morphine, the preferred method of administration
is by subcutaneous infusion

11 Intravenous infusion of morphine may be preferred in patients:

� who already have an indwelling intravenous line
� with generalized oedema
� who develop erythema, soreness or sterile abscesses with subcutaneous administration
� with coagulation disorders
� with poor peripheral circulation

12 The average relative potency ratio of oral to intravenous morphine is between 1 :2 and 1 :3
13 The buccal, sublingual and nebulized routes of administration of morphine are not recom-

mended because there is no evidence of clinical advantage over the conventional routes at
the present time

14 Oral transmucosal fentanyl citrate (OTFC) is an effective treatment for ‘breakthrough pain’ in
patients stabilized on regular morphine or any other alternative Step 3 opioid

15 Successful pain management with opioids requires that adequate analgesia be achieved
without excessive adverse effects. The application of the WHO and the EAPC guidelines
permit effective control of chronic cancer pain in the majority of patients

16 A small proportion of patients develop intolerable adverse effects with oral morphine (in con-
junction with a non-opioid and adjuvant analgesic as appropriate) before achieving adequate
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especially in the case of nerve compression due to malignant invasion or
compression.

• NMDA-receptor-channel blockers are usually used when neuropathic
pain does not respond well to standard analgesics together with an
antidepressant and an anti-epileptic. Ketamine, which is the NMDA-
receptor-channel blocker most widely used, is an anaesthetic induction
agent. Methadone, a synthetic opioid, also seems to act in the NMDA-
receptor-channel. It represents a very good opioid alternative in these
circumstances. It has a comparatively lower cost. However, due to its
long half-life, it may remain in the bloodstream for a long time leading
to higher risk for accumulation and side-effects.

• Antispasmodics, such as hyoscine butylbromide and glycopyrronium, are
used to relieve visceral distension pain and colic pain.

• Muscle relaxants, such as diazepam (which is a benzodiazepine), are
used in cases of painful muscle spasm (cramps). Relaxation therapies
are recommended as complementary therapies in these situations.

Generally, adjuvant analgesics should be given in combination with
morphine, or another opioid, and a NSAID. The relief of pain would be
obtained gradually. The first step is to help the patient obtain a good night’s
sleep; the second step is to reduce the intensity of pain during the day to a
bearable level, and the third step is to obtain sustainable and adequate pain
control round the clock. The patient needs to be informed that a week or so
might be necessary to obtain major benefits (Twycross and Wilcock 2002:
51–8).

A range of potential strategies can also be considered for each patient
that complement the pharmacological treatment, such as palliative radi-
ation therapy and chemotherapy for pain relief, behavioural therapies, life-
style therapies, complementary therapies and local anaesthetic techniques.
Symptomatic drug treatment is used in an integrated way with disease-
modifying therapies and non-drug measures. The main aim remains always
to provide adequate pain control to help patients to improve their function-
ing despite the pain and, at more advanced stages, to guarantee comfort
and the best possible quality of life when nearing the end of their life (see
Box 13.13).

pain relief. In such patients, a change to an alternative opioid or a change to the route of
administration should be considered

17 Hydromorphone or oxycodone, if available in both normal release and modified release
formulations for oral administration, are effective alternatives to oral morphine

18 Methadone is an effective alternative but may be more complicated to use than other opioids
because of pronounced inter-individual differences in its plasma half-life, relative analgesic
potency and duration of action. Its use by non-experienced practitioners is not recommended

19 Transdermal fentanyl is an effective alternative to oral morphine but is best reserved for
patients whose opioids requirements are stable
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Routes of analgesic administration

Many options are available for the delivery of analgesics in the management
of acute, chronic and cancer pain. It is essential to consider that the relieving
of chronic and cancer pain requires a long-term therapeutic strategy that is
dynamic and individually tailored. The decision to use one preparation or
delivery system over another should take into consideration the ability of
the patient to manage a specific type of delivery system, the efficacy of that
system to deliver acceptable analgesia, the ease of use by the patient and his
or her carers, the potential complications associated with that system and
the costs attached to its use (Stevens and Ghazi 2000). For nursing practice,
it is particularly important to be familiar with different routes for the
administration of analgesics, especially opioids, and with the formulations
available in each individual place of work. This knowledge allows the con-
fident use of several options for appropriate pain control when it is
necessary.

The oral route

The oral route is the easiest, least invasive, cheapest and most common route
used for the administration of analgesics in patients with chronic and cancer
pain. There are no major complications associated with its use. There are
usually two types of formulations: ‘normal release’ and ‘slow (or modified)
release’ formulations. Slow release formulations have been designed to pro-
vide long-lasting analgesia. Morphine, oxycodone and hydromorphone are

Box 13.13 The principles of cancer pain management (based on
Krishnasamy 2001: 339)

� Recognize and promptly assess pain in cancer patients
� Identify psychological and spiritual influences on pain perception and

management
� First aim to alleviate pain at night, then at rest and, finally, on movement
� Maximize independence and best possible quality of life
� Address and relieve current fears about pain
� Anticipate and discuss possible concerns about future painful episodes

and therapeutic options
� Provide support and encouragement for family members, friends and pro-

fessional care-givers
� Invite participation of the patient, family and other informal carers
� Adopt a collaborative, multidisciplinary approach
� Design analgesic regimens tailored to each patient’s needs and tolerance
� Regular outcome follow-up
� Refer early to pain specialist services if pain control is not achieved.
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the opioids currently available in slow release formulations. They are usually
given twice a day. Normal release formulations are used to titrate opioid
requirements against pain and should always be available for breakthrough
pain relief.

Some patients may find it difficult or impossible to take oral medica-
tions. For instance, in patients with head and neck cancer or oesophageal or
gastric cancer, the malignant growth might obstruct the anatomical passages
and make it impossible to swallow. In the case of severely ill, debilitated or
very confused patients, the oral route might be better avoided. In all these
circumstances, other routes for the administration of analgesics need to be
considered.

The intravenous route

The intravenous route for the administration of analgesics should only be
considered when the use of other less invasive routes does not control a
patient’s pain. This route has several disadvantages: it requires an indwell-
ing intravenous central or peripheral catheter; the preparation of the opi-
oid solution by a pharmacist; the use of an external infusion pump; and
outpatient and inpatient skilled nursing support. All these aspects increase
costs significantly. On the other hand, any indwelling intravenous catheter
can serve as an entry port for infection and for this reason it requires
regular and skilled nursing attention. Intravenous infusions of opioids can
be given as continuous infusions, or they can be used in conjunction with
a patient-controlled analgesia (PCA) device, which provides continuous
infusion plus on-demand boluses that the patient self-administers. PCA
devices are not recommended in confused patients (Stevens and Ghazi
2000).

The subcutaneous route

When use of the oral route is not appropriate, the subcutaneous route is a
simple method of parental administration of analgesics (Stevens and Ghazi
2000). There is no need for vascular access and problems associated with
indwelling intravenous catheters are avoided. The subcutaneous route can be
used to give medications by bolus or for continuous infusions. An area on
the chest, abdomen, upper arms or thighs is shaved and cleaned with anti-
septic and a 25- or 27-gauge butterfly needle is inserted. When continuous
infusion of analgesics is considered, the tubing is attached to an infusion
pump or a syringe driver. If not, a loop of tubing is secured with adhesive
tape and used to give subcutaneous bolus injections. A clear plastic occlusive
dressing is applied to cover the needle. The injection site should be changed
weekly or as needed, and allergies to metal needles should always be
assessed. The volume of fluid that can be injected per hour represents the
main limiting factor. It has been suggested that infusion rates of 2–4 ml per
hour can be administered safely without causing pain at the site of injection
(Bruera et al. 1987). Taking adequate precautions, such as cleaning and
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rotating sites for injection, the rate of skin infection is very low (1 in 117
patients in one study) (Swanson et al. 1989, cited by Stevens and Ghazi
2000).

The transdermal route

The transdermal route is a non-invasive option for continuous administra-
tion of opioids for patients unable, or unwilling, to take oral medications
(Stevens and Ghazi 2000). Fentanyl has been available to be given through
the skin for several years. The delivery system consists of a reservoir of
fentanyl and alcohol that holds a 3-day supply of fentanyl in the form of a
patch, similar to the better known nitroglycerine or oestrogen patches. A
permeable membrane separates the drug reservoir from the skin and con-
trols the release of fentanyl from the reservoir. An adhesive layer saturated
with fentanyl holds the system in place. After the patch is applied, a bolus of
fentanyl is delivered to the bloodstream through the skin. Fentanyl saturates
the subcutaneous fat beneath the patch to form a subcutaneous ‘depot’.
Steady-state plasma fentanyl concentrations are reached after approximately
12 hours and these concentrations are maintained for about 72 hours. Once
it has been placed, the patch releases fentanyl at a constant rate until the
reservoir is depleted. Multiple patches may be placed if higher doses than
that in one patch are needed. In case of opioid toxicity, the patch should be
removed. It takes many hours to resolve opioids’ side-effects after the
removal of a patch due to a prolonged elimination of the drug from the
body. However, adverse effects of the fentanyl patch, such as dermatological
reactions, are rare and are usually easily treated. The transdermal route is
best suited for patients with stable pain in whom the 24-hour opioid
requirement has already been determined. It is not suitable for rapid titra-
tion of opioid requirements in patients with uncontrolled pain. Some sort of
breakthrough pain coverage is usually needed (e.g. immediate-release oral
morphine). In patients unable to take oral medications, the transmucosal
(e.g. fentanyl lozenge), rectal (e.g. morphine suppository) and subcutaneous
(e.g. subcutaneous diamorphine) routes are available for ‘breakthrough’
administration of fast-acting opioids (Stevens and Ghazi 2000). Recently,
buprenorphine patches were introduced to the market.

The transmucosal and the sublingual routes

These routes for analgesic administration are useful as an alternative in
patients who cannot tolerate the oral route because of nausea, vomiting or
dysphagia and in those that cannot receive parental opioids due to emaci-
ation, coagulation defects or lack of venous access (Stevens and Ghazi
2000).

Compared with the oral route, the sublingual region guarantees rapid
absorption and entry of medications to the system and a quicker onset
of action due to its rich venous drainage. It is very simple; it requires
little expertise, preparation or supervision. More lipophilic drugs, such as
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methadone, fentanyl or buprenorphine, are better absorbed sublingually
than hydrophilic ones. The transmucosal route is similar to the sublingual
route. It differs from the sublingual route in that the absorption of the
medication takes place mainly through the oral mucosa of the cheek. A
fentanyl lozenge has been specially formulated for transmucosal absorption
for the treatment of ‘breakthrough’ pain. The lozenge needs to be rubbed
against the mucosa of the cheek, rather than sucked. Side-effects associated
with the use of the sublingual and the transmucosal routes are a bitter taste
and a burning sensation when the formulation first comes is in contact with
the mouth (Stevens and Ghazi 2000). Sublingual formulations are much
cheaper options than the fentanyl lozenge.

The rectal route

This route constitutes an alternative to the oral route, especially in an
emergency when the oral route is not suitable due to altered conscious-
ness, severe nausea or vomiting, or gastrointestinal tract obstruction. It is
also useful when the motility of the gastrointestinal tract is compromised
or gastric emptying is severely compromised. The most suitable form for
the rectal route is the suppository, although, if necessary, any tablet or
capsule of any opioid that is used for oral administration can be used
rectally (Stevens and Ghazi 2000). The disadvantage of the rectal route is
the wide anatomical variations among individuals, which requires titration
and individualization of doses. Due to the small surface area of the rec-
tum, the absorption of drugs may be delayed or limited. It can also be
interrupted by defecation and the small amount of fluid available in the
rectum may slow down the dissolution of tablets or capsules. When con-
stipated, medications may be absorbed into faeces. The rectal route
should not be used if the patient finds it unpleasant or if the patient
has painful anal conditions, such as fissures, anal tumour or inflamed
haemorrhoids.

‘Interventional’ approaches to pain control

Although the vast majority of patients with chronic and cancer pain can be
appropriately relieved by the administration of analgesics via the oral, sub-
cutaneous, rectal or transmucosal routes, a small proportion of patients may
fail to obtain adequate analgesia despite the use of large systemic doses of
analgesics, or they may suffer from uncontrollable side-effects, such as nau-
sea, vomiting, constipation, confusion or over-sedation while still in pain.
These patients may benefit from the administration of opioids, local anaes-
thetics and other medications via the perispinal route and from the use of
nerve blockade procedures and surgical interventions. The latter procedures
are indicated only in patients with severe, intractable pain in whom less
aggressive manoeuvres are ineffective or intolerable because of either poor
physical condition or the development of intolerable side-effects (Stevens
and Ghazi 2000).
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The perispinal (epidural or intrathecal) route

The goal of perispinal opioid therapy is to place a small dose of an opioid
and/or local anaesthetic close to the spinal opioid receptors situated in the
dorsal horn of the spinal cord to enhance analgesia and reduce systemic
side-effects by decreasing the total daily opioid dose. An indwelling catheter
is placed into the epidural or intrathecal space and the medications are
delivered using an external or implantable pump. Smaller doses of opioids
can be effectively administered to act locally and directly at the opioid recep-
tor level, and only small amounts of drugs reach the systemic circulation
causing fewer side-effects. The various perispinal approaches for opioid
delivery include epidural bolus, continuous epidural infusion, intrathecal
injection and continuous intrathecal infusion. Deciding between epidural
and intrathecal placement or external and implantable pumps to deliver the
opioid is based on multiple factors, including duration of therapy, type and
location of the pain, disease extent, central nervous system involvement,
opioid requirement and individual preference and expertise. The complica-
tions and side-effects associated with the use of this route can be divided
into three categories:

• Procedural and surgical complications: infection, bleeding at various
sites, postdural puncture headache.

• Complications related to a system malfunction: kinking, obstruction, dis-
connection, tearing or migration of the catheter.

• Pharmacological complications: including possible overdoses and pump
filling errors.

In general, with the exception of constipation, side-effects of perispinal opi-
oids in patients already tolerant to opioids are rare (Stevens and Ghazi
2000).

Sympathetic blockade

The sympathetic chain exists along the vertebral column and carries noci-
ceptive information mainly of visceral origin (Miguel 2000). It is suitable
for intervention at various levels (see Figure 13.4) for respective pain com-
plaints and the blockade of sympathetic ganglia may improve visceral pain.
It can also be considered an option for the diagnosis of pain and possible
long-term pain relief. For instance, this procedure has been most commonly
used for the control of abdominal pain due to pancreatic cancer and pelvic
pain resulting from cervical cancer (Leon-Casasola 2000).

Neurolysis

Neurolysis implies the use of neurolytic agents or techniques to destroy
nerves and interrupt the conduction of pain. It can be: (a) chemical, with
concentrations of 50 or 100 per cent alcohol, or 7 to 12 per cent phenol; (b)
thermal, applying cryoanalgesia or radiofrequency lesioning; or (c) surgical,
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by surgically interrupting the nerve pathway. Chemical neurolysis is the most
common modality. The results of the injection of alcohol or phenol are
similar to those obtained by sectioning the nerve, although the effect is
usually seen for only 3–6 months. An example in which a trial injection is
useful is in areas where pain is limited to a very circumscribed section, such
as a tumoral rib invasion, or rib metastases treated with intercostals neuroly-
sis. Its effect is not permanent, and pain returns either from a re-growth of
neural structures or by progression of the underlying disease beyond the
treated area. A risk–benefit ratio should be made before implementing any
invasive analgesic method.

The nurse’s role and responsibility in analgesic administration

The nurse spends more time with the patient than any other health profes-
sional and is thus in an ideal position to constantly assess and evaluate the
effectiveness of their pain treatments (McCaffrey and Beebe 1994). For these
reasons, nurses play a very active role in ensuring good pain control in
patients suffering from unrelieved pain. McCaffrey and Beebe (1994: 54–8)
identify that nurses should:

• Determine whether the analgesic is to be given and, if so, when.

• Choose the appropriate analgesic(s) when more than one is prescribed.

• Be alert to the possibility of certain side-effects as a result of the analgesic.

Figure 13.4 The three levels of sympathetic blockade (reproduced with adap-
tations from Carroll and Bowsher 1993: 226).
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• Evaluate effectiveness of the analgesic at regular frequent intervals
following each administration, but especially the initial doses.

• Report promptly and accurately to the doctor when a change is needed.

• Make suggestions for specific changes, such as route of administration,
interval, formulations.

• Advise the patient about the use of analgesics.

• Inform the patient about non-pharmacological interventions for pain
relief.

• Develop a preventive approach with analgesics by teaching the patient
to request painkillers as soon as pain occurs or before it increases,
and by regularly assessing the patient and enquiring about the pain. A
preventive attitude towards pain relief has several benefits:
– the patient spends less time in pain;
– doses of analgesics can be lower than if pain is allowed to increase

or become severe;
– fewer side-effects due to lower doses;
– decreased concerns about obtaining relief when needed;
– overall increase in activities;
– decreased anxiety about the return of pain.

Non-pharmacological interventions

Although drug therapy is one of the major modalities used in managing
chronic and cancer pain, it represents only one of many methods available.
Pharmacological interventions are most effective when used in combination
with other non-pharmacological approaches and psychosocial support.

Cognitive-behavioural therapy

Cognitive-behavioural therapy (CBT) involves changing people’s thoughts
and behaviour and enhancing their coping skills. In the context of chronic
pain, CBT aims to teach patients the skills they need to cope better with the
pain to reduce their suffering and enhance their overall quality of life. The
therapeutic work is structured and planned according to the patient’s own
set of relevant and achievable goals. Activity is increased in small, steady
steps at a rate set jointly by the therapist and patient towards the long-term
goal. Instead of a reduction in pain, goals achieved and improvements in
quality of life and mood represent the successful outcomes of an adequate
treatment (Carroll and Bowsher 1993: 60–2).
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Relaxation techniques

These have been used as therapeutic tools for the treatment of pain because
pain is frequently associated with muscular tension, and stress and anxiety
are usually associated with the onset and maintenance of pain (Horn and
Mufano 1997). Techniques involve the progressive relaxation of skeletal
muscle groups over a period of 20–40 minutes. Relaxation needs to take
place in a quiet environment and in a comfortable posture on a bed or a
couch. Some schedules include some sort of calming mental exercise or a
period of controlled breathing after the muscular relaxation. It has been
reported that successful relaxation is associated with decreased autonomic
stimulation and decreased skeletal muscle tension (Horn and Mufano 1997).
It may also act as a distracter because it involves focused attention to
instructions, and it can also have a positive impact on the management of
pain because it is an essentially self-management technique that may enforce
a sense of self-control and self-efficacy (Horn and Mufano 1997).

Biofeedback

This comprises the use of instruments to enhance and transform informa-
tion from the body, such as temperature of the skin or the amount of tension
in skeletal muscles, into a vivid form like a flashing light or oscilloscope
readout, a tone or a series of clicks (Horn and Mufano 1997). In this way,
physiological responses associated with stress or tension and not normally
under voluntary control are measured and displayed to the patient (Carroll
and Bowsher 1993). Operant conditioning is the learning paradigm, and
knowledge of results acts as reinforcement as it signals success. In the treat-
ment of pain, physiological parameters subjected to biofeedback condition-
ing include muscle tone, finger temperature, temporal pulse and alpha
EEG activity (Horn and Mufano 1997). It is often used with a relaxation
procedure, and the measurement provides the person with an objective
appreciation of the extent to which relaxation has been achieved.

Physiotherapy may be applied to help cure or alleviate the tissue source
of pain, or to reduce the severity of the pain the patient is experiencing.
Physical therapies can be grouped into four categories: electrical therapy;
massage and manipulative procedures; exercise therapy, including hydro-
therapy; and relaxation procedures. In the four categories, the patient sub-
jectively assesses the degree of pain relief. They differ on the amount of
patient cooperation they require. While electrical therapy, massage and other
manipulative procedures are applied to patients who passively receive them,
the last two categories require active cooperation from the patient (Carroll
and Bowsher 1993).

Transcutaneous electrical nerve stimulation

This is an example of electrical therapy. Sensory cutaneous nerve endings in
the skin are stimulated by an electrical current generated by the TENS unit.
These electrical impulses feel like a buzzing, vibratory sensation on the skin
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under the electrodes. It has been suggested that as the brain selectively con-
centrates upon skin sensation rather on deeper sensations, TENS helps to
reduce the conscious experience of pain (Carroll and Bowsher 1993). TENS
has been used to relieve the pain of rheumatoid arthritis, neck and back
pain, labour pain, metastatic pain and acute unpleasant pain due to
peripheral nerve injuries.

Complementary therapies

Several complementary therapies have gained popularity in the treatment of
chronic and cancer pain, such as massage, aromatherapy, reflexology, hyp-
nosis, guided imagery, visualization and shiatsu. Their aim is usually to add
another source of comfort and relief to pharmacological approaches.

Conclusions

Pain is a complex subject. Interventions for its relief have become estab-
lished over the last 50 years and, for cancer pain, promoted under the aus-
pices of the World Health Organization. The rationale for, and popularity
of, particular interventions over time can be related to changing understand-
ings of the relationship between the perception of pain and the reaction to
pain: gate control theory and the development of techniques for the use and
administration of opioids are perhaps the most notable scientific advances
that influence contemporary understandings of pain, cancer pain and pain
control. Less well charted is the role of charismatic figures such as John
Bonica in the pain field, and Cicely Saunders in the hospice and palliative
care field. Their attempts resulted, arguably, in a movement away from a
narrow biomedical focus in the management and assessment of pain
towards a broader frame of reference, in which understanding the individual
experience of pain and suffering and valuing the collaborative contributions
of the multidisciplinary team in measuring, assessing and relieving pain are
understood to be crucially important. Pain is now understood as the ‘fifth
vital sign’ (Heller 2000). This chapter has elucidated the historical develop-
ments that have led to this reformulation and has attempted to distil from
contemporary sources the information necessary to underpin evidence-
based care for persons in pain. We provide a range of sources below which
we hope can aid further enquiry into this fascinating subject.
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14
Emotions and cognitions
Psychological aspects of care

Mari Lloyd-Williams

The presence of psychiatric morbidity in terminally ill patients and the fact
that it is often not diagnosed is well recognized (Rodin and Voshart 1986;
Kathol et al. 1990; Pirl and Roth 1999; Murray et al. 2002). Nursing staff
have an important role in identifying patients who may have psychiatric
symptoms (Valentine and Saunders 1989; McVey 1998). Nurses spend more
time in direct patient contact, enabling them to observe behaviour more
closely, and the nature of intimate nursing tasks may provide an opportunity
for patients to express any psychological distress. Sadness and depression
exist along a continuum. In this chapter, I explore how patients can be
supported in coping with their feelings when confronted with a terminal
illness, focusing in particular on depression and anxiety and the difficulties
involved in diagnosis. Brief case histories will be used to illustrate the issues
discussed; all names and details have been changed to protect anonymity.

Case history

Andrew was 46 years old, worked in an office and was the proud father of
three small children. He noticed he was passing some blood mixed with the
stool and after presenting to the GP was referred for barium enema and
colonoscopy that revealed a cancer of the rectum. Andrew was told his
diagnosis at the outpatient clinic with, as he recounted later, ‘the world and
his wife also there’. He was told that the surgery would probably mean a
stoma and was admitted a week later for surgery. This was followed by 20
fractions of radiotherapy and chemotherapy. He found the stoma difficult
to accept, but returned to work after finishing his treatment. Eighteen
months later he developed a series of chest infections, which were resistant
to antibiotic treatment. An X-ray revealed that he had multiple pulmonary
metastases and an abdominal ultrasound revealed liver metastases. This
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was devastating to Andrew who believed he had ‘beaten’ the cancer. He
withdrew from family and friends and said he was no longer any use to them
and they had better get used to life without him. He stayed in bed for most
of the day and could not tolerate the chatter of his small sons when they
returned from school. His wife found his withdrawn behaviour difficult to
handle and they were now having frequent rows during which Andrew
would often say, ‘If I had a gun I would just end it all.’ Andrew was referred
to the palliative care outpatient clinic and asked to talk about how he
felt. ‘What’s the point of you talking to me? I’m no use to anybody’ was
his response.

The support of patients

All of us will have met patients like Andrew and the case reflects how
patients perceive and remember how bad news is communicated. When a
patient is told that their disease is incurable, they tend to show a character-
istic emotional response. There is a period of shock and disbelief followed
by a period of turmoil with anxiety, irritability and disturbance in appetite
and sleep pattern. Concentration on daily tasks is impaired and thoughts
regarding the diagnosis and fears for the future may intrude. There is also
the grief that life will be shortened and the loss of future hopes and
dreams. These symptoms usually resolve within 7–10 days with support
from family and friends (Massie and Holland 1992). There is wide acknow-
ledgement that all patients with a terminal illness should be given honest
information and patients with terminal cancer are usually given such
information; in the case of other diseases, this may not be the case and
there is considerable cultural variation (Higginson and Costantini 2002).
Research has shown, for example, that although the majority of relatives
wished to be told if they themselves developed dementia, they did not wish
this information to be conveyed to the patient (Maguire et al. 1996). This
can be compared with the communication of a cancer diagnosis and the
similar reasons given 30 years ago for withholding information – that being
truthful with patients would precipitate anxiety and depression. In reality,
many patients in the early stages of dementia are fully aware of their
cognitive impairment and withholding such information is likely to do
more harm. Sensitive communication of the diagnosis can have benefits, as
patients may be able to participate in decisions regarding their future
health care and also decisions regarding life-sustaining treatment before
their condition deteriorates and they are rendered incapable of making
such decisions themselves (Barnett and Meyers 1997). The emergence of
new therapies for patients with dementia although palliative (Mechatie
1997), further supports the need for patients to be told their diagnosis so
they may opt for treatment.

When conveying a diagnosis, medical and nursing staff can help by
providing information and more importantly reassuring the patient that they
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will not be abandoned or die in pain or distress. For a significant number of
patients, however good and appropriate this support is, their distress escal-
ates; these are the patients who present with anxiety or develop a depressive
illness. It is thought that patients with little social support are more likely to
go on to develop psychiatric morbidity (Goldberg and Cullen 1986) than
those who have more supportive family and friends, but the existence of
excellent family and social support by no means precludes patients from
developing anxiety or a depressive illness, which is illustrated by Andrew’s
case history.

To provide patients with terminal illness with optimum psychological
care as well as palliation of physical symptoms, health care professionals
should have excellent communication and interpersonal skills. For many
patients, the presence of a caring, empathic professional who is able to
provide honest information sensitively will be adequate. Such a profes-
sional may, for example, be a member of the primary care team or nurse
specialist. The need for professionals with specific skills in psychosocial
care, in addition to those members of nursing and medical staff with gen-
eric skills, has been identified in the area of cancer. In an effort to improve
the provision of psychosocial care, the National Council for Hospice and
Specialist Palliative Care Services (NCHSPCS; an umbrella organiza-
tion of palliative care representing professionals from different disciplines
involved with care of the patient with advanced cancer) set up a working
party to look more closely at the issues of psychosocial care and its
provision.

An occasional paper on psychosocial care (NCHSPCS 1997) has been
published that specifies skills at three levels:

• Level 1: skills that are general communication skills desirable for all
care-giving staff and volunteers.

• Level 2: skills, including excellent interpersonal and communica-
tion skills, that are appropriate to staff members with an extensive
first-line role in palliative care (e.g. clinical nurse specialists in palliative
care).

• Level 3: skills that are required by a specialist in psychosocial care.

The occasional paper defines as central to the application of these skills the
ability of all staff to recognize when they have reached the ceiling of their
skills, or the situation has become too complex and staff are unable to refer
appropriately. Specialists in psychosocial care are specified as chaplain or
spiritual adviser, psychologist, psychiatrist, and social worker or family
therapist. To summarize, all nursing and medical staff require excellent
communication skills but also need to be aware of the patients who may
benefit from referral to another professional, either from within or from
outside the team (e.g. psychologist or liaison psychiatrist). The remainder of
this chapter will focus on those patients who develop anxiety or depression
and the strategies that can be employed to support these patients and their
families.

Psychological aspects of care 301



Aetiology of psychological distress

The exact aetiology of psychological morbidity in cancer and other ter-
minal illness is unknown, but theories have been put forward. Goldberg
and Cullen (1986) believed that the five psychosocial factors leading to
significant psychological symptoms are disruption of key relationships,
dependence, disability, disfigurement and approaching death. Patients
referred to palliative care, for example, will normally have undergone a
considerable part of their ‘cancer journey’ and already have experienced a
range of emotions. The shock and disbelief of diagnosis, the acceptance of
treatment and the fact that something can be done, is followed by the
uncertainty of radiotherapy and chemotherapy. The detection of metas-
tases, the hope that further treatment may help and final referral to a
palliative care team is the ‘emotional cancer journey’ for the majority of
patients referred for palliative care. Some of the earliest work looking at the
physical and mental distress of dying patients was undertaken by Hinton
(1963). He studied 102 patients who were dying in hospital and used hos-
pital inpatients that were not terminally ill as controls in a study looking at
psychological distress. Informal structured interviews of 30 minutes dur-
ation were conducted with the respondents and Hinton found that termin-
ally ill patients had higher physical and emotional distress, with 24 per cent
being depressed and 37 per cent suffering from anxiety. He concluded that
both depression and anxiety had significant associations with the degree
and duration of the terminal illness, with patients under 50 years of age
having greater physical and mental distress. Addington-Hall and McCarthy
(1995) explored care-givers’ perceptions of patients’ symptoms in the last
year and week of life and found that perceptions of feeling low and miser-
able were reported by 69 per cent during the last year and 52 per cent during
the last week of life.

Age appears to be an important factor in adjustment to cancer –
younger patients react more acutely and dramatically than older patients,
but have a greater capacity to adapt and develop new interests than older
patients (Novotony et al. 1984). Younger patients with cancer are at a greater
risk of developing depression and other psychiatric morbidity; Harrison et
al. (1995) found in their study that cases of anxiety and depression were
found in a significantly younger population.

A sense of hope is vital to all patients and even in the terminal stages of
illness hope can still be fostered, ensuring that patients feel supported and
cared for. There is a need for psychosocial interventions to be an integral
part of every palliative care patient’s management plan (Fallowfield et al.
1995). In cancer, where the majority of research has been carried out, it is
recognized that psychiatric disorders occur more frequently in cancer
patients than in the general population. It is estimated that 50 per cent of
patients will have no significant psychiatric symptoms, 30 per cent will have
what is defined as an adjustment reaction and 20 per cent will have a formal
psychiatric diagnosis, the most common being depression. It is estimated
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that for a quarter of all patients admitted to a palliative care unit, depression
will be a significant symptom (Barraclough 1994). In a review paper, Bergevin
and Bergevin (1995) highlight the following facts: the prevalence of depres-
sion in the general population is 6–10 per cent, a number of patients with
advanced cancer may have a pre-existing psychiatric disorder and the
advancing cancer will place these patients at greater risk of developing
further episodes. Research in renal disease (Kimmel 2002) and end-stage
pulmonary disease (Singer et al. 2001) has also identified that many patients
have unidentified psychological morbidity and that nursing, medical and
paramedical staff have a role in identifying patients who may have psychiatric
symptoms (Valentine and Saunders 1989; Fincannon 1995; McVey 1998).

In a questionnaire study of 100 oncology nurses caring for 475 patients
in the USA on one particular day, Pasacreta and Massie (1990) found that
nurses perceived that 55 per cent of patients had symptoms requiring further
psychiatric evaluation – a higher figure than would be expected – which
included 13 per cent already under psychiatric care. They concluded that
although nurses may not be able to identify specific psychiatric disorders,
they are skilful in recognizing significant psychological distress.

Anxiety

Anxiety is a normal emotion experienced by everybody at some time in their
lives. Patients with any form of terminal illness will almost universally
experience some anxiety, especially at the time of diagnosis and at times
when their disease status changes. This ‘normal’ anxiety often dispels when
patients adjust to their new situation, but in a proportion of patients anxiety
can become severe and disabling. Patients with severe anxiety complain of
both physical and psychological symptoms. The physical symptoms can be
explained by increased autonomic activity and include palpitations, sweat-
ing, headaches, breathlessness, gastrointestinal symptoms and feelings of an
inability to swallow (i.e. ‘lump in the throat’). Anxiety can be present most
of the time – the so-called free-floating anxiety present in certain situations
(e.g. anticipatory anxiety during chemotherapy). A generalized anxiety dis-
order can be defined as an unrealistic or exaggerated anxiety with regard to
life events and has a duration of more than 6 months (Steifel and Razavi
1994). Anxiety and depression are often present in the same patient (Cas-
sileth et al. 1986). Risk factors include previous anxious predisposition, poor
social support and social isolation. Often the anxiety is related to fear of
illness and death, but anxiety itself causes physical symptoms, thus leading
to a vicious circle of thought processes. Anxious patients tend to selectively
remember the more ‘threatening’ information given to them and often the
process of explanation of their diagnosis or treatment plan by a knowledge-
able professional can be therapeutic in itself.

When caring for a patient for whom anxiety is a major problem, the
patient may be reluctant to provide a true history of how they feel and the
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history may need to be obtained from a friend or relatives. The history often
reveals that the patient has been tearful, completely preoccupied and unable
to think of anything other than their illness. Their sleep patterns and eating
habits will invariably have been disturbed, leading to autonomic disturbance
(e.g. bowel disturbance).

Prevention of some anxiety is possible – much anxiety could be pre-
vented by better organization of services for patients. Informing patients of
the results of investigations as soon as possible, ensuring that all information
is communicated between primary and secondary care, and that those caring
for patients possess good communication skills can all minimize morbidity.
Often patients may require medication to remove the feelings of anxiety and
a short-acting benzodiazepine (e.g. Lorazepm or Diazepam) is helpful. It is
important that fears are addressed and that they are discussed with the
patient and his or her main carer if appropriate. Anxiety management
groups or individual anxiety management can also be therapeutic and are
often offered under the supervision of a liaison psychiatry or psychology
service. Complementary therapies (e.g. aromatherpy and massage) and spe-
cific interventions (e.g. hypnosis, relaxation and imagery) are all beneficial.
Referral to a palliative care day centre can similarly reduce the sense of
isolation for a patient and also offer support for their family (Goodwin et al.
2002).

Depression

Depression can present in a variety of ways, including agitation, retardation
and withdrawal. Patients are often reluctant to disclose their feelings of
being low for fear of being thought a ‘bad’ or ‘difficult’ patient or because
they may fear troubling or upsetting their doctor. It is important, therefore,
that depression is acknowledged and thought about in palliative care as
much as the assessment of pain or nausea. One of the main difficulties is
distinguishing between depression and sadness – all patients can be expected
to be sad at the end of life, but how can we distinguish between what can be
called ‘appropriate sadness’ from a treatable depressive illness? What are
useful indicators that a patient is depressed? Feelings of overwhelming hope-
lessness and helplessness, guilt and thoughts of self-harm are all thought to
be useful indicators of depression (Casey 1994).

A very wise psychiatrist when asked how he was able to distinguish
sadness from depression in patients with advanced cancer stated that
patients who are depressed blame themselves for how they feel, whereas
patients who are sad blame their illness for how they feel; from clinical
experience this is invariably the case. Patients who are depressed frequently
look more unwell than they really are. There may also be difficulties with
symptom management; depression should be considered in the patient for
whom no analgesia appears to work and whose symptoms are never fully
resolved. Recent research with patients with end-stage renal disease has
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suggested that psychological distress can contribute to greater morbidity
and earlier mortality in this population (Christensen and Ehlers 2002),
and research of the need for palliative care for non-cancer patients has
reported that the need for psychological care is as great as in those dying of
malignant disease (Luddington et al. 2001).

How much of a problem is depression for palliative
care patients?

The prevalence of depression differs widely from 3 per cent to 50 per cent
depending on the criteria used and the way in which they are applied
(Buckberg et al. 1984; Grassi et al. 1996; Minagawa et al. 1996; Hoptof et
al. 2002). As the prevalence of depression in the general population is 6–10
per cent, a number of patients who present with advanced disease may
have a pre-existing psychiatric disorder and the advancing disease will
place these patients at greater risk of developing further episodes (Bergevin
and Bergevin 1995). Grassi et al. (1996), studying 86 terminally ill patients
being cared for at home and using the HAD scale and quality of life tool
EORTC QLQ-C30, found that 45 per cent of patients were depressed and
reported correlations between quality of life and depression. Buckberg et
al. (1984) interviewed 62 oncology patients according to the criteria of the
Diagnostic and Statistical Manual of Mental Disorders-III (American Psy-
chiatric Association 1980) and found that 42 per cent met the criteria for
major non-bipolar depression and 14 per cent had symptoms of depression
that did not meet the criteria for major depression. In Hughes’s (1985)
prospective study, of 50 patients with advanced inoperable lung cancer, 16
per cent had a major depressive illness. Ramsay (1992) evaluated all refer-
rals to a liaison psychiatry service during one year; there were 26 such
referrals or 10 per cent of the patients admitted to the unit during the year.
Of these 26 patients, 50 per cent had a diagnosis of depression. More
recent work comparing patients with lung cancer and end-stage chronic
pulmonary obstructive disease (COPD) has suggested that 90 per cent of
patients with COPD suffered clinically relevant anxiety and depression,
compared with 52 per cent of patients with terminal lung cancer (Gore
et al. 2000). Up to 80 per cent of the psychological and psychiatric mor-
bidity that develops in cancer patients goes unrecognized and untreated
(Maguire 1985).

One reason for this low rate of detection is thought to be non-disclosure
by patients, who may either feel they are wasting the doctor’s time or that
they are in some way to blame for their distress and therefore choose to hide
it (Maguire and Howell 1995). There are no universally accepted criteria for
diagnosing depression in the medically ill. In the physically healthy popula-
tion, depression is diagnosed if patients have a persistent low mood and at
least four of the following symptoms were present most of the day in the
preceding 2 weeks:

Psychological aspects of care 305



• diminished interest or pleasure in all or almost all activities;

• psychomotor retardation or agitation;

• feelings of worthlessness or excessive and inappropriate guilt;

• diminished ability to concentrate and think;

• recurrent thoughts of death and suicide;

• fatigue and loss of energy;

• significant weight loss or gain;

• insomnia or hypersomnia.

In patients with advanced cancer, the last three symptoms in this list are
almost universal and there has been considerable controversy as to whether
physical symptoms should be included when diagnosing depression in the
terminally ill. Buckberg et al. (1984) believed that anorexia, loss of appetite
and low energy are such common symptoms in the medically ill that he
proposed eliminating these somatic symptoms as criteria for the diagnosis of
depression. They also found that the point prevalence of major depression
dropped from 42 to 24 per cent when all somatic symptoms were eliminated
as criteria. Such criteria therefore need to be used with caution in palliative
care.

Assessment for depression is difficult when a patient has a terminal
illness – asking patients about their mood or their spirits over the last week,
or a general ‘How are you feeling in yourself’, may just be the opening
required. Asking about previous history of depression and also establishing
the patient’s fears should also be part of the examination. Rating scales are
widely used, with the Hospital Anxiety and Depression Scale (Zigmond and
Snaith 1983) being the most common. This scale, however, has poor validity
in terminally ill patients and can be difficult to use (Urch et al. 1999; Lloyd-
Williams et al. 2001). The Edinburgh Depression Scale (Cox et al. 1987) has
been found in recent work to have a sensitivity and specificity of over 80 per
cent at a cut-off threshold of 13 and may be worth considering as an
appropriate screening tool for palliative care (Lloyd-Williams et al. 2000).
Although developed for the use with mothers in the post-natal period, it
contains symptoms such as hopelessness, worthlessness, guilt and thoughts
of self-harm, which are thought to be particularly discriminating symptoms
in the palliative care population (Casey 1994). It must be stressed, however,
that screening is not a solution in itself and that patients who are screened
and score above a pre-determined and validated cut-off threshold require
further assessment.

Research has suggested that asking patients if they are depressed is a
useful indicator of whether they are or not; Chochinov et al. (1997)
reported a sensitivity and specificity of 100 per cent for this item, making it
almost a diagnostic tool. Further research in the UK population using the
single question ‘Are you depressed?’ has found that this item does not
perform so well (Lloyd-Williams et al. 2003). Additionally, patients under-
report their psychological and psychiatric symptoms and may be reluctant
to respond truthfully to such questions if asked in isolation (Maguire
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1985). Visual analogue scales have been used in patients with cancer
(Coates et al. 1983; Lees and Lloyd-Williams 1999), but the subjective
experience of the patient may lead to either under- or over-scoring and
many patients experience difficulty in understanding the concept of a visual
analogue scale.

Management of depression

The management of depression in palliative care patients is similar for all
other patients, but time is frequently shorter. Explaining to the patients and
their relatives that depression is common in cancer can itself be part of the
healing process, as many patients believe they are somehow not coping as
they should. Trying to uncover what is really bothering the patient (i.e. in
terms of their families, their disease or mode of death) can also help to
lessen the feelings of isolation associated with depression. While psycho-
logical support is of course vital, there is no evidence to suggest that counsel-
ling alone is effective for these patients; indeed, a recent study suggested that
in patients for whom time is limited, counselling alone should not be
recommended (Chilvers et al. 2001).

Antidepressants are not prescribed as frequently as they should be
(Lloyd-Williams et al. 1998; Maguire 2000). There is considerable debate as
to which antidepressant to choose. Most doctors favour the selective sero-
tonin reuptake inhibitors (SSRI) (e.g. Fluoxetine, Sertraline and the newer
Mirtazapine) rather than the older tricyclic antidepressants (e.g. Dothiepin,
Amitryptilene). Clinical evidence suggests that the SSRIs cause fewer side-
effects in the terminally ill and are also safer in overdose. The main reason
why antidepressant therapy is ineffective is that it is started too late in the
patient’s illness or there are difficulties with compliance; considerable
encouragement may be required to enable a patient to persevere with medi-
cation while waiting for a therapeutic benefit. It is suggested that, if possible,
treatment should be maintained for at least 3 months. Patients may benefit
from support from community nurses or palliative care specialist nurses.
Complementary therapies (e.g. aromatherapy, relaxation) can also enhance a
feeling of well-being and may be of benefit to the patient. Seventy per cent
of cancer patients treated with antidepressants had a full therapeutic
response in one prospective study (Chaturvedi et al. 1994), but some patients
may be very resistant to taking medication. A trial of one antidepressant for
4–5 weeks with no therapeutic benefit and proven compliance may require
the intervention of a psychiatrist to assess the patient and suggest further
strategies for management. For patients with long-standing mental health
problems who also develop life-threatening illness, there may be particular
issues surrounding medication, which may require specialist intervention
from a psychiatrist.

Friends and relatives may require considerable support in knowing how
to help the depressed patient, who may have withdrawn from them.
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When things go wrong

Suicide is anecdotally thought to be a rare event in terminally ill patients, but
a recent survey of palliative care units found 21 suicides and 37 attempted
suicides within a 5-year period in the UK (Grzybowska and Finlay 1997).
Female cancer patients are nearly twice as likely and male cancer patients 1.3
times more likely to die of suicide than the general population (Louhivori
and Hakama 1979) and a far higher than expected number of suicides occur
in patients with malignant disease (Whitlock 1978). When this happens,
support may be required not only for the family but also for other members
of the team, who may feel they have failed the patient.

Supporting the staff

Some patients are very depressed at the end of life when little can be done
therapeutically and occasionally all measures fail. Penny was 42 years old
and the mother of two children aged 5 and 3 when she presented with
suicidal ideas and was admitted to the hospice with metastatic melanoma at
her general practitioner’s request. She was withdrawn, agreed she was
depressed and refused to get out of bed. Over 5 weeks, staff spent a large
amount of time encouraging her; she was offered several interventions,
including relaxation and aromatherapy, all of which she declined. She was
seen by a psychiatrist and agreed to take antidepressant medication but
declined it 2 days later and remained withdrawn and uncommunicative until
her death 4 weeks later.

After her death, members of staff from all disciplines were left with
feelings of despondency that they had done nothing to help her. During a
discussion of the case, it was realized that Penny had always remained in
control during her life and by her actions remained in control during her
dying – true holistic palliative care is all about acceptance and the knowledge
that despite combined best efforts, we won’t always in our own view ‘get it
right’; it is staying alongside the patient whatever they are going through
that is most important.

Conclusions

A role for palliative care in non-cancer patients is increasingly being recog-
nized. While the appropriate palliation of physical symptoms is important,
the recognition of psychological distress and the assessment and treatment
of anxiety and depression are vital to ensure that patients are able to use
effectively and enjoy what remaining time they have left.
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15
Working with family care-givers in a
palliative care setting

Paula Smith

Working with family care-givers can be a rewarding and challenging process,
particularly within the field of palliative care. Despite a rapid increase in the
general care-giving literature based in the gerontological field over the last 20
years, there remains much we do not know or understand about the per-
ceived needs and support for this group of people (George 1994). In this
chapter, I will begin to address some of the issues that are emerging in the
literature as being particularly relevant to the family care-giver in palliative
or end-of-life care. By reflecting on individual family care-givers’ perception
of their role, it is anticipated that health and social care professionals will be
able to consider their own interactions and support of this group of people
in a more systematic way.

The chapter is divided into three sections. First, I focus on the current
UK context and social policy relating to family care-givers. Next, I consider
the development and understanding of the family care-giver role, relating
this to a research study conducted with family care-givers in a palliative care
setting. Finally, I consider the implications of this research for practice.

Definitions used within the chapter

One of the difficulties of having some clarity about working with family
care-givers is the myriad of terms and definitions that are used within the
literature to define this group and the activities they undertake. In this chap-
ter, I will use the term ‘family care-givers’ to refer to the person or persons
who have primary responsibility for the day-to-day care of the person with
incurable disease or who is nearing the end of life. They may or may not
recognize themselves as a carer or family care-giver, but nevertheless will
often be involved in providing emotional, physical, social and/or spiritual
support to the ill person. Care-givers will generally be participating in caring
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for familial, friendship or kinship reasons, and will usually be co-resident
with the cared for person. They will generally be providing care in an unpaid
capacity, although in some countries may be in receipt of financial benefits.
They may or may not have formal training and qualifications in caring in
general, although many will develop expertise in caring for the ill person.

One other source of confusion, which may affect the working relation-
ship between family care-givers and health and social care professionals
within a palliative care setting, is the term ‘specialist palliative care’. Special-
ist palliative care in this chapter will refer to care provided by individuals
who have additional training and expertise. General palliative care will refer
to the palliative care provided by all health professionals across a range of
settings. It is important to note that specialist palliative care in the UK has
largely developed in relation to cancer patients and their families. Although
provision of this service is not always exclusive to this particular group of
patients, those with a chronic non-cancer diagnosis may have difficulty
accessing the additional services and expertise provided by specialist pallia-
tive care providers. This, in turn, can result in a variable amount of support
being offered to the family care-giver in developing and maintaining their
caring role.

Family care-giving and current UK social policy

An ageing population, improving treatment regimes and changes within the
National Health Service (NHS) within the UK have resulted in an increas-
ing expectation of family participation in care-giving, particularly within a
palliative care setting. Family care-givers are increasingly being relied on to
provide most daily care, including the management of the physical, emo-
tional and psychological consequences of advanced malignant disease
(Kennedy et al. 1999; Weitzner and McMillan 1999). The impact on family
care-givers of policy changes such as those in the UK, which have resulted
in an emphasis on community care and a movement away from care
delivered in institutions, remains unclear. It is important, therefore, that
professional service providers are aware and understand the complex nature
of the caring role assumed by family care-givers so that they can meet
their information and support needs both adequately and appropriately
(Kennedy et al. 1999).

Despite the increasing use of the term ‘carer’ within the general geron-
tological literature over the last few years (Heaton 1999), understanding
and conceptualizing the role remains ambiguous (Smith 2000). This may
be due in part to the origin of the term, which stemmed from a profes-
sional service orientation and related to individuals whose paid occupation
was within a caring profession or organization (Twigg et al. 1990). Increas-
ingly however, the term has been adopted to represent care that is pro-
vided by close family and friends and is based on pre-existing relationships
such as familial or kinship obligations and responsibilities. Various
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terminologies have been applied to the family and friends who undertake
such a caring role, including family care-givers, informal carers, lay carers,
home carers, and unpaid or untrained carers. The use of these terms in
relation to individuals who have generally not received training or pay-
ment for their work has led to an implication that professional care is
somehow more desirable than informal or unpaid care. Within this posi-
tion family carers may be viewed as the ‘given’ or ‘taken-for-granted’
background to professional service care, and may be relied on by profes-
sional service providers to form the basis underpinning additional profes-
sional support (Twigg and Atkin 1994). Heaton (1999) argues that this has
resulted in a polarization of informal and formal carer roles in social
policy that has conceptualized informal carers as the primary providers of
care in the community and formal care as a sustainer of the informal
network providers.

Such a view, however, is not cognisant of the acquired experience and
expertise that family care-givers develop over time (Nolan et al. 1996a). An
alternative typology proposed by Nolan et al. (1996a), based on their work
with family carers in the gerontological field, views informal carers as
‘experts’ in caring. Within this framework, the informal carers’ expertise
may be supplemented or enhanced by that of professional carers. Services in
this scenario work with the informal carer to provide optimum care and
support to the cared for person, while acknowledging the developing expert-
ise that these individuals acquire. Traditionally, family care-givers’ expertise
may have developed over a prolonged period, particularly in the case of
chronic diseases other than cancer. However, the development of such
expertise is also increasingly true for family care-givers who are caring for a
family member with cancer. For some, the duration of symptoms may
extend over a number of years and phases throughout the disease trajectory,
including periods of recurrence, active treatment and remission (Thomas et
al. 2002). This may result in some family care-givers adopting the role of
representative of the ill person (Friedrichsen et al. 2001), or becoming the
coordinator of care between the visiting health and social care professionals
and the patient (Smith 2000).

Thus, being sensitive to the individual needs of each person and being
able to provide an all-encompassing policy in relation to family care-givers
may be difficult. Rather, there is a need to be aware of the differences each
family care-giver may bring to a situation in order to work most effectively
with them to ensure the safety and well-being of both the family care-giver
and the person they are caring for.

Understanding the family care-giver role

The question, then, is who is the family care-giver in palliative care and how
can health and social care professionals (a) recognize them and (b) provide
appropriate information and support? In discussing these issues, I will refer
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to my own research (see ‘The research study’ on page 316) and illustrate
the issues with summaries, quotes and case studies from some of the family
care-givers who participated in this research.

How is caring constructed?

Definitions of informal caring often revolve around the overt, instrumental
or tangible aspects of care. This view is reflected in the literature and in
social policy in the UK. The Carers (Recognition and Services) Act 1995
sought to raise the profile of family care-givers and their support needs.
However, it has been only partially effective, as it emphasized the physical
burden of caring (Nolan et al. 1996b) and the implicit assumptions under-
lying the role. The Carers (Recognition and Services) Act 1995 did result in
the launch of the Carers National Strategy (Department of Health 1999),
which highlighted some of the key issues in being a carer. These include a
desire to maintain the well-being of the cared for person, having a life of
their own outside of caring, maintaining their own health, having confidence
in the services they receive, and having a say in service provision. Further-
more, the Carers National Strategy emphasized the importance of shared
responsibility for care and included in this a respect and acknowledgement of
the family care-giver’s knowledge. Although this strategy recognizes certain
features relating to caring, it does still assume that the individual will iden-
tify with the term ‘carer’ and is able and willing to undertake these roles and
activities.

For health and social care professionals, then, family care-giving may be
constructed as negative, unwelcome and burdensome. Perhaps for this rea-
son much of the care-giving literature views overt care-giving as having a
negative impact on family care-givers’ quality of life. Indeed, family care-
givers within palliative care have been found to suffer from more anxiety
than the ill person (Hinton 1994a). The negative impact on quality of life
that may be found as a result of adopting the role of carer is often referred to
in the general care-giving literature as a sense of burden. Some studies have
attempted to explore what factors might constitute identification of care-
givers who might be ‘at risk’ of a sense of burden. For example, Meyers and
Gray (2001) found that the care-giving role negatively affected care-givers’
quality of life and this was particularly noticeable among long-term care-
givers who lived in a rural locality. They suggested that care-givers falling
into this category would benefit from additional support from hospice or
palliative care services.

That is not to say that all family care-givers find their role burdensome.
Indeed, many family care-givers describe mixed emotions regarding their
role and highlight both positive and negative aspects. Often family care-
givers recall a sense of satisfaction to feelings of reciprocity and being able
to return care received in the past, or as a way of demonstrating their love
for the ill person (Grbich et al. 2001). For others, there may be social or
moral obligations to participate in care-giving that negates the difficulties
encountered. Recognizing the potential positive outcome of family
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care-giving is now being acknowledged in the literature and studies are
beginning to emerge that suggest satisfaction with the care-giving role des-
pite the difficulties this might cause (Nolan et al. 1996a; Grbich et al. 2001).

Who is the family care-giver?

Within palliative care, there has always been a strong emphasis on support-
ing the family of the terminally ill person (Seale 1989), although there is
little guidance as to what such support involves or indeed how to achieve
it. It is clear, however, that should the family care-giver’s ability to main-
tain the care required by the ill person be compromised, there may be
additional and sometimes distressing admissions to hospital or hospice
(Addington-Hall et al. 1991; Hinton 1994a). This, in turn, can result in
dissatisfaction for both the cared-for person and the family care-giver, as
well as a sense of frustration and failure on the part of the health or social
care professional.

The general care-giving literature, and that of the gerontological and
dementia fields in particular, suggests that this role may be fulfilled by a
number of the ill person’s friends and relations working together to provide
individual and holistic care (Linkewich et al. 1999). In practice, what usu-
ally happens is that one person, usually co-resident with the ill person,
takes the predominant care-giving role and is supported in this by more
extended family and friend networks (Smith 2000; Thomas et al. 2002).
Keating et al. (1994) argue that the view of one family care-giver providing
all care fails to explore or take account of the wider social dynamics
involved in this type of caring. In addition, it is traditionally assumed in
many cultures that care-giving is part of a woman’s role (Neale and Clark
1992). Despite this, large numbers of men participate in caring, particularly
if they are the spouse of the cared-for person (Arber and Gilbert 1989), and
in the older generation will engage in equal amounts of co-resident care
(Arber and Ginn 1990).

The research study

The case study examples provided in this chapter are from my own research,
which explored the dynamic and changing nature of caring for a family
member in a palliative care setting. I first became interested in exploring the
needs and support of this group as a result of my clinical experience as a
district nurse. The study was based on a case study approach similar to that
described by Yin (1994), who acknowledged important background and
situational information should be considered as part of the data collection
and analysis within the research. One of the study’s aims was to identify how
the family care-giver’s circumstances might change over time. To accomplish
this, I used a longitudinal design. Sixteen family care-givers (eight husbands,
six wives and two adult daughters) from two areas in the south of England
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were interviewed over 4 months. The age range of the family care-givers
was 33–73 years with a mean age of 56.8 years. All were recruited through
the visiting specialist palliative care professionals with whom they had con-
tact, and all were caring for someone with cancer with a prognosis of 6
months or less.

Each family care-giver was visited up to four times over the 4-month
period. Detailed interviews were conducted with the family care-givers alone
if possible, although seven chose to be interviewed with the person they were
caring for. The interviews focused on their role and relationship with visiting
health professionals and other sources of support. All interviews took place
in the care-giver’s own home and lasted between one and two and a half
hours.

Each interview was tape-recorded and later fully transcribed. Each tran-
script was then subjected to a continuous reading and re-reading to elicit
themes and issues that were relevant to the family care-givers.

Identification with the family care-giver ‘role’

Identification with the role of ‘carer’ is sometimes unclear, particularly when
the role has been adopted for kinship and obligation reasons in a gradual
and progressive way. The caring activities undertaken as a result are not,
therefore, identified as being part of a particular role or job as the term
‘carer’ might imply. In the research highlighted in ‘The research study’, it
was found that family care-givers who had been involved in caring for a
prolonged period of time would often identify strongly with the term ‘carer’.
However, those that had only recently undertaken such role changes strongly
resisted being called a carer (see Case study 1).

Case study 1

Mrs Vaughan was a lady in her mid-fifties who had a life-long history of
caring and strongly identified with this role. She was an active member of
her local carers’ support group and was currently caring for both her hus-
band, who had cancer, and her mother, who had Parkinson’s disease: ‘I’ve
been a carer all my life. I’ve always done something for somebody. I’ve never
had nursing training, but it’s a natural instinct, it’s born in me.’ In part
due to her strong allegiance to the carer role, Mrs Vaughan’s greatest con-
cern was what she would do if both her husband and mother should die at
the same time. She posed the question: ‘What do the carers do when the
caring ends?’

Mr Lloyd, on the other hand, did not identify with the term carer and
saw his involvement as being much more related to marital obligations and
reciprocity for care received by his wife in the past. Mr Lloyd was in his late
thirties and had never been involved in caring before.
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’Cos when you’re actually married to someone you’re there through
thick and thin any way aren’t you? If I was ill she’d look after me, and if
she was ill I’d look after her. Um, I remember when I was in hospital, I
had two bad injuries playing rugby where I was put in hospital and I had
an operation. When I came out I couldn’t, I was on crutches. She always
looked after me then. I mean it’s just this is, I don’t know, a bit longer
that’s all.

Mr Lloyd admitted that he had found the caring role, which included look-
ing after their three young children and taking on additional household
responsibilities, a shock: ‘I do everything around the house. Do the cleaning,
cooking, looking after the kids, washing. Just got used to it now [laughs] . . .
when she was well I just used to come home and have my dinner ready made
for me. Big shock this!’

While family care-givers are often happy to undertake additional roles
and responsibilities in support of the cared for person, they may face a
number of restrictions and losses to their own valued activities and inter-
ests (Duke 1998). If this is perceived to be for a limited period of time,
such as is often assumed on being given a cancer diagnosis, family care-
givers may be happy to put their own needs and activities on hold.
Expectations of potential time-frames from diagnosis to death are particu-
larly common with certain diseases such as cancer. However, while this
may be true in some cases – for example, lung cancer generally has a poor
prognosis – this is not the case for other cancers, particularly if they are
diagnosed and treated at an early stage. If caring continues beyond the
anticipated time-frame, the level and intensity of support may become
unsustainable (see Case study 2). Similarly with other chronic diseases, the
potential time-frame for which caring will be required may not be real-
istically considered at the beginning of the caring journey, as this is often
unpredictable.

Case study 2

Some people who had become involved in family care-giving at the point of
diagnosis with cancer found it increasingly difficult to maintain their
involvement at the original level when the caring was extended over a pro-
longed period. This was especially noticeable for the younger and middle-
aged care-givers who were juggling other roles, such as being a partner,
parent, adult child and worker.

Mrs Page was in her late fifties and worked full-time. She had been
‘keeping an eye’ on her mother since the death of her father 4 years earlier.
This involved daily visits to her mother either before or after going to work
to check that her mother was well and had no immediate needs. Although
her mother had a number of paid carers who heated a meal at lunchtime and
assisted with dressing, it was Mrs Page who took on responsibility for ensur-
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ing that the shopping was done, finances organized, bills paid, tablets
sorted and numerous other jobs around the house attended to. Mrs Page
also anticipated her mother’s current and future needs by instigating and
organizing appropriate services as required. She would sometimes do
things herself and sometimes call in professional services to deliver this
care. After her mother was diagnosed with cancer, Mrs Page increased the
time and attention she gave to visiting and supporting her mother. How-
ever, one year later she was torn between spending time looking after her
mother and looking after her husband, who had also retired early due to ill
health at about the same time as her mother was diagnosed with cancer:
‘You can’t split yourself in two, you know. You can’t be over the road there
and over here as well . . . If you please one, you upset the other. And I
know lately I have more often than not upset my husband rather than
upset my mother.’

Mrs Foster was also in her mid fifties and worked full-time. She and
her husband had limited contact with their children as they lived a long
way away, and so had to rely on friends and neighbours for support.
Although her employers were sympathetic to her circumstances, Mrs Fos-
ter was finding it increasingly difficult to juggle her work and provide
support for her husband, particularly through his treatment regime: ‘You
sort of run out of momentum sometimes . . . Because you begin to wonder
yourself sometimes, which is only, you know, understandable is there going
to be an end?’

What is family care-giving?

The amount and type of care given by family care-givers is not generally
static and may change and develop throughout the disease trajectory. Nolan
et al. (1995) suggest that throughout the care-giving experience, family care-
givers are likely to engage in ‘anticipatory care’. This involves anticipating
what they will do should the ill person suffer from a real or imagined
deterioration. Anticipatory care does not necessarily involve direct or
instrumental care-giving, although it may well be as time-consuming and
worrying for the family care-giver as more direct involvement in supporting
the ill person. Furthermore, Nolan et al. (1995) suggest that the level of
information and knowledge the family care-giver has in relation to the
disease trajectory can become important in reducing what they term
‘speculative anticipation’, which is characterized by a lack of information or
knowledge about the situation. This can result in over- or under-anticipation
of future needs, which may have a detrimental effect on the family care-giver.
Informed anticipation, on the other hand, can result in greater shared care
and planning. By recognizing and acknowledging anticipatory care, health
and social care professionals can reduce the invisibility of speculative
anticipation.

The difficulty arises within palliative care when the very uncertainty of
the disease trajectory and potential deterioration in the cared-for person’s
condition make anticipating future needs difficult. Increasingly within

Working with family care-givers 319



cancer care, family care-givers are faced with responding to the cyclical
nature of the disease trajectory, including periods of remission, recurrence
and active treatment that can have a negative impact on their ability to cope
(see Case study 3).

Case study 3

Mr Lloyd found that the oscillation in his wife’s condition between treat-
ments for cancer resulted in him taking on the full responsibility for the
domestic and child care chores at selected points and then relinquishing
these to his wife as she recovered and wished to resume her normal role. Mr
Lloyd struggled to adapt to this constant change in roles: ‘On the one hand
I’m glad she feels better the way she does. On the other side it’s like she’s just
taking over what I’m doing all the time. I’ve got used to doing it now she’s
taking over sort of thing . . . It causes a few ructions actually. But then it’s
just getting used to it I suppose. Feel redundant.’

Family care-giving activities

Often becoming involved in family care-giving can result in a number of role
changes and routines (Denham 1999). This can range from simply providing
companionship and undertaking household tasks, to assisting with personal
care, transport and, for some, quite complex nursing care (Payne et al. 1999;
Aranda and Hayman-White 2001; Thomas et al. 2002). In a large-scale
study following bereavement, Wyatt et al. (1999) found that family care-
givers had been highly involved in assisting the cared-for person with activ-
ities of daily living, often averaging 10.8 hours a day of direct care-giving
and 8.9 hours of providing companionship. The level of involvement that
the family care-giver has in these activities will depend on several factors,
such as the ill person’s condition, their previous relationship with the ill
person, their own health and ability to undertake such care, the level and
type of support they receive from professional and social networks.

For many family care-givers, the most significant aspect of the care-
giving role is to provide emotional support to the cared-for person, as
observed in their desire to maintain a positive outlook and a sense of nor-
mality (Thomas et al. 2002). This creates a particular difficulty for family
care-givers within palliative care when it is known and openly acknowledged
that the cared-for person is going to deteriorate and will not recover to their
pre-illness status. Juggling both of these positions at the same time can result
in a state of tension for the family care-giver between wanting to remain
positive on the one hand and yet having to acknowledge that the situation is
not going to improve on the other. For some, one way of dealing with this
conflict is to ignore it and focus only on the present, especially when with the
cared-for person. Often significant family events or outings will be planned
as something to look forward to (see Case study 4).
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Case study 4

Mrs Gardner was in her mid-eighties and had been caring for her disabled
husband for a number of years before he was diagnosed with cancer. They
had both been looking forward to enjoying her birthday meal with all the
family, including their 6-year-old grandson: ‘On Saturday they were here for
my birthday so we all went out for a meal . . . And er, we had a lovely meal
and it was very nice, you know, it was very nice to have the little family
together. The little boy was very good he sat and had his meal.’

Sometimes activities that are undertaken become increasingly complex,
particularly during the terminal phase of the illness (Cameron et al. 2002).
For example, Aranda and Hayman-White (2001) found that family care-
givers were significantly involved in the symptom management of the
ill person and undertook assessment, monitoring and delivery of complex
therapeutic interventions such as pain and symptom control. In addition,
they took on almost total responsibility for routine household tasks. Aranda
and Hayman-White concluded that there is a need, therefore, to move
towards the development of care-giver-focused nursing interventions. Pro-
viding practical, emotional and informational support to enable family care-
givers to undertake this role may be particularly important at this time if
they are to be able to participate fully in this activity (Rose 1999; Bakas et al.
2001), if that is the wish of both the family care-giver and the cared-for
person. While it is commendable to provide adequate and appropriate
support to family care-givers who wish to undertake additional caring roles
and responsibilities, it is important to acknowledge that there may well be
certain caring tasks that both the family care-giver and the cared-for person
feel uncomfortable participating in; for example, the provision of intimate
personal care or specific nursing roles such as catheter care. This may be
particularly important if there are gender differences and or generational
issues (such as a daughter caring for her father) that the health professional
should be aware of and take into account when negotiating and providing
information and support in undertaking these roles and responsibilities.

Implications for practice

What, then, are the implications for practice given the increasing awareness
of the family care-giver role and perception of their needs?

Understanding the family care-giver role

Although family care-givers are acknowledged within palliative care, and are
generally considered integral to the care of the ill person, a clear understand-
ing of the nature of their role and relationship with health and social care
professionals remains elusive. The difficulty lies in determining how joint

Working with family care-givers 321



care with family care-givers may be organized so that equity of support can
be delivered to both the ill person and their associated family care-givers. If
health professionals are unclear about the extent of their responsibility to
the family, there is likely to be a privileging of the patient’s needs and wishes
over those of the family care-giver, despite the rhetoric of concern for the
whole family. Privileging the patient’s needs and concerns in this way fails to
take account of the rights of the family care-giver, even though some
decisions may have a direct consequence on their health and well-being. For
example, if the patient wishes to die at home and the family care-giver feels
unable to provide this level of care, to what extent should services be pro-
vided so that the patient’s wishes are met? If the time before death is fraught
with anxiety and worry about how the situation can be managed, the family
care-giver may feel let down and could remember the cared-for person’s
death in a negative light, which may have implications for their own well-
being during their bereavement.

By developing a clearer definition of what the role of family care-giver
within palliative care involves, there is less likelihood of family care-givers
being unexpectedly placed in the position of accepting a role or level of
responsibility that they may feel uncomfortable with. In addition, under-
standing the role that the family care-givers themselves associate with their
involvement may be important in tailoring the appropriate level and type of
information and support required by the individual (Friedrichsen et al.
2001). Explicit recognition of the role would also result in an open acknow-
ledgement of the family care-giver position, which, in turn, would have the
benefit of highlighting the rights and needs of these carers. This would help
health and social care professionals to identify clear areas of responsibility
and priority in relation to the family care-giver.

Supporting the family care-giver

Within the palliative care literature, family care-givers’ perception, experi-
ence and identification of needs has recently begun to receive more attention
(Andershed and Ternestedt 2001; Smith 2001; McKay et al. 2002; Thomas et
al. 2002). Understanding these factors could be one way of preventing
unplanned admissions to hospital or hospice due to a breakdown in family
care-giving arrangements.

Where there is a known disease trajectory of limited duration, specialist
palliative care services are often introduced at an early stage. However, where
there is a less clear disease progression and a potentially long illness, it is
often difficult to determine when specialist palliative care services should be
introduced. This can potentially result in family care-givers being the only
ones involved in caring for a long period of time. For example, the cared-for
person may experience a number of distressing symptoms and adaptations
to various losses during the course of their illness. This may also impact on
the family care-giver in a negative way. Such symptoms and adaptations have
been linked to a sense of burden and anxiety in the family care-giver
(Andrews 2001). Doyle-Brown (2000) found that the transitional phase of a
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person’s illness between active participation in daily activities and being bed-
bound was a time of increased anxiety for family care-givers. Being able to
identify factors associated with this time and educate the family regarding
this process could potentially help the family care-giver to continue with
end-of-life care without the need for admission to hospice or hospital
(Doyle-Brown 2000).

Another issue that may be a particular difficulty for family care-givers in
a palliative care setting is the inevitability of the impending death. This
creates a tension for the family care-giver whereby they want to prolong the
life of the cared-for person and enjoy their company and shared experiences
for as long as possible on the one hand, but they do not wish them to suffer
or become distressed on the other. The tension, therefore, is one of conflict
between attempting to prolong the life and quality of the cared-for person
and at the same time preparing for their death and mourning the anticipated
loss of shared experiences (Smith 2000).

For some family care-givers there may be particular times throughout
the disease trajectory when additional support or information needs may be
required (McKay et al. 2002). The point of diagnosis can often have a sig-
nificant and profound effect on the family care-giver. If this time is
addressed sensitively and information is given at an appropriate level, the
family care-giver may be assisted to cope. Alternatively, if the communica-
tion between the family care-giver and health profession is poor at the
start of an illness, this may well impact on the family care-giver’s ability to
negotiate and interact with other health professionals later in the disease
trajectory. Also, as the family care-giver becomes increasingly involved in
instrumental or ‘doing for’ caring, they may have specific practical and
information needs related to providing such care that the health and social
care practitioner may be able to provide.

Adequate assessment of need

Family care-giving is a complex and dynamic process, often involving a
substantial amount of effort and commitment by the care-giver. Over a
prolonged period of time, such an investment may not be viable for several
reasons. First, the emotional roller-coaster that this type of uncertainty pro-
duces may be one reason that family care-givers exhibit increased anxiety
and negative psychological consequences (Hinton 1994b). Second, if the
family care-giver is able and willing to give up, or reduce, other social con-
tacts, there is a possibility that the very mechanisms that may support them
during the care-giving experience and following the death of the cared-for
person will be unavailable when they are most needed. This is particularly
important if the care-giving experience is conducted over a prolonged
period. For example, both of the daughters in the research (see ‘The research
study’) commented on the negative effect the period of care-giving had on
their own interactions with their spouses and children. Similarly, those fam-
ily care-givers who were still in employment had experienced a variety of
reactions from their employers to their need to take time off work to care for

Working with family care-givers 323



the ill person. This ranged from full and active support of the family care-
giver in undertaking this role, to open hostility and sanctions regarding the
necessity of this course of action. If the supportive social relationships with
extended family members or active employment roles are damaged during
the care-giving experience, this may result in difficulties for the family care-
giver following bereavement when there is an expectation that people will
reintegrate into society. In this situation, an ongoing assessment of the fam-
ily care-giver’s perceived level of responsibility and resources to support the
ill person may highlight the need for additional information, educational or
counselling needs for the carer.

Information and education for family care-givers

Importance continues to be attached to the practical and burdensome
aspects of caring within the literature, which fails to acknowledge the posi-
tive aspects that many family care-givers in palliative care report. However,
while it is important to recognize that not everyone involved in family care-
giving will be burdened by this role, some may. For those that are burdened
by their role, there is an implicit assumption that there will be consequences
for the individual’s own health and well-being either during or after
bereavement. Although there is little evidence available in the literature to
link inadequate support for family care-givers with bereavement difficulties,
a study by Kurtz et al. (1997) found that care-giver optimism, pre-
bereavement depressive symptomatology and level of social support were
critical in determining depressive symptomatology during bereavement.
They concluded that understanding these factors could help health profes-
sionals to identify those family care-givers who may be at increased risk of
exhibiting depressive symptoms following bereavement.

Adequate preparation for care-giving may be one way of preventing the
family care-giver becoming overburdened with their role. In a UK study,
Scott (2001) found that insufficient preparation for care-giving contributed
significantly to the negative effects on the mental health of the family care-
giver. A lack of information and acknowledgement by staff may increase the
sense of isolation and difficulty that family care-givers experience. Ander-
shed and Ternestedt (2001) describe this situation as ‘involvement in the
dark’, whereby relatives report ‘groping around in the dark’ in their attempts
to support the patient. Alternatively, when relatives are well informed and
develop a sound working relationship with staff based on trust, then a more
meaningful experience of caring may result (Andershed and Ternestedt
2001; Mok et al. 2002). Clearly, early intervention and informational sup-
port to new family care-givers is important in this process (Scott 2001). In
the longer term, regular respite and opportunities to maintain social con-
tacts may be important in supporting the family care-giver in palliative care
(Scott 2001).

Families of those with cancer frequently report that their information
and support needs are not being met satisfactorily (Lewis et al. 1997; Rose
1999; Flanagan 2001). Some studies have explored the effectiveness of edu-
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cational training for family care-givers and the health professionals who are
supporting them (Pickett et al. 2001). However, the evidence supporting
these interventions as being effective is less clear. In a US study, Robinson et
al. (1998) described a combined educational programme for both care-givers
and health and social care workers. At the end of the programme, care-givers
reported feeling less overwhelmed and better able to cope with the care-giver
experience. However, McCorkle and Pasacreta (2001) found that data
supporting the effectiveness of care-giver interventions is limited.

Conclusions

In this chapter, I have explored some of the issues faced by family care-givers
within a palliative care setting, focusing particularly on the role of the family
care-giver and the nature of their support needs. This has highlighted the
need for acknowledgment and appropriate support of the family care-giver,
which is an explicit part of the palliative care philosophy. However, imple-
menting such support remains difficult due to the complex and individual
nature of the situations arising in this setting. Despite this, there are clearly
some areas that are worthy of consideration by health and social care practi-
tioners (see ‘Key issues for consideration’). These include being aware of
the type of support needs of the family care-giver at various points along the
disease trajectory. There need to be developments in educational pro-
grammes for both professionals and family care-givers to support both the
practical and emotional aspects of managing a caring role in a palliative care
situation. Finally, it is clear that any such initiative should be adequately
researched to determine the effectiveness of such interventions and, if pos-
sible, the effect they might have on subsequent bereavement outcomes for
family care-givers.

Key issues for consideration

• Understanding the role and perspective of the family care-giver to
enable health and social care practitioners to liaise with and negotiate
caring responsibilities in a more systematic way.

• Assessment and reassessment of family care-givers’ needs to ensure that
they are provided with adequate and appropriate information and sup-
port at appropriate points in the disease trajectory. This will help to
reduce speculative anticipation in the caring role and enable family care-
givers to focus on real problems and needs rather than imagined needs.

• Further work needs to be considered to explore the effectiveness and
usefulness of any interventions with family care-givers from their perspec-
tive, particularly in relation to any educational programmes introduced.
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16
Supporting families of terminally
ill persons

Elizabeth Hanson

This chapter provides an empirical overview of the support needs of families
of terminally ill persons and the types of interventions that can be employed
by nurses to offer support, based on Nolan and co-workers’ (1996) temporal
model of family caring. The focus, wherever possible, is on the support needs
of families caring for seriously ill older people at home. A Swedish informa-
tion and communication technology (ICT) project will be drawn upon to
illustrate the benefits and limitations of using technology to support fam-
ilies. The chapter concludes with a summary of nurses’ support work with
families of terminally ill persons.

Overall support needs for families caring for terminal ill people

Within the empirical literature on family care-giving of terminally ill per-
sons, it is clear that the focus remains to a large extent on cancer patients
approaching the end of life. Andershed’s (1999) literature review of the
role of the family carer at the end of life highlighted that the majority of
the 229 chosen articles published in peer-reviewed academic journals from
the early 1980s through to 1998 were largely concerned with cancer
patients. However, from this review and her own empirical studies (Ander-
shed 1999; Andershed and Ternestedt 2001), three key themes of know-
ing, being and doing were identified in relation to the principal support
needs of families of terminally ill persons. I have used Andershed’s
themes as a framework to explore the empirical literature from 1999
through to 2002 regarding the support needs of families caring for ter-
minally ill relatives. More specifically, I have prioritized literature address-
ing the support needs of family carers of older people at the end of
life wherever possible. An overview of the literature review findings is
presented in Table 16.1.
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Knowing

Knowing is a central theme within the empirical palliative care-giving litera-
ture and centres upon family members as well as terminally ill persons them-
selves being informed about a range of issues. Given that this chapter is
concerned with supporting families, relatives’ needs form the focus of the
discussion and it is assumed that the terminally ill person himself or herself
is also in a state of ‘knowing’.

First, Andershed and Ternestedt (2001) point out that it is extremely
important for carers to know about the relative’s disease, diagnosis, prog-
nosis, accompanying symptoms, treatment and care as well as ongoing
health status. Lamont and Christakis (2001) highlight the complexity sur-
rounding issues of prognostication, including the difficulties surrounding
communication of survival estimates, as well as the need for physicians to
improve their skills regarding prognostication. However, it is increasingly
acknowledged that it is important for family members who directly request
it to be given honest information so that they are able to plan for the remain-
ing length of time with their relative (Steinhouser et al. 2000a,b). An
accompanying theme is allowing families to have an opportunity to prepare
for the impending death. In particular, to be able to know what the death will
be like, to make preparations for death and to discuss personal fears to
reduce anxiety about the future (Payne et al. 1999).

The palliative care-giving literature emphasizes the importance of fam-
ily members being fully aware of the nature of the caring role, such as what
to expect and knowing what to do in particular circumstances (Rose 1999;
Scott et al. 2001). Sheldon (1997) argues that it is crucial for carers to be
informed of the financial benefits available to them due to the challenges of
maintaining an income for the carer as well as the extra costs incurred when
caring for a seriously ill person at home. Knowing what services are available
and the help to secure them is also important for family carers. Jarrett et al.
(1999) highlighted that families are often unaware of the range of specialist
services available. Similarly, there is often confusion regarding the role and
responsibilities of the different professionals involved (Wiles et al. 1999).

Andershed (1999) argued that if family carers of terminally ill persons
are informed about relevant issues that are of concern to them, then they are
more likely to be enabled ‘to be’ and ‘to do’.

Being

‘Being’ is another central theme within the palliative care-giving literature
and can be summarized as togetherness and partnership (Duke 1998; Kellett
and Mannion 1999; Wennman-Larsen and Tishelman 2002). This princi-
pally means being with one’s relative, to spend time together and to be close
to one another. As Kellett and Mannion (1999) explain, it involves ‘sharing
the illness and struggle together’. It also includes the ability, for example,
to take time off work and to accompany one’s relative for hospital visits
(Andershed 1999).
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At first glance, it would appear to be a rather idealistic and optimistic
concept. However, ‘being’ is also described within the literature as trying to
make the best of the time one has together and attempting to achieve a sense
of ordinariness and normality (Rose et al. 1997). Efraimsson et al. (2001)
explained how remaining at home was viewed by all family carers in their
interview study as a prerequisite for preserving a sense of normality.

Several empirical studies have also acknowledged the stressful nature of
the ‘emotional work’ that carers have to manage – that is, managing the
emotions of their relative as well as their own feelings, such as guilt, anger,
sadness and uncertainty (Kellett and Manion 1999; Scott et al. 2001;
Soothill et al. 2001; Thomas et al. 2002; Wennman-Larsen and Tishelman
2002).

A central element of ‘being’ is the ability for the family and relative to be
able to talk openly about their feelings together. However, it is readily
acknowledged that, for many families, it is often difficult to share feelings
about their relative’s impending death as well as feelings related to being left
alone and associated fears for the future (Rose et al. 1997; Thomas et al.
2002). Wennman-Larsen and Tishelman (2002) referred to bereavement
studies in which a number of family carers reported their regrets for not
being able to express their feelings openly with their dying partner.

Duke (1998) also notes how some family carers in her interview study
reported feelings of being in suspense, of holding their feelings in a pre-
carious emotional balance, such as enjoying time with one’s loved one but
knowing it would not last and would change. Carers also referred to experi-
encing and gathering memories, such as treasuring events as they happened,
knowing that this might be their last experience of such an event.

Soothill et al. (2001) revealed complex issues surrounding carers sensing
changes in their identity and appearance. This leads to the final element
within the concept of being, which is the ability of the carer to be able to
have time for himself or herself as well as to be able to spend time with others
so as to reduce their feelings of isolation. A central theme within the pallia-
tive care-giving literature is the importance of a range of ongoing respite
services to promote the well-being of carers and reduce their burden. Respite
services enable carers to get a regular break from caring and gives them an
opportunity to participate in activities and interests (Herlitz and Dahlberg
1999; Wiles et al. 1999; Cameron et al. 2002). Scott’s (2001) study of pallia-
tive family care-givers highlighted their feelings of fatigue and, in some
cases, exhaustion as a result of caring for a dying relative at home in the last
months of life. She referred to Maslow’s hierarchy of needs to argue the
importance of securing basic requirements for rest, relaxation and sleep
before then being able to deal with one’s emotions such as anxiety, fear and un-
certainty and one’s higher-order needs of self-esteem and self-actualization.

Doing

Doing is the final theme within the empirical literature and refers to practical
caring acts or ‘care work’. This involves a range of tasks and activities from
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personal care, dealing with symptoms and assistance with medications,
through to regular household chores of shopping, cleaning, cooking, gar-
dening and home maintenance. The UK literature in particular highlights
the practical needs of palliative family carers and the problems with securing
appropriate practical support services, such as the prompt installation of
aids and adaptations at the point of need to make care-giving feasible at
home (Sheldon 1997; Jarrett et al. 1999), access to good transport (Thomas
et al. 2002) and assistance with filling in forms (Soothill et al. 2001). In a
study of 30 palliative family care-givers, Grande et al. (1997) found that just
under half admitted that more help should be provided with daily caring
activities and housework.

Wennman-Larsen and Tishelman’s (2002) Swedish study revealed that
‘doing’ for female spousal palliative family care-givers often also meant tak-
ing on new roles and learning new skills, such as financial management skills
and simple household repair and maintenance skills. In relation to taking on
new roles, Rhodes and Shaw’s (1999) interview study of bereaved palliative
family care-givers emphasized the additional problems experienced by male
carers when carrying out intimate care for their dying relative, as it
encroached on the boundaries of their previous relationship.

It is also recognized within the empirical literature that practical tasks
and activities are often significantly onerous within the last weeks of life and
extra help is often required, such as at night and over the weekend (Axelsson
and Sjöden 1998; Beaver et al. 1999). Problems are also highlighted with
regard to securing extra help from family and friends, as family carers are
often reluctant to ask for extra help, preferring instead to be as independent
and self-reliant as possible (Payne et al. 1999) Difficulties regarding reci-
procity were mentioned by family carers in the study of Steele and Fitch
(1996). Thus, informal support is more likely to be of a social nature rather
than in the form of practical or emotional support (Cohen et al. 1994). Yet,
bereaved palliative family care-givers in Wennman-Larsen and Tishelman’s
(2002) study admitted, in retrospect, that they wished they had asked for
more help with routine tasks from family and friends.

It would appear that family carers are also reluctant to seek support
from professional carers, viewing them as primarily being concerned with
the patient and thus lacking the resources, including the time, to help them
(Grande et al. 1997; Soothill et al. 2001). Where formal support is available,
drawbacks are reported by carers in terms of the numbers of health profes-
sionals involved and a lack of continuity of care (Jarrett et al. 1999). Several
palliative family carers in the study of Efraimsson et al. (2001) described
how this made them feel that their home was no longer their own and
became, instead, ‘a public room’.

Andershed’s (1999) themes provide a useful framework to explore the
empirical evidence regarding the overall support needs of families caring for
a dying relative at home. However, given the continued predominance of
cancer care-givers within the palliative care-giving literature to date, I now
turn to highlight the specific support needs of families caring for a seriously
ill older relative with advanced chronic illness.
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Specific support needs of families caring for seriously ill
older people

Seale (1999) concluded from his retrospective survey of bereaved relatives,
friends and neighbours of older people in the last year of life, that there
needs to be a much broader perspective on death and dying that emphasizes
the needs of older people. Seymour and Hanson (2001) noted the emerging
body of empirical literature highlighting the inverse care needs of seriously
ill older people and their families. With regard to family care-giving of older
people at the end of life, additional challenges are noted to those identified
in the cancer care-giving literature. Seale (1999) and Mezey et al. (1999) note
the complexities surrounding prognosis and accompanying preparation for
death. This is due to the likelihood of multiple existing diseases and the
associated range of long-term symptoms, as well as the nature of the dying
process for older people living with advanced chronic illness, which is, typic-
ally, a gradual decline and a lengthy trajectory. This often leads to an add-
itional burden for older family carers who may also have chronic health
problems themselves. As an older spousal carer participant explained to
Meyers and Gray (2001), ‘I knew I could do anything for a few months, but
this has gone on forever. I don’t know how long I can go on like this.’

In addition to physical strain, there are often additional emotional
demands surrounding the delivery of long-term highly personal care to a
loved spouse or parent who is often unable to recognize anyone, or no longer
resembles the person they once were and is often unable to provide reci-
procity. Mezey et al. (1999) conclude that there is a need for educational
models to support families and professional carers in providing end-of-life
care for older people. Mike Nolan (personal communication) has argued
that while the knowing, being and doing needs of families are all important
considerations, most research and practice to date has focused on the ‘doing’
and, to a lesser extent, ‘knowing’, to the neglect of ‘being’, which is likely to
require a change of orientation for staff.

I now turn to consider the types of interventions that can be used by
nurses to offer support, with particular consideration to the support needs
of families caring for seriously ill older people at home.

Working in partnership with families: nursing interventions in
relation to the temporal model of family care-giving

Nolan and co-workers’ (1996) temporal model of family caring has had a
considerable influence on researchers, policy makers and practitioners in the
field of gerontology with regard to providing an appropriate framework to
understand the dynamics of family care-giving and to work in partnership
with families. More specifically, the temporal model of family care-giving
acts as a useful educational model for nurses to help them in their support
work with families caring for a terminally ill relative at home (see Table 16.2).
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Table 16.2 Nursing interventions in relation to the temporal model of family caring (Nolan et al. 1996)

Phases Concerned with Nursing interventions

Building on
the past

Recognition of the nature of the
caring relationship with the
relative and its influence on the
current and future situation

� being aware that a carer’s past relationship
with their relative influences their decision to
take on board the role of carer, and shapes
the nature of their caring situation

Recognizing
the need

Being aware of the changing
relationship with their relative

� enabling the family member to recognize
their changing relationship with their relative
as a result of his or her illness or confirming
the suspicions as appropriate of family
members that suspect their relative is ill

Taking it on The family carer making a
decision if he or she should take
on board the role as carer

� providing informed anticipatory care about
the nature of family caring and the services
available

Working
through it

Learning to carry out a range of
care-giving tasks and managing
the emotional aspects of caring

� providing individualized information, advice
and support

� facilitating skill development in novice carers
� recognizing experienced family carers as the

experts regarding their caring situation
� encouraging family carers to use a broad

range of coping strategies to enhance their
coping abilities, including exploring with
family carers the satisfying aspects of caring

� ensuring carers have access to regular
respite services

� being aware of, and advising carers of, the
role of informal sources of support and the
range of informal respite services

� referring carers to pastoral support as
appropriate

Reaching the
end and a
‘new
beginning’

The carer reaching the end of
instrumental care-giving and the
transition into widowhood, the
bereavement period and entering
a new life situation

� proactively working with families to reduce
the potential for future regret

� giving permission as appropriate regarding
entry to nursing home

� enabling carers to negotiate roles with care
staff at home, nursing home or hospital

� working together with carers to ensure a
‘good’ death

� facilitating carers to re-negotiate roles with
family and friends

� assessing carer’s bereavement needs and
referring them as appropriate to sources of
support
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A core element of the temporal model of family caring is working in
partnership with families to provide optimal support by recognizing the
different needs for support at different stages of, or transitions within, the
caring trajectory. It can be seen that the core needs of knowing, being and
doing outlined above within the palliative care-giving literature are clearly
interwoven within many of the phases of the caring process.

Building on the past

Nolan et al. (1996) describe how the caring process begins by ‘building on
the past’, which is a stage before caring in its formal sense and includes
recognition of the nature of the caring relationship with the relative and its
influence on the current and future situation.

Recognizing the need

The second stage, ‘recognizing the need’, involves the family member being
aware of their changing relationship with their relative. This is particularly
pertinent to family members when a relative has a chronic illness with a
gradual onset such as dementia. At this stage, family members may consult
with professionals to confirm their suspicions regarding the changed
behaviour of their relative.

Taking it on

‘Taking it on’ is the next phase and is often a brief phase involving deci-
sion making about the formal caring role – namely, ‘Can I do it?’ and
‘Should I take it on board?’ A crucial element within the model of Nolan
et al. is the recognition that support work is as much about helping family
members to decide if caring is for them as it is about helping them to
continue caring. They acknowledge that in many circumstances, such as
the rapid onset of stroke, families have very little time to make informed
decisions about taking on the role of family carer. As Ward-Griffin (2001)
highlighted in her study of family care-givers of older people, the lack
of options led many spousal carers to believe that they had no choice but to
provide the bulk of the care. For many spousal carers, filial obligation is also
an important factor, as an older family carer expressed to Wennman-Larsen
and Tishelman (2002): ‘This is his home, of course he should be here.’

In contrast, Nolan and colleagues argue it is important to work pro-
actively with families. For nurses, this means carrying out what Nolan et al.
(1996) call ‘informed anticipatory care’, which means providing carers with
the necessary information and advice to make informed choices about their
situation. This reflects the knowing need outlined earlier within the palliative
care literature.
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Working through it

‘Working through it’ is concerned with the day-to-day aspects of the caring
role and involves ‘hands-on care’ as well as emotional aspects of care. Nolan
et al. (1996) note the importance of appropriate information, education and
advice to enable novice family carers to be optimally involved in daily care-
giving. The palliative care-giving literature highlights the problems experi-
enced by family carers when their relative is first discharged home and their
subsequently having to learn by ‘trial and error’ to carry out a range of care-
giving tasks (such as the ‘doing’ tasks). This is often  recognized as being an
onerous and time-consuming process (Rose 1998; Efraimsson et al. 2001;
Wennman-Larsen and Tishelman 2002). In keeping with the temporal
model of family caring, the palliative care-giving literature emphasizes the
need to ensure that information-giving by nurses is individualized and that
checks are frequently made about the assimilation of information over time
(Rose 1999; Carter 2001; Cameron et al. 2002).

Nolan et al. (1996) explain that as family carers ‘work through it’, over a
period of time they often become experts in their care-giving activities.
Mezey et al. (1999) refer to the special knowledge about their older relative
which makes family carers experts in care. Nolan et al. argue that such an
approach requires nurses to work in partnership with families by acting as
facilitators and enablers as opposed to ‘doers or providers’. They also
explain that this involves nurses sharing their knowledge and learning from
family carers. In this way, nurses can increase carers’ competence and enable
them to move quickly from novice to expert and help to sustain them in the
expert role over the course of the caring process.

However, as acknowledged earlier within the ‘being’ needs of palliative
family care-givers, Nolan et al. (1996) also recognize that ‘working
through it’ involves dealing with the emotional aspects of caring. They
argue that nurses can enable family carers to cope more effectively by
exploring with them the satisfying aspects of care, so that these can be
enhanced. For example, in their longitudinal study, Nijboer et al. (1999)
found that a number of family carers gained an increased sense of self-
esteem from being able to care for their partner to the best of their ability
at home.

Nolan et al. (1996) also explain the importance of encouraging family
carers to use a broad range of coping strategies to help them manage. Within
the palliative family care-giving literature, recommended strategies include:
taking each day as it comes; maintaining hope; managing time effectively,
such as developing a routine and having a window of time for oneself;
normalizing; using humour; finding meaning and a sense of control in care-
giving activities; and engaging in relaxation activities (Steele and Fitch
1996; Rose et al. 1997; Rose 1998; Kellett and Mannion 1999; Scott et al.
2001; Wennman-Larsen and Tishelman 2002). Cohen (1994), Steele and
Fitch (1996) and Seale (1999) also highlight in their respective studies of
palliative family care-givers the importance of faith in a higher power for
many carers.
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As highlighted earlier within the ‘being’ needs of family carers, Nolan et
al. (1996) emphasize the importance of nurses helping family carers to man-
age their situation by ensuring that they have access to respite services that
match their particular problems and are flexible to changes over time. This
includes nurses recognizing the invaluable role of informal sources of
support from other family carers. Scott (2001) highlights that talking and
meeting other carers helps new carers to realize that they are not alone.
Informal respite services can take the form of carer support groups, study
circles, voluntary telephone help-lines, home visiting and sitting services
(Almberg 2002).

Reaching the end and a new beginning

The final phase within the temporal model of family caring is ‘reaching the
end’ and a ‘new beginning’ and relates to the phase when the carer reaches
the end of instrumental care-giving. Nolan et al. (1996) highlight the dif-
ficulties involved for family carers when an older relative is admitted to a
nursing home, describing the ‘legacy of guilt’ that often ensues as a result of
a lack of support by care staff to enable them to create ‘a new beginning’.
Nolan and Dellasega (1999) note that nurses need to engage proactively with
families to reduce the potential for future regret so that a ‘new beginning’ is
made possible. This can be accommodated by nurses creating opportunities
for family carers to engage with them in an open and honest appraisal of
their individual caring situation. It may also involve the professional carer
supporting the family carer by directly ‘giving permission’ to the family
carer for their relative to enter a nursing home (Winslow 1998). Once a
decision has been reached about institutional placement, creating a new
beginning can also be achieved by carers negotiating roles with care staff in
the home (Sandberg et al. 2002).

I would argue that this final phase within palliative family care-giving
refers to the last weeks of life of the relative, the death of the relative and
the subsequent preparation of the body and funeral arrangements, after
which the family carer reaches the end of instrumental caring. However, this
final phase is recognized as the most challenging within the palliative care-
giving literature. This is because the family carer requires active and sus-
tained support to manage the burden of caring for a dying relative at home
as well as the emotions surrounding the impending death of their loved one
(Duke 1988). It is important that the nurse works together with the family
to ensure as good a death as possible. Rhodes and Shaw (1999) highlight
that lack of good pain and symptom control often necessitate hospital
admission within the last weeks of life. Similarly, they acknowledge that
dying at home may be rather idealized and some family carers fear the
prospect of witnessing a death at home and living in a house in which a
relative has died.

I would also argue that a ‘new beginning’ for palliative family carers
includes the transition to widowhood and the bereavement period, in
which the family member adjusts to being alone and enters a new life situ-
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ation, which includes renegotiating roles with family and friends (Duke
1998; Wennman-Larsen and Tishelman 2002). Nurses can play a valuable
role in assessing family carers’ bereavement needs and referring them to
appropriate sources of support (Sheldon 1997).

Thus, it can be seen that Nolan and co-workers’ (1996) temporal
model of family care-giving acts as a useful conceptual framework for
nurses to use in their support work with palliative family care-givers –
namely, by working in partnership with families to meet their core needs of
knowing, being and doing over time. In this way, nurses are able to
empower families by enabling them to be better informed in relation to
their caring situation.

I now turn to explore how the temporal model of family caring can be
used as a basis for considering innovative ways of delivering support. In
particular, I consider the use of information and communication technology
(ICT) and provide an example of an innovative support intervention in
Sweden.

Example of an innovative information and communication
technology support intervention in Sweden

In her study of hospice family care-givers, Scott (2001) acknowledges that
ICT will increasingly have a role to play in the future in terms of opening
up avenues of advice, support and companionship for family carers. She
refers directly to the ACTION Project (Assisting Carers using Telematic
Interventions to meet Older Persons’ Needs) as an innovative example of
providing information, advice, skill development and support via the
medium of ICT.

I provide an overview of the ACTION concept and give examples of
how it is supportive by referring to data from the initial testing of an inter-
active multimedia programme on end-of-life care that has been developed in
Sweden.

The ACTION concept

The ACTION concept arose out of the EU-funded ACTION Project, which
made use of ICT to provide older people and their family carers with educa-
tion, information and support in relation to their caring situation. A key
feature of the ACTION services is that they were developed in close col-
laboration with older people and their family carers and were subsequently
tested by a number of families in their own homes across the partner coun-
tries of Sweden, England, Northern Ireland, the Republic of Ireland and
Portugal (Magnusson et al. 2002).

The conceptual framework of ACTION is based on Nolan and co-
workers’ (1996) temporal model of family care-giving, as it was acknow-
ledged that it is important to work in partnership with family carers by
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providing education, information and support as necessary to help them
initially to decide whether to take on board the role of family carer and, if
so, to support them through the entire caring trajectory. A central theme is
the recognition that an experienced family carer is the expert regarding their
relative’s care.

The ICT initially consisted of the family’s television set, a personal
computer and a remote control through which they could access a range
of multimedia caring programmes on the TV screen. Each partner coun-
try set up a local family carers’ user group, which met regularly to help
develop the scope and content of the programmes. Family carers
requested that the programmes should be focused on practical as well as
emotional aspects of caring, such as moving and handling, incontinence,
emergency situations, respite care, planning ahead, coping, and claims and
benefits.

The ACTION concept also used a video-phone by which families could
get in touch with other participating families as well as care professionals at
the research sites. In Sweden, families were given the option to use the com-
puter to access the caring programmes as well as the Internet and e-mail
facilities; nearly all families chose to do so. Many families had no experience
of using a computer and thus group educational sessions were provided as
well as the possibility to have individual training at home.

An End-of-Life Caring programme was developed in the Swedish
ACTION Project (consisting of further research and development work
in Sweden funded by the Ministry of Health and Social Affairs, 2000–
2002) in response to requests from several Swedish family carers who
had direct experience of their spouse dying during the term of the
project. They considered that the existing programmes were too broad
and were unable to focus specifically on care for a seriously ill older person
at home.

The request of the Swedish ACTION family carers was a timely one, as
it clearly resonated with recent Swedish policy initiatives that acknowledged
the work that needed to be done concerning the palliative care needs of
Swedish citizens and, in particular, recognition of the vital role of family
carers (Andershed 1999; Sundström et al. 2002). I now provide a snapshot of
the Swedish policy context so that the reader can gain an awareness of the
contextual backdrop to the palliative programme development work in
Sweden.

The Swedish policy context of palliative care and the role of
family carers

As in the UK, health and social care services in Sweden are delivered separ-
ately. Health care is delivered at a regional level and district nurses operate at
this level providing home health care. Social care is delivered by the muni-
cipalities, mainly by assistant nurses who provide personal care and home
help to older citizens. Specific palliative care services centre on hospital-
based home care teams, which were pioneered by Beck-Friis in the 1970s.
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The teams consist largely of physicians and nurses delivering 24-hour care,
mainly to cancer patients, who are linked to a hospital unit (Fürst et al.
1999).

Again like in the UK, the current trend is towards reduced hospital care
and increased home care services for frail older people. Andersson et al.
(1999) highlighted that end-of-life care dominates advanced home health
care services. Nearly three-quarters of patients receiving home care services
were over 65 years of age and just over half were women. However, most
seriously ill older people, as in the UK, are cared for in nursing homes run by
municipalities. In contrast to the UK, however, there are far fewer hospices
and fewer palliative care physicians (Fürst et al. 1999). Yet Sandman (2001),
in his concept analysis work of palliative care in Sweden, noted the exten-
sion of the concept of palliative care beyond the end-stage of an illness and
to incorporate illnesses other than cancer. This shift in focus has also been
mirrored in recent government policy.1

Traditionally in Sweden, unlike in the UK, there has been much less
reliance on voluntary support services for seriously ill people and their fam-
ilies. More recently, however, there has been a national initiative, ‘Family
Carer 300’,2 to support family carers and to encourage active partnerships
between statutory and voluntary services, as in the UK. This initiative
reflects a growing trend of informal care for older people in Sweden, largely
delivered by spouses and adult children (Wimo et al. 2002; Johansson
et al. 2003).

The ACTION End-of-Life Caring programme

Against this backdrop, the ACTION End-of-Life Caring programme was
primarily designed to provide user-friendly education, information and
support to family carers of terminally ill older persons living at home. An
outline of the programme was based on an analysis of interview data with
several family carers who had experienced the death of their relative
during the period of the ACTION Project, as well as key findings from
a review of relevant empirical literature in the field of palliative family
care-giving.

The interview data revealed that needs centred on both practical as
well as emotional aspects of family care-giving, in keeping with Ander-
shed’s (1999) core themes. Practical aspects centred on the need for infor-
mation about medicines, aids and adaptations for safe movement at
home, pressure sore prevention in bed, advice about food and the range of
support services available. Emotional aspects focused on the nature and
role of the family carer, as well as information and support about the
advancement of the cared for person’s illness and the risk of unexpected
death and support after death. The initial structure of the programme is
shown in Table 16.3.

This initial working prototype of the programme was reviewed by eight
family carers who had direct experience of caring for a seriously ill relative in
the last year of life at home (see Box 16.1). Two carers were participants in
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the Swedish ACTION Project and the remaining family carers were
recruited with the help of a local pastoral care worker. Local ethical
approval was secured before carrying out the research and development
work with the programme. Two research nurses, who were experienced in
care for older people, carried out the reviews. They provided support as
appropriate during and after the reviews. Box 16.1 provides a brief descrip-
tion of the family carer participants and a selection of their comments about
the ways in which the programme was supportive.

Table 16.3 End-of-Life Care Programme: initial version

Chapters/headings Parts/subheading

1 Read this first (an introduction) � About death and dying
� A good death
� Palliative care

2 Living with dying � Loss
� Emotions and experiences
� Suffering
� Physical problems

3 Being a family carer � When death is near
� When death has occurred
� The funeral
� Mourning
� Re-investing in life

4 Personal care � Hygiene
� personal hygiene
� clothes and laundry

� Food and drink
� difficulties with eating and drinking
� food and drink with different

consistencies
� help with food and medicine

� Moving and handling
� transfer in bed
� transfer out of bed
� prevention of pressure sores

5 Support services � Support in and outside the home
� Claims and benefits

6 Poems and relaxation exercises

7 Links to other parts of the general
ACTION service
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Key benefits and limitations

Contrary to the stereotypes surrounding older people and the use of new
technology, this first phase of testing with family carers revealed the poten-
tial benefits of ICT to provide information, education and support to fam-
ilies caring for seriously ill relatives at home. Family carer participants with
no previous experience of using a computer, after some initial training (of
approximately 20 minutes duration), were able to effectively manage the
multimedia programme.

Several family carer participants considered that the End-of-Life Caring
programme would have helped to make their everyday role as a family carer
for a terminally ill relative much easier. This was related to the inclusion of
practical care-giving information and advice that centred upon ‘doing’, such
as tips in the programme about food and drink when a family member is
seriously ill and does not feel like eating. Elements of ‘knowing’ found to be
important in the programme by participants included information on the
range of services available, such as home help services, technical aids to help
family carers in their daily caring activities and also financial aspects, such as
the benefits available to family members taking care of a dying relative at
home.

However, in addition to practical aspects of caring, ‘being’ needs were
frequently raised by participants in relation to their individual caring situ-
ation as they reviewed the programme. In many cases, particular parts of the
programme triggered participants to recall their own caring situations,
including the range of emotions they experienced. For example, guilt was
expressed by a carer regarding the death of her spouse in a nursing home, by
a spouse when he spent time away from his wife to engage in a leisure activity
and by a daughter who felt she could have done more to help her mother
prior to her death. This resonates with the ‘legacy of guilt’, identified by
Nolan et al. (1996), that is frequently experienced by carers in the final stages
of caring.

One male participant acknowledged that the desire for a terminally ill
relative to die at home is not so clear-cut, as noted by Rhodes and Shaw
(1999), and described the fear surrounding death at home as opposed to
feelings of security attached to the hospice. Another participant openly
acknowledged his feelings of grief following the death of his wife, as well as
feelings of loss regarding his role as carer, as highlighted by Duke (1998).
And in line with the findings of Rose et al. (1997) and Thomas et al. (2002),
both these male carers admitted experiencing difficulty in engaging in an
open and honest conversation about death with their dying spouses.

Thus, it can be argued that the End-of-Life Caring programme has the
potential to help carers by enabling them to recognize that emotions such as
guilt are normal and understandable reactions when caring for a seriously ill
relative. Also, other experiences, such as difficulty talking about death and
dying, are commonly encountered by other family carers as they take care of
their dying relative at home. In this way, as recommended by Soothill et al.
(2001), Thomas et al. (2002) and Sheldon (1997), the carer is informed that
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their needs are valid in their own right. The programme also goes one step
further by informing the family carer about the different kinds of support
available to them and how to secure it.

A second version of the programme is currently underway that builds on
the initial testing phase and it is intended that the whole ACTION service, of
which the End-of-Life Caring programme is a part, will be tested by ten
consenting families who are caring for a terminally ill older relative in their
own home.

To summarize, the main benefit of ACTION is that it empowers families
because it provides them with the choice to decide if, when and for how long
to access the information, advice and support that is available to them via
the computer, from the comfort of their own home. However, it is important
to acknowledge that the use of new technology to support families of ter-
minally ill persons is not without some limitations and it is to these that I
now turn.

Information and communication technology support services, such as
ACTION, are intended to complement existing statutory and voluntary ser-
vices for older people and their families. They are not intended, nor are they
able to replace, core services, such as home help and home health care. Thus,
it can only help to inform families of the range of services that provide
‘hands-on’ care. It cannot provide practical care directly, which is an
essential element of support at the end of life.

One family carer raised the issue of optimal timing of the introduction
of the End-of-Life Caring programme to families. Results thus far highlight
the importance of introducing ACTION as early as possible within the car-
ing trajectory to optimize its supportive effects. Problems arise when it is
introduced much later, such as towards the end of the ‘working through it’
phase, as it can be viewed as ‘too little, too late’. In such cases, core services
such as home help and district nursing services are often required to help
relieve the burden of caring (Hanson and Clarke 2000).

Yet, could ACTION replace the nurse’s advisory and educative role? It is
argued that ACTION gives nurses the opportunity to work in partnership
with families, as advocated by Nolan et al. (1996), by enabling them to
provide individualized advice and support at the point of need. This could
be carried out by a more traditional home visit or, where time is limited and
travelling times are long, it can be carried out via the video-phone. Where
appropriate, nurses can also direct families to specific ACTION pro-
grammes, or particular sections of a programme that will help families to be
more informed about their specific caring situation and the types of services
that are available to them.

A key issue relates to Nolan and co-workers’ (1996) original premise
that support services should, wherever possible, enable family members to
make an informed choice as to whether to take on board the role of family
carer. Does ACTION subtly coerce family carers to continue caring? How
can family carers withdraw from the service once ACTION is in their own
home? These questions relate more to the way in which the service is intro-
duced to families and, I would argue that the problems can be minimized if
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the nurse openly discusses with individual families the support options avail-
able to them. Wherever possible, this should take place at the beginning of
the ‘taking it on’ phase. Nurses working with ACTION at a local call centre
for family carers in a municipality in Sjuhärad, West Sweden, acknowledge
that ACTION is not suitable for all families and is not a ‘panacea for all ills’;
rather, it requires careful assessment on the part of the nurse together with
the individual family concerned (Magnusson 2003).

One ethical consideration also concerns the difficulties faced by the local
municipalities involved to withdraw the ACTION service from families such
as after the death of their relative or when a relative enters a nursing home.
Case study data from the Swedish ACTION Project have highlighted the
benefits of ACTION for several family carers in the initial bereavement
period, in terms of providing informal and formal support via the video-
phone. Similarly, several family carers and their relatives have been able to
maintain regular face-to-face contact with each other more easily using the
video-phone which is linked from the local nursing home to the family
carer’s own home (Magnusson 2003).

Conclusions

• Nolan and co-workers’ (1996) temporal model of family care-giving
enables nurses to work in partnership with families of terminally ill
persons to meet their core support needs of knowing, being and doing
over the course of the caring trajectory.

• To actively work in partnership with families, nurses must be prepared to
share their knowledge with family carers as well as being open to learn
from family carers themselves.

• To help empower family carers, nurses need to acknowledge experienced
family carers as experts on their individual caring situation.

• Nurses can help family carers to manage the emotional aspects of caring
by enabling them to explore the satisfactions of caring.

• ICT services such as ACTION can be used to complement existing ser-
vices to provide nurses with new ways of working with families, which
will enhance their educative and support role.
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Notes

1 See Statens Offentliga Utredningar (SOU) (2001) Döden angår oss alla, värdig
vård vid livets slut [Death Concerns Us All: Dignified Care at the End of Life],
p. 6. Government White Paper, Final Report of the Commission for Care at the
End of Life. Stockholm: SOU.

2 Family Carer 300 (2000–2002) was so-called because the Swedish Board of
Health and Welfare provided fundings to a total of 300 million Swedish crowns,
approximately �35 million, to a variety of care-giver research and development
initiatives in all interested municipalities in Sweden.
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17
Social death
The impact of protracted dying

Gail Johnston

In this chapter, I examine the notion of social death, the factors which
predispose someone to be defined as socially dead and the impact of such a
definition for patients and families. In so doing, I examine the theoretical
origins of the concept, its behavioural enforcement by health professionals
and the psychological and social consequences of such behaviour. In par-
ticular, I draw attention to the way in which a diagnosis of cancer can
impose a state of social deadness on sufferers.

Most people, including health professionals, define death in a ‘clinical’
or ‘biological’ sense – that is, when clinical signs or symptoms signify that
the event has occurred in the case of the former, or that there is an absence
of cellular activity in the case of the latter (Sweeting and Gilhooly 1991).
However, when biological or clinical death is preceded by a period or phase
in the illness when a person has lost their connection with the living world,
we have begun to understand it in terms of ‘social death’. This is the time
when a person is treated essentially as a corpse, though they are still
clinically and biologically alive (Sudnow 1967). Mulkay suggests that

the defining feature of social death is the cessation of the individual
person as an active agent in others’ lives . . . Social death is the final
event in a sequence of declining social involvement that is set in motion
either by participants’ preparation for, or by their reaction to, the advent
of biological death.

(Mulkay 1993: 33, 34)

In a review of the literature of the concept, Sweeting and Gilhooly
(1991, 1997) demonstrate that the state of social death has regressed from
being one where the body is revered and honoured to one of social exclusion
and excommunication. Early anthropological accounts of burial traditions
documented that people became socially dead only after the body had nat-
urally disintegrated. Until that time, the dead were treated as though they
were still alive, requiring food, company and conjugal rights (Sweeting and
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Gilhooly 1997). However, with the increasing institutionalization of groups
which society feared or had no use for, it has now come to be understood as
a state of abandonment or revulsion. Sweeting and Gilhooly (1991, 1997)
propose that there are three groups of patients for whom the concept may be
most readily applicable. These are the very old, those in the final stages of a
lengthy physical terminal illness and those suffering from loss of their essen-
tial personhood (e.g. through dementia or coma). Each has entered a phase
in their illness or life which irredeemably affects their ability to interact
normally with others.

Social loss

The concept was first described in relation to health care through the obser-
vations of social scientists and thanatologists in the 1960s as they presented
their accounts of the ways in which health professionals interacted with
patients according to their perceived social value (Glaser and Strauss 1964a;
Sudnow 1967). These authors observed that the quality of care given to
patients was dependent on such factors as their age, clinical value, import-
ance in society, ethnicity, education, occupation, family status, social class,
personality and accomplishment. Glaser and Strauss (1964a) observed that
as nursing staff learned more about patients, they gradually developed a
‘loss story’ for each patient, which added and subtracted these factors to
provide a social loss value. At certain times, for example, when the wards
were busy and care had to be prioritized, low social loss patients received
minimal or basic care, while high social loss patients often received special
care. Social loss stories derived their meaning from the anticipated future.
For example, a young person training to be a doctor would have a higher
social value than an elderly person dying with a chronic illness. As a result,
for low social loss patients (e.g. those suffering from a chronic illness), nurses
had often lost interest in their stories after a relatively short time.

In his participant observation study of the social organization of death
in two American hospitals, Sudnow (1967) observed that staff’s efforts and
interactions with the dying were associated with the extent to which patients
were already perceived as socially dead. In addition, he observed that social
death also predicted biological death because patients already labelled as
such died sooner. His illustrations of the consequences which this situation
entailed for persons also drew attention to the isolation of the dying. In a
later study, Timmermans (1998) attempted to show that developments in
health care policy and legislation now made Sudnow’s earlier observations
obsolete. He observed 112 resuscitations and interviewed 42 health care
workers in two American trauma units. Though his method of analysis was
not clearly described, he used a thematic account of his findings to argue
that recent legislation had only affirmed Sudnow’s earlier findings that
patients of low social value were much less likely to be resuscitated aggres-
sively than patients with a perceived high social value. While age was still the
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most obvious characteristic on which patients were valued, other measures
of their social viability were the extent to which they were well-known and
liked, whether staff identified with them or not (e.g. were the same age or
had the same family circumstances) and whether or not they had established
a relationship with them. These differences in value were manifested by the
increased number of staff present, the involvement of the cardiologist, the
breaking of protocols and greater evidence of teamwork apparent during
the resuscitations of high value patients. In the case of low value patients,
staff showed less vigour and sympathy, joked about the difficulty of insert-
ing cannulae, stated time of death in advance and called the coroner before
the patient was pronounced dead. While staff followed the protocol in
these cases, they did it more slowly and often it became an end in itself.
Similar strategies of social rationing have also been observed to apply at a
much wider societal level and have implications for the outward display of
mourning after the death and into bereavement (Prior 1989; Kastenbaum
2000).

Social exclusion

What is central to the notion of social death is others’ (and mainly health
professionals’) behaviour and treatment, which enforces the physical and
psychological segregation of those who have been labelled as deserving of
such. Such behaviour, it is argued, stems partly from our own fears of death
and our disinclination to be reminded of our own mortality, which closeness
and intimacy with the dying person inevitably brings (Kastenbaum 2000).
While Sudnow’s definition of death was limited to death-related behaviour,
subsequent definitions have been extended to non-person treatment. Sweet-
ing and Gilhooly (1991) described the process by which patients in mental
hospitals and other inmates of large institutions such as prisoners were
stripped of their individuality and contact with the outside world as ‘morti-
fication’, as they were forced to give up their possessions and undergo pro-
cedures of admission. In an attempt to distance themselves from the
inmates, staff resorted to ‘non-person’ treatment when they pretended that
they did not exist. The nursing literature talks about ‘dehumanization’ and
‘warehousing’ as patients are stripped of any social value (Sweeting and
Gilhooly 1991).

Mulkay (1993) has argued that social death begins at retirement, at
which point older people are gradually denied full participation in family life
and society. He also suggests that the situation may be more evident in
women, who not only live longer than men but who have also lost their
central role in the mourning ritual as modern death has been removed to the
confines of institutions and the hands of the professional. This exclusion is,
therefore, imposed by a society which no longer values the inclusion of
people without a valid role in that society. It can be extended and enforced
by the physical separation which institutionalization entails (Sweeting and
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Gilhooly 1991), for example in the hospital (Sudnow 1967), the residential
home (Hockey 1990) and the hospice (Lawton 2000). ‘This condition of
social isolation, combined with the expectancy of death, is likely to lead
others to think of the elderly as being as good as dead, or in other words,
socially dead’ (Sweeting and Gilhooly 1991: 263).

In a participant observation study comparing care in a residential care
home and hospice, Hockey (1990) described how fitter residents in the
residential home were distinguished from their frailer counterparts in an
attempt to reaffirm their purpose and position in the home. Staff also
enforced these differences by structuring the daily activities, physical space
and their use of language around this distinction in a conspiratorial
attempt to protect the one from the ultimate fate of the other. Kastenbaum
(2000) talks of a similar ‘hale and frail’ distinction being evident in almost
every medical setting which he has experienced, as staff attempt to segre-
gate the dying from their own and others’ consciousness. Elias (1985)
argues that the confinement of death to institutions now means that when
we are confronted with it, society no longer knows how to react or
respond.

According to Mulkay (1993), what Hockey’s (1990) study bore witness
to was society’s wider exclusion of the elderly: ‘The ultimate outcome for the
elderly is that they are systematically prevented from participating in this last
culturally impoverished setting in much the same way that the elderly in
general are excluded from the wider society’ (p. 37). It also highlighted the
residents’ own perception of their path along this final journey. Residents
perceived that they were no longer of any social value, and described
themselves as ‘rubbish to be swept up’ or ‘put out’.

Measuring social death

In one of the few empirical studies to attempt to quantify the concept of
social death, Sweeting and Gilhooly (1997) measured the extent to which
social death occurred before biological death among elderly people with
dementia. According to these authors, the increasing degeneration of the
patient with dementia fits all the criteria for the condition of social death.
These criteria include incompetence, loss of control of bodily functions, loss
of insight, changes in personality and an inability to communicate. Through
interviews with 100 carers of these patients, they made ratings of the extent
to which carers believed their relatives were ‘socially’ or ‘as good as’ dead.
Though the term social death was never used, questions were devised to
assess whether carers perceived the dementia sufferers in this way. References
in the interview that alluded to social death were also recorded, including
observing non-person treatment of the sufferer (e.g. ignoring their presence,
perceiving their care as mechanical, discussing them as a dementia patient
rather than as an individual and excluding them from household tasks or
social visits).
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Findings from this study showed that respondents could be categor-
ized along two dimensions of believing and behaving into four categories.
The first category included respondents who both believed and behaved as
if the sufferer was socially dead. Here, sufferers were still cared for but
only as non-person beings: ‘We treat her mostly, unfortunately, as if she’s
not part of our world’ (Sweeting and Gilhooly 1997: 104). The second
category included respondents who believed the person to be socially dead
without behaving as if they were – that is, still involving them in everyday
activities but simultaneously acknowledging that they were ‘as good as
dead’. Such respondents expressed the relief they would feel if the suf-
ferers died peacefully in their sleep. Third, and unusually, were respond-
ents who behaved as if the dementia sufferer was dead without believing
they were – that is, referring to them in a derogatory way while in their
presence but acknowledging that they were not as good as dead. The
respondents in the fourth category were categorized as neither behaving
nor believing that the person was socially dead, because they were able to
remember the person as they once were and their behaviour towards
them remained unchanged: ‘While he’s there my feelings will never change
. . . and when he, if he ever was away, my feelings would never change’
(Sweeting and Gilhooly 1997: 109).

Some respondents described the distress, confusion or numbness caused
by having to deal with a healthy body from which the person has disap-
peared, the mechanical process of caring for an unresponsive stranger, the
regression of the person they once knew to a child-like state, and the desire
for the removal of the physical body. In contrast, relatives who maintained
the social life of their relatives laid great store on the fact that their relatives
continued to recognize them, that they were still enjoying a certain of quality
of life and relationships were maintained through denial (Sweeting and
Gilhooly 1997).

The impact of protracted dying

In a lengthy and often relentless disease trajectory such as cancer, the
experiences of patients as they negotiate the physical and emotional effects
of the disease process also highlight a whole range of conditions and
circumstances that can serve to promote a state of social deadness. This
process may be precipitated by the stigmatizing effects of their diagnosis
and may be exacerbated by decreasing physical and social function and
the separation which institutionalized care enforces. A state of social
deadness may evolve as patients begin to withdraw from their social net-
works and environment in preparation for death. Conversely, they are
gradually and insidiously excluded or ignored by staff and carers who can
no longer relate to them socially, personally or sometimes physically. A
situation of ‘social death’ can, therefore, be self-imposed or enforced by
others.
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Isolation

Glaser and Strauss (1964b) found that staff interacted with patients accord-
ing to their awareness of the severity of the illness. They described four
awareness contexts that guided and structured the social interaction between
staff and patients according to what they were perceived to know about the
prognosis (Glaser and Strauss 1964b). These awareness contexts have been
described as: closed awareness, where the patient does not know he is dying
though everyone else does; suspected awareness, where the patient has not
been told but suspects and looks to others for confirmation of his dying
status; mutual pretense awareness, where both parties know the prognosis
but pretend to each other that they do not; and open awareness, where both
parties openly acknowledge the prognosis. It appears that these contexts
gradually evolved as patients took cues from their external environment as
the disease progressed until most reached one of open awareness. However,
during this process both staff and patients performed elaborate rituals of
collusion and pretense in efforts to mask the reality of the situation from
each other.

According to Field (1996), what these early studies of social interaction
with the dying showed was the overriding attempt by staff to protect both
themselves and patients from the truth of their prognosis, to avoid their own
and patients’ distress: ‘Somehow it was believed that by not telling people
they were dying could maintain the social fabric and allow things to con-
tinue as “normal” ’ (Field 1996: 257). However, in so doing, he argues, the
dying became more isolated, alienated and abandoned. Later discussion will
show that much recent evidence suggests that such behaviour may still gov-
ern our communication with the dying today and with the same con-
sequences. This is borne out by studies of the way health professionals
communicate with cancer patients, which have highlighted the distancing
techniques they use to block open and effective communication with
patients (Wilkinson 1991).

In a study of terminally ill cancer patients at home, in a hospital and in a
hospice, Johnston and Abraham (2000) showed that the stigmatization of
cancer and the fear it aroused in others meant that when patients were
diagnosed, especially with a terminal prognosis, they found it difficult to
express their fears to carers because of a need to protect them from further
distress or a realization that this was not a subject they were comfortable in
talking about. Patients, therefore, learned who among their social network
would sanction its discussion and avoided it with others: ‘I don’t like to talk
about [dying] too much. It depends who it is because some people don’t like
you talking about it too much’ (Johnston and Abraham 2000: 491). How-
ever, carers in the same study also reported feeling similarly isolated by
their inability to talk freely with patients because of a feeling that anything
they would say would be inadequate in the circumstances or emotionally
upsetting for the sufferer:
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I just can’t get through to my wife to talk about what she wants to do,
exactly what’s to be done about things and what’s to become of me
when she dies. You see we’ve never discussed anything about after she
dies, about how she wants to go or anything like that, you know. She
doesn’t want to discuss it.

(Johnston and Abraham 2000: 492)

The result was that both parties felt increasingly estranged by their inability
to communicate freely and effectively with each other. The very support that
should have been mobilized at such a time was essentially paralysed. Such
isolation has been long documented in the psycho-oncological literature
when it seems that having knowledge of the existence of the disease serves to
erect a psychological barrier between the sufferer and the non-sufferer,
effectively blocking normal communication and relationships (Bertman
1991). Open awareness does not necessarily mean, therefore, that patients
and their carers know how to cope with the prognosis and manage it effect-
ively: ‘No matter what happened to the father they were alive and would go
on living. No matter how they might worry, exhibit concern or weep now,
the tumour had divided him from them like a wall, and he remained alone on
this side of it’ (Solzhenitsyn 1968, cited in Bertman 1991: 40).

Lawton (2000) describes a similar process in her study of hospice
patients as they became increasingly distanced from meaningful social rela-
tionships with their significant others. This, she argued, occurred not only
because of their physical separation, but also as a result of the psychological
and social ramifications of the disease – it was as if they were inhabiting
two different worlds:

Patients’ experiences of social isolation could also be understood as
resulting from the ways in which their social and temporal perceptions
had ceased to be enmeshed with those of the people around them.
Patients, in a sense, had become drawn into ways of seeing and experi-
encing the world with which family and friends could not empathize; the
common ground between them had begun to dissipate and ebb away.

(Lawton 2000: 148)

Such isolation may not be exclusive to the terminally ill. In a small
phenomenological study, the experience of being diagnosed with colorectal
cancer was explored in eight patients who had recently been given the bad
news (Taylor 2001). Of six themes identified, one appeared to measure
patients’ experiences of ‘feeling on their own’. Patients described a sense of
being removed from everyday life and the ‘here and now’ as they contem-
plated their own mortality and life continuing without them. Four patients
also reported feeling stigmatized and socially embarrassed by their diagnosis
and increasingly excluded by their significant others as they talked ‘about
them’ and ‘it’ but not to them. They compared the experience with having
leprosy or AIDS and being ‘branded’ as a cancer patient. New ways of
feeling and behaving because of changes to their body image also caused
them to reconstruct their social identity. This social exclusion by others and
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patients’ need to withdraw to assimilate the wider implications of the disease
seemed to compound their feelings of social isolation. Taylor concluded that
this generally related to an inhibition on the part of all parties to talk about
cancer:

And when we received this news I felt very alone . . . um because, how-
ever close people are to you, your wife, your children, whatever you call
them. It’s actually happening to you, not to them . . . what’s going to
happen is going to happen to my body, nobody else’s body. And however
. . . we use the word empathy . . . there are corners of you which think,
‘You’re on your own buddy’.

(Taylor 2001: 656)

This emotional distancing can be compounded by the physical restraints
that accompany admission to in-patient care. The physical separation
involved in dividing one party from the other prevents relationships from
continuing as normal. Johnston and Abraham (2000) reported that one
woman described her husband’s hospice ward as a goldfish bowl where
normal relationships were not possible due to the lack of privacy and the
constant stream of family visitors and health professionals. As a result, she
felt that the precious time they had left together was being eaten away by
others’ intrusions:

My husband and I are never together . . . And the other day I came in
here and he started to cry, and everybody’s looking on, and I just feel it’s
not right, we should be on our own when we’re like this and he was
trying to say he was really going to miss me. I just feel we’re a peep show
. . . it’s like living in a goldfish bowl, everybody looking on . . . you do
need time, I’m not going to have him for much longer.

(Johnston and Abraham 2000: 492)

Disengagement

Having knowledge of imminent death can also result in patients initiating
and sustaining their own longer-term withdrawal from their social network
and the societal constraints of everyday life by relinquishing their role to
others. Disengagement theorists describe this process as the elderly purpose-
fully starting to relinquish their social status, by handing over their role to
others in preparation for the ultimate withdrawal of death. Such withdrawal,
they argue, is a natural response to an increasing psychological inferiority.
Although these theorists describe this process as positive, others consider
that it is in fact socially inflicted by decreasing health and a declining social
network (Pratt and Norris 1994). During a prolonged illness such as cancer,
the same process also becomes apparent when it seems that patients are
gradually disconnecting themselves from the living.

The following quote comes from the daughter of a woman dying of lung
cancer who had been given a year’s prognosis but now found it difficult to
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maintain her role and obligations within her family. To her daughter it
seemed as though she was voluntarily opting out of life and had lost the will
or motivation to carry on:

She doesn’t seem to be interested in all the kinds of things that mothers
do. You know, they’re so interested in you and what you do, it’s just
gone, and I think it’s the illness. She doesn’t want to know about any-
one’s families. I mean, she’ll ask the token questions, but really you can
see it in her eyes that she doesn’t want to know and it’s the illness it’s
coping with it all that’s difficult . . . Once you know [the prognosis]
there’s nothing you can do to help that. I mean I’ve said to her after the
last time ‘I hope you’re going to think about Christmas, because if you
turn around to me and say I’ve not bought you a Christmas present
because you didn’t think you’d be here, that’s just not going to be good
enough’. Because you have to keep pushing her towards the future,
because she thinks it’s all going to end next week.

(Johnston and Abraham 2000: 492)

In such circumstances, carers have to work hard to keep patients going in the
face of what they see as a future without purpose or point. Emotional
conflict may occur when the two parties have different priorities or needs
that cannot be resolved.

Anticipatory grief

Such emotional rifts can be intensified when patients appear to outlive their
disease and its prognosis. In these circumstances, family members have said
goodbye too soon, either because the prognosis has been miscalculated or
because both parties have worn themselves out playing the deathbed scene in
anticipation of a parting that has not occurred. Consequently, neither side
now knows how to act, as everything has already been said and loose ends
have been tied up. Patients can feel angry or cheated that connections have
been severed prematurely and roles given up, and carers, who have become
exhausted by their caring role, have eventually to abandon it to salvage
relationships with other family members who are increasingly feeling neg-
lected, forsaken and all out of sympathy. This process can lead to anticipa-
tory grief as carers and patients in adjusting to the loss experience the phases
of grief before the death has occurred (Fulton et al. 1996).

In her study of hospice patients, Lawton (2000) describes the case of
Rose who had eluded death on a number of occasions and had had several
admissions to the hospice. While her family had initially been attentive to
her needs, they were now frustrated and somewhat embarrassed by her con-
tinued existence. Rose herself felt let down by staff who failed to provide her
with a ‘safe haven’ and no longer felt part of the family in which she had
previously had a central role.
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It would appear, then, that during the final weeks of her life, Rose had
entered into a state of social death wherein her family and others had
started treating her as if she were as ‘good as dead’. Rose herself
expressed a clear lack of interest in continuing to live as it became
apparent to her that she had ceased to have an active influence on the
lives of the people she had known and cared about.

(Lawton 2000: 153)

Johnston (1997) describes a similar situation where a patient had sold
her house and moved into a nursing home on hearing of her prognosis.
Months later and apparently not deteriorating physically, she now felt bored
and severely restricted in her new environment. Her continued well-being
had also led her to question whether she was actually dying. Such protracted
dying appears to leave patients and their carers in a sort of social and psy-
chological limbo where their roles become both confused and inappropriate.
A natural reaction is for both participants to withdraw as these roles become
impossible to sustain: ‘I think it’s to do with self preservation, you do
withdraw’ (Johnston and Abraham 2000: 492).

In their review of the literature on the concept of anticipatory grief,
Fulton et al. (1996) acknowledge that there are mixed views about the extent
to which patients and carers are mourning present losses or a change to the
future they had anticipated for themselves. While there is no doubt that
patients are mourning current losses of change in health and status, it is also
argued that they are lamenting future losses before they actually occur.
Carers, therefore, fear the threat of abandonment and being left alone, while
patients worry about death and the dying process (Fulton et al. 1996).

Loss of personhood

The link between this sense of loss and its relationship to individuals’ sense
of self appears inextricable. A further dimension of the impact of social
death on patients with a chronic and debilitating disease such as cancer is
their perceived loss of sexual and familial status, as the illness takes its toll
on their ability to perform and maintain their previous roles within the
family. In the presence of diminishing capacity, carers begin to relate to
patients differently, as if they are no longer capable of being autonomous
and independent and, as a result, patients begin to lose their own sense of
purpose and self. They are no longer perceived by their significant others to
be the people they once knew or to have the same status. Roles, therefore,
start to shift as sufferers become dependents and previous dependents
become carers. Carers, therefore, mourn the degenderization of patients or
their regression to a sometimes child-like state (Lawton 2000). For example,
the following quotes come from women who lamented the transition of their
strong, masculine husbands from their role as bread winner and provider to
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that of needy dependent. These women spoke about the loss of their
husbands long before their deaths:

I feel cross with myself and I get cross with him because he’s sometimes
like a baby, needing this and needing that and calling for me for this and
calling me for that. He’s just so different, you know, but I suppose it’s
because he’s frustrated and he just can’t do anything, you know.

(Johnston 1997: 158)

He’s no my man.
(Johnston 1997: 152)

These stark examples of perceived role transition emphasize that people’s
ability to maintain normal functional status is linked to their ability to sus-
tain their sense of self, which is largely defined through their relationships
with others. When these relationships are jeopardized, sufferers find them-
selves confronted with social alienation and abandonment. Lawton
describes how the breakdown of bodily functions in patients sometimes
repel even the most dedicated of carers, so that patients become increasingly
isolated and disconnected from meaningful relationships:

patients encountered the harrowing situation of being left alone by fam-
ily and friends after the boundaries of their bodies fell severely and
irreversibly apart. Even those closest to a patient often found themselves
repelled quite literally, by the smells and substances which oozed and
seeped from his or her porous body. Patients, as a consequence, were
often left in a situation of extreme social isolation.

(Lawton 2000: 164)

In reviewing the relationship between the concept of social death and
personhood, Sweeting and Gilhooly (1991) suggest that according to the
belief in the sanctity of life, espoused by Christians, people should be valued
simply because they are human. However, they go on to argue that the
majority of definitions of personhood include socially based criteria that are
not relevant for the groups most likely to be defined as socially dead. As a
result, these persons may be relegated to non-person treatment and be
treated as if their personalities have been taken away from them. Neverthe-
less, while loss of personhood may increase the risk of social death, they are
distinguishable (Sweeting and Gilhooly 1991). The need to extricate the self
from the body is crucial, then, in preserving the value of human life and
preventing the labelling of persons as socially dead.

Interestingly, in a study of hospice nurses, Copp (1997) found an
approach to coping with patients’ imminent death which she describes as
‘somotological nursing practice’. In this study, it appeared that as death
approached, nurses referred to ‘separating the body’ from ‘the self’. Only
when the two were in harmony (i.e. body ready and self ready) were patients
ready to die. Patients also made the same distinction. This appeared to
enable staff and patients to ensure a sense of continuity of self and meaning
after the death as opposed to the total annihilation caused by the body
ceasing to exist.
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Negating social death: reducing death anxiety

Kastenbaum (2000) suggests that part of our difficulty in dealing with death
is that we separate out dying from any other normal function or previous
life experience. Instead, he proposes a multi-perspective model that com-
bines several theoretical perspectives describing the dying process where the
underlying theme is to leave the ‘dying out’. This novel approach to under-
standing the dying process encourages us to believe that dying is part of
living and, conversely, that living is a significant part of dying. In suggest-
ing, then, that no one model will be prescriptive or will completely fit an
individual experience, and by counteracting the negative consequences of
these models with strategies that will promote our understanding of the
individual experience, we might be less inclined to exclude the dying from
normal interactions in a way that the confines of a social death experience
does.

The situation of social death is therefore largely imposed by strategies
both staff and carers use to distance themselves from those for whom death
is inevitable. Psychological and physical barriers are erected to separate them
from the normal interaction of everyday life. These barriers, however, may
also be constructed by those labelled as socially dead as they perceive others’
withdrawal and initiate their own disengagement from the living. In a disease
like cancer, this process may begin as early as diagnosis and may be pro-
longed and exacerbated with the physical and emotional impact of a lengthy
and relentless disease trajectory. Behaviours that encourage others to be
labelled as socially dead or their own self-labelling will only be addressed
when we begin to view death as a normal part of living.
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18
No way in
Including the excluded at the end of life

Jonathan Koffman and Margaret Camps

The growth of palliative care and demands on services in the
UK: is there a problem?

Palliative care now encompasses a wide range of specialist services, but
commenced in the 1960s with the development of the modern hospice
movement by Dame Cicely Saunders when she founded St Christopher’s
Hospice in Sydenham, London. The number of hospices and specialist pal-
liative care services has increased rapidly since that time. In 1980, there were
less than 80 in-patient hospices and 100 home support teams in the UK and
the Republic of Ireland. By the end of the millennium, this had increased to
208 in-patient hospices comprising 3209 beds, 412 home care and extended
home care support teams, and 243 day care centres (Hospice Information
Service 2002). In addition, there are more than 260 hospitals with palliative
care nurses or teams and many offer a shared model of care. While the actual
supply of specialist palliative care plays a role in determining which patients
with progressive disease and their families receive care, concerns have been
raised about other factors that influence the accessibility of care at the end
of life for those who might benefit from it. In this chapter, we examine the
evidence, principally UK-based, to determine in what ways the ‘socially
excluded’ – the poor, older people, people with learning disabilities and
mental health problems, Black and minority ethnic communities, asylum
seekers and refugees, those within the penal system and drug users – fare
with respect to accessing specialist palliative care for advanced disease and at
the end of life. While we have limited ourselves to these population groups,
other socially excluded sectors of the population are not immune. They
include those who are homeless or live in temporary or fragile accommoda-
tion, travellers and those who abuse alcohol – and this list is far from
exhaustive. To date, however, little attention and therefore published
research has focused on either their met or unmet palliative care needs, a
testimony to their social distance from the mainstream.
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What is social exclusion?

The concept of equity of access to health care is a central objective of
many health care systems throughout the world and has been an important
buttress of the UK National Health Service since its inception in 1948. In
the early 1970s, Julian Tudor Hart coined the phrase ‘inverse care law’ to
describe the observation that those who were in the greatest apparent need
of care often had the worst access to health care provision (Hart 1971).
Since that time, although a growing body of research evidence has accumu-
lated to quantify the problem (Townsend and Davison 1982; Whitehead
1992; Department of Health 1998a; Goddard and Smith 2001), making
care available to all has remained elusive. This has been no less an issue for
those who require care at the end of life (Higginson 1993; Grande et al.
1998; Addington-Hall 2000; NCHSPCS 2000; O’Neill and Marconi 2001;
Seymour et al. 2001, 2002). Renewed commitment to tackle health
inequalities has been harnessed under the wing of ‘social exclusion’, a
relatively new term in the UK policy debate to describe an old problem
(Barratt 2001). It includes poverty and low income, but is broader and
addresses some of the wider causes and consequences of social deprivation.
The British Government has defined social exclusion as ‘a shorthand
term for what can happen when people or areas suffer from a combination
of linked problems such as unemployment, poor skills, low incomes, poor
housing, high crime, bad health and family breakdown’ (Social Exclusion
Unit 2001). This is a deliberately flexible definition, and the factors they
suggest are only examples. Many other dimensions of exclusion could also
be added. The most important characteristic of social exclusion is that these
problems are linked and mutually reinforcing, and can combine to create a
complex and fast-moving vicious cycle. The result is hugely expensive for
society, not only in human but also in economic terms. Importantly, it can
also lead to a society that is unpleasant for many. Although these problems
are far from uniquely British, Britain has been instrumental in this research,
because it has both severe problems and a long history of studying them
(Editorial 2001).

Who are at risk of social exclusion?

Social exclusion is something that can happen to anyone. Some people, how-
ever, from certain backgrounds and experiences, are more likely to suffer.
The key groups might typically include:

• the economically disadvantaged;

• those living in deprived neighbourhoods, in either urban or rural areas;

• those with mental health problems;
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• older people;

• people with disabilities;

• Black and ethnic minority groups.
Older people are particularly at risk of social exclusion. Many are at dis-
proportionate risk of falling into poverty. People from Black and minority
ethnic communities are disproportionately exposed to risk of social exclu-
sion. For example, they are more likely than others to live in deprived areas
and in unpopular and overcrowded housing; they are also more likely to be
poor and to be unemployed, regardless of age, sex, qualifications and place
of residence. Pakistani, Bangladeshi and African-Caribbean people living in
the UK are more likely to report suffering ill health than White people
(Acheson 1998). None of these risk categories are mutually exclusive and
may operate in combination with others at any point in time.

The causes of social exclusion

According to the Social Exclusion Unit in the UK, past British Government
policies and structures have not coped well with helping socially excluded
elements of society. Some of the reasons for this failure are specific to the
nature of social exclusion. Others are more general difficulties in public ser-
vices. Many social exclusion issues cut across the boundaries between services
and government departments. This has a number of consequences, including:

• ‘Orphan’ issues. Many of the problems currently tackled by the Social
Exclusion Unit have been exacerbated in the past because no-one was in
charge of solving them, either in government or on the ground. These
include some very specific issues, such as refugees, as well as some much
bigger ones for materially improving the infrastructure of socially
deprived neighbourhoods.

• Lack of ‘joining up’. Some services have been less effective because they
are dealing with problems whose causes are partly outside of their remit.

• Duplication. With many organizations and government departments
involved in an issue, efforts can end up being duplicated (Social
Exclusion Unit 2001).

Broader problems

Attempts to tackle social exclusion in the past also suffered from some of the
more general difficulties that can affect any government programme. These
include:

• insufficient emphasis on working in partnership with businesses, local
government, service providers, communities, and voluntary and faith
groups, all of which have a huge amount to contribute;
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• a focus on processes rather than on outcomes;

• a tendency to look at averages, which can mask the worsening position
of those at the bottom;

• relying on short-term programmes, rather than sustained investment;

• focusing on the needs of service providers rather than the needs of their
clients;

• imposing top-down solutions, rather than learning from individuals and
communities, and harnessing their enthusiasm;

• weaknesses in the collection and use of evidence, whether statistics
about the scale of the problem or evaluation of what works here and
abroad

The cumulative effect of these factors led to weaknesses in prevention,
reintegration and the delivery of basic minimum standards.

Social exclusion: the concept challenged

It has been suggested that the term ‘social exclusion’ is both misleading and
misconceived, since it denotes being deliberately ‘shut out’. Groups within
society are only shut out as a result of the normal social processes society
unconsciously subscribes to and abides by, but not as an act of deliberate
social exclusion directed solely at them (Rose 1996). It might therefore be
better to view these population groups as ‘marginalized’ or ‘disenfranchised’
groups (Morrell 2001). By understanding them as people in these terms, it
becomes possible to better understand their needs in relation to society.
Isolated and marginalized people do not enjoy the same opportunities as the
rest of society. They lack fulfilment of personal potential, and dwell in a
social space where there is a perceived distance between them and others.
They also lack participation in social institutions, which springs from
commonality in interests and a social sense of belonging.

Who are the ‘excluded’ at the end of life?

Palliative care has become more prominent within the UK’s National
Health Service during the last decade as more health care professionals
become familiar with the lessons of caring for patients with advanced dis-
ease and their families (Koffman 2001). Nevertheless, it has still been very
slow to reach certain patients who could benefit from it. Below we have
focused on the available evidence on access to palliative care to poor and
other disenfranchised population groups (see Figure 18.1). Our list of
groups is admittedly restricted and we wish to reiterate that other vulnerable
sectors of society may fare as badly.
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The economically deprived

Britain leads Western Europe in its poverty, with twice as many poor house-
holds as Belgium, Denmark, Italy, Holland or Sweden. A quarter of men of
working age were ‘non-employed’ in 1996, and a quarter of households
existed on less than half of the national average income, after housing costs,
in the early 1990s (Walker and Walker 1997). While overall personal income
rose substantially in the 1980s and 1990s, the gap between the richest and the
poorest has grown dramatically (Office for National Statistics 2000).

A recent systematic review of 15 studies in different developed countries,
but primarily the UK, revealed that between 50 and 70 per cent of patients
would prefer to be cared for at home for as long as possible, and to die at
home (Sen-Gupta and Higginson 1998). In areas of high socio-economic
deprivation, however, fewer people die at home (Higginson et al. 1994; Sims
et al. 1997) (see Figure 18.2). They also die at younger ages (Soni Raleigh and
Kiri 1997), often with a poorer quality of life (Cartwright 1992). Further-
more, services tend to require more resources to achieve the same level of
care. A study in London compared the activity of home palliative care nurses
in deprived and more affluent areas. It found that to achieve similar rates of
home deaths, at least twice as many visits were needed in the deprived areas
(Clark 1997). Clark also argued that it was difficult to raise voluntary fund-
ing for hospice and home care in deprived areas. An inverse law of hospice
care is thus present, where provision is in indirect ratio to need (Clark 1993).

Several studies have shown that cancer patients who have had a better
education or live in higher socio-economic areas of residence (McCusker
1983; Higginson et al. 1994) are more likely to die at home than other cancer
patients. One US study showed this trend to be reversed only for people in

Figure 18.1 Factors that may influence access to palliative care by patients
with advanced disease and their families.
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areas sufficiently deprived to warrant reimbursement of home care services
(McCusker 1983). Data from one recent study (Sims et al. 1997) suggest that
those in skilled occupations were more likely to die at home compared with
both higher and lower occupational groups. However, lower occupational
groups representing 61 per cent of the sample were considerably more likely
to die in a hospital and less likely to die in a hospice. Figure 18.2 illustrates the
wide variation in deaths at home by deprivation band (Higginson et al. 1999).
It would appear that the lower occupational groups appear at a disadvantage
both in terms of home death and in access to cancer-related services.

Older people

Fair access lies at the heart of good public services and this is no less true
than for the provision of both health and social care to older people. How-
ever, in some health and social care services, older people and their carers
have experienced age-based discrimination in access to and availability of
services (Age Concern 1999). Furthermore, older people from Black and
minority ethnic groups can be particularly disadvantaged (Department of
Health 1998b).

Figure 18.2 Trends in deaths at home from cancer by deprivation band
(Source: Higginson et al. 1999). •, low deprivation; �, medium deprivation; �,
high deprivation.
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In general terms, older people are less likely to be cared for at home
and more likely to be in nursing and residential homes, where staff are
often ill-equipped to manage the symptoms associated with advanced dis-
ease. In an evaluation of the adequacy of pain management in nursing
homes in five states in the USA, Bernabei et al. (1998) found that pain
was prevalent among nursing home residents and was often untreated,
particularly among older patients and those from ethnic minorities. Simi-
lar concerns have been raised in the UK (Katz et al. 1999; Komaromy et
al. 2000)

It has long been suggested that the palliative care movement has not
afforded older patients adequate care, preferring to devote more of its
resources to relatively younger people (Seymour et al. 2001). While some
research has, in part, rebutted this accusation, the 1990 Regional Study of
the Care of the Dying (RSCD) demonstrated that age is important when
determining which patients receive hospice in-patient care (Addington-Hall
et al. 1998) (see Box 18.1). Analysis of this large data set demonstrated that
patients admitted to hospices with a cancer diagnosis were shown to be on
average younger than those who were not. Although further examination
of the data, controlled for the possibility that this may have been due to
older patients being in residential or nursing homes, the difference still
remained significant. A number of explanations may account for fewer
older patients making use of this provision and they are presented in Box
18.2.

Many older patients do, however, experience significant distress from
their illness and associated symptoms. Patients with cancer in particular and
advanced disease in general should not be excluded from specialist palliative
care input on the basis of their age alone.

Box 18.1 The Regional Study of the Care of the Dying (Addington-Hall and
McCarthy 1995)

The Regional Study of the Care of the Dying (RSCD) made use of retrospective
survey methods originally developed by Anne Cartwright in 1967. The RSCD
was undertaken to provide a contemporary account of dying and bereavement
in 20 health authorities (inner-city, semi-urban and rural) in England. Approxi-
mately 10 months after the patient’s death, and following a letter of introduc-
tion, interviewers contacted the address of the deceased to identify the person
best able to recount the deceased’s last 12 months of life. They then con-
ducted structured interviews that covered the deceased’s health problems and
restrictions, sources of formal and informal care, and the respondent’s experi-
ence of caring for the deceased, the deceased’s use of and satisfaction with
health care services, information and communication with health care profes-
sionals, and the respondent’s experience of bereavement and bereavement
care.
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People with learning disabilities

It has been argued that people with learning disabilities are among the most
socially excluded and vulnerable groups in the UK today. Very few have jobs,
live in their own homes or have real choice over who cares for them. Many
have few friends outside their families and those paid to care for them
(Secretary of State for Health 2001).

Learning disability includes the presence of a significantly reduced abil-
ity to understand new or complex information, to learn new skills (impaired
intelligence), with a reduced ability to cope independently (impaired social
functioning). The definition also covers adults with autism who also have
learning disabilities, but not those with a higher level autistic spectrum dis-
order who may be of average or even above average intelligence, such as
some people with Asperger’s syndrome. Many people with learning
disabilities also have physical and/or sensory impairments.

Producing precise information on the number of people with learning
disabilities in the population is difficult. The White Paper, Valuing People
(Secretary of State for Health 2001), suggests that there may be approxi-
mately 210,000 people described as having severe and profound learning
disabilities, and approximately 1.2 million people with mild or moderate
learning disabilities, in England.

Empirical knowledge of the general health needs of people with learn-
ing disabilities has increased in recent years. Research indicates that this
client group have more demanding health needs than the general popula-
tion and are also experiencing increased life expectancy, especially people
with Down’s syndrome (National Health Service Executive 1998).
Increased life expectancy has in part been due to advances in medical
treatments that are now available to this group of people. This, however,
has resulted in the increased incidence of progressive disease, including
myocardial and vascular disease, cancer and Alzheimer’s disease (Jancar
1993). Surveys have increasingly demonstrated that many people with
learning disabilities have undetected conditions that cause unnecessary suf-
fering or reduce the quality or length of their lives. The accurate and timely
diagnosis of a number of these problems can often be delayed for a variety
of reasons, which include:

Box 18.2 Why do older patients fail to make use of specialist palliative care?

1 Older cancer patients may be less troubled by their diagnosis than
younger people

2 Many physical restrictions older patients experience may be due to the
ageing process

3 Older cancer patients’ physical symptoms may be due to other co-
morbidities

4 Older cancer patients may be more accepting of death
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• People with learning disabilities and their carers usually have low
expectations for their own health and of the services that they
may receive. Many individuals and carers will tolerate poor health
unnecessarily (Tuffrey-Wijne 1998).

• It has been shown that people with learning disabilities access primary
care much less than they need to (Howells 1986).

• There appears to be a reluctance for people with learning disabilities to
complain about symptoms; they may even be fearful of coming to the
surgery.

• There are frequently serious communication difficulties with health care
professionals, many of whom may be unfamiliar with their needs and
the manner in which symptoms are presented (Keenan and McIntosh
2000).

• There appear to be many complexities of the present health care system
and who assumes responsibility for care (Tuffrey-Wijne 1997, 1998).

Failure to diagnose advanced disease for this population group may mean
that not only are treatment options limited, but also that the window for
accessing palliative care becomes needlessly truncated. This prevents both
patients and their care-givers from adequately planning and preparing for
the final stages of their advanced illness (Brown 2000).

Once the opportunity for palliative care presents, problems continue.
Very little is known about how people with learning disabilities experience
pain and evidence suggests they may experience difficulties communicating
its presence (Beirsdorff 1991). Other symptoms, for example nausea, fatigue
or dysphagia, are similarly poorly communicated by individuals or poorly
understood by health care professionals, and this may result in their
sub-optimal assessment and management (Tuffrey-Wijne 1998).

Although the process of normalization of people with learning dis-
abilities in recent years has meant that the philosophy of choice should be a
right, many possess little control in their lives. Recent research has shown
that only 6 per cent of people with learning disabilities have control over
who they live with and 1 per cent over the choice of their carer (Secretary of
State for Health 2001). This is an issue for those with advanced disease, as
those who are cared for within group homes have limited opportunities
to discuss, or realize, their preferred location of care and death – many
continue to die in hospital or nursing homes (Tuffrey-Wijne 1998).

People with dementia

In recent years, dementia has become a major concern for all developed
countries and greatly affects the use of health and social care services
(Koffman et al. 1996; Koffman and Taylor 1997). People with severe mental
illness require skilled professional care from health and social care profes-
sionals with expertise in their management. The focus on their mental
health problems can lead to the under-diagnosis of life-threatening illnesses
and to the under-recognition and under-treatment of symptoms. They may
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receive fragmented care, with responsibility for their physical health passed
across agencies. Dementia can legitimately be seen as a terminal illness and
patients die with this illness, if not directly of it (Addington-Hall 2000). The
AIDS–dementia complex is an important cause of dementia in younger
people. New variant CJD may also become a significant cause of dementia
in younger people in the future. Patients with end-stage dementia often have
significant unmet palliative care needs for symptom relief and for support
for their informal carers (Addington-Hall 2000). Recent research has
indicated that many patients with dementia have symptoms and health
needs comparable with those who have cancer (McCarthy et al. 1997).
Mental confusion, urinary incontinence, pain, low mood, constipation and
loss of appetite were frequently reported symptoms, and many of these were
experienced for longer periods than by patients with a cancer diagnosis
(McCarthy et al. 1997). Respondents relaying the experiences of deceased
patients with dementia reported levels of assistance required at home
were far higher than for patients with cancer. Furthermore, they had been
restricted for longer periods of time, 50 per cent having needed help for
over a year with five or more activities of daily living compared with 9 per
cent for cancer patients. These results indicate that many patients with
dementia have unmet disease-related concerns, which, although they be met
by generalist health and social services support are, nevertheless, amenable
to specialist palliative care.

People from Black and minority ethnic groups

Ethnicity is difficult to define, but most definitions reflect self-identification
with cultural traditions that provide both a meaningful social identity and
boundaries between groups. People from minority ethnic backgrounds rep-
resent approximately 6.2 per cent of the population in the UK (see Figure
18.3). Although there is a significant lack of data about people from
minority ethnic communities, the available data do confirm that some
groups experience disproportionate disadvantage across the board, and
others experience it in some areas.

Minority ethnic groups are more likely than the rest of the population to
be poor. Twenty-eight per cent of people in England and Wales live in
households with incomes that are less than half the national average, but this
is the case for 34 per cent of Chinese people, over 40 per cent of African-
Caribbean and Indian people, and over 80 per cent of Pakistani and Bang-
ladeshi people (Berthoud and Modood 1997). Minority ethnic communities
also experience a double disadvantage. They are disproportionately concen-
trated in deprived areas and suffer all the problems that affect other people
in these areas. People from minority ethnic communities also suffer the con-
sequences of overt and inadvertent racial discrimination, both individual
and institutional; an inadequate recognition and understanding of the com-
plexities of minority ethnic groups, and hence services that fail to reach them
or meet their needs; and additional barriers like language, cultural and
religious differences.
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Minority ethnic social exclusion is complex and varies according to the
economic, social, cultural and religious backgrounds of the particular
people concerned. This complexity is not always understood or appreciated,
partly because there is limited data available about different minority ethnic
groups. Allegations of poor access and the use of health services by
Black and minority ethnic groups are not new to health care in general
(O’Neill and Marconi 2001) or the National Health Service in particular
(Harding and Maxwell 1997; Secretary of State for Health 1997). A limited
number of descriptive reports have levelled criticism of care at the end of life
for these communities and poor access to appropriate care (Hill and Penso
1995). Low rates of cancer were seen as one explanation to account for low
uptake of service provision, but the figures were likely to have been inaccur-
ate because of inadequate ethnic monitoring (Aspinall 1995). The impact of
ageing on Black and minority ethnic groups also now means larger numbers
of older members within these communities will require health services for
advanced disease.

Very few studies have addressed the needs and problems of patients
with advanced disease in the last year of life, and their carers, in different
communities. Most recently, a study in an inner-London health authority
demonstrated that Black Caribbean patients with advanced disease experi-
enced restricted access to some specialist palliative care services when
compared with White deceased patients (Koffman and Higginson 2001),
yet an analysis of local provision revealed no lack of palliative care ser-
vices (Eve et al. 1997). This example of under-utilization of palliative care
services by the Black Caribbean community at the end of life supports
other recent research among minority ethnic communities (Farrell 2000;
Skilbeck et al. 2002). The explanations to account for this are highlighted
in Box 18.3.

Figure 18.3 Ethnic composition of the United Kingdom (Source: Alexander
1999).
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Box 18.3 Minority ethnic social exclusion at the end of life: why does it occur?

Social deprivation
Low socio-economic status has been positively linked to an increased likelihood of hospital deaths,
although this would apply equally to all population groups (Higginson et al. 1994, 1999).

Knowledge of specialist palliative care services and poor communication
There is a growing body of evidence that Black and ethnic minorities are not adequately aware of
all local health (Watt et al. 1993) or specialist palliative care services available to them (Harron-
Iqbal et al. 1995; Smaje and Field 1997; Camps 2001; Kurent et al. 2002). Problems of access to
hospice and specialist palliative care provision can further be exacerbated by poor communica-
tion. Language problems between health care professionals and patients are a central component
in perpetuating this barrier (Gerrish et al. 1996; Simmonds et al. 2001). Patients frequently rely on
relatives, as this is often simpler than having to make use of an interpreter. However, this may
disadvantage both patient and health care professional, as the family interpreter may filter,
abbreviate or omit information and tell the doctor or the patient what he or she considers the
health care professional may need to know or what the interpreter thinks should be said (Firth
2001).

Ethnocentrism
The demand for services may be influenced by the ‘ethnocentric’ outlook of palliative care services,
discouraging Black and minority ethnic groups from making use of relevant provision (Smaje and
Field 1997).

Attitudes to palliative care
Barriers to health care that the poor and the disenfranchised have traditionally encountered may
affect their receptivity to palliative care. If patients perceive that they have been deprived of techno-
logically advanced health care services during the course of their illness, they may be resistant to the
idea of palliative care (Gibson 2001).

Dissatisfaction with health care
A number of studies not specifically related to palliative care support, for example the uptake of
health and social services among Asian Gujarati and White elderly persons, have revealed signifi-
cantly lower utilization of services in the former, not because of their better health, but because of
their overall dissatisfaction of services (Lindsay et al. 1997).

Mistrust
There is some evidence from the USA to support the contention that Black and minority ethnic
groups are less likely than White patients to trust the motivations of doctors who discuss end-of-life
care with them (Caralis et al. 1993). This may be because health care institutions both historically and
in the present have not always shown themselves to be worthy of trust. The Tuskegee syphilis study
(Chadwick 1997) and segregated hospitals are still within the historic memory of many African
Americans, and current treatment disparities between African Americans and White Europeans are
extensively documented (Council on Ethical and Medical Affairs/American Medical Association
1990).

Gatekeepers
There is some evidence that general practitioners are more likely to act as ‘gatekeepers’ to services
among minority ethnic groups, contributing to lower referral rates (Smaje and Le Grand 1995).
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Refugees and asylum seekers

The UK, as a signatory to the 1951 Geneva Convention, is committed to
offer asylum to people fleeing from persecution (Burnett and Fassil 2002).
Estimating the total number of refugees and asylum seekers worldwide is
difficult, as definitions differ widely. In the UK, refugees are defined as those
who have been granted indefinite leave to remain or have permanent resi-
dence in the country. Asylum seekers are those who have submitted an
application for protection under the Geneva Convention and are waiting for
the claim to be decided by the Home Office. At the time of writing, there are
in the region of 230,000 people in this category living in the UK and num-
bers continue to increase. Refugees and asylum seekers form significant
minority populations in many UK towns and cities. The number of people
seeking asylum has fluctuated over recent years and the UK ranks ninth in
Europe in terms of asylum applications per head of population (Burnett and
Peel 2001). It is extremely difficult to obtain demographic information on
refugees and asylum seekers at the local level in the UK and this lack of
information represents one of the difficulties in developing services that are
accessible for these groups (Bardsley and Storkey 2000).

Although refugees and asylum seekers are often grouped together, they
are not necessarily a homogenous group, and have varying experiences and
needs (Burnett and Fassil 2002). Many refugees have health problems,
including parasitic nutritional diseases (Jones and Gill 1998), and diseases
such as hepatitis, tuberculosis, HIV and AIDS, which frequently overlap
with problems of social deprivation. Their health problems are also ampli-
fied by family separation, hostility and racism from the host population,
poverty and social isolation (Jones and Gill 1998; Bardsley and Storkey
2000; Kisely et al. 2002). Although asylum seekers and refugees are entitled
to the full range of NHS services free of charge, many have difficulty in
accessing health care services for a variety of reasons (see Box 18.4).

Individuals from sub-Saharan Africa, many of whom may be refugees
and asylum seekers, make up the second largest group of people affected by
HIV in the UK (Brogan and George 1999). They are more likely to be

Box 18.4 Asylum seekers and refugees: factors preventing access to care

1 Problems of understanding different languages and poor quality informa-
tion on what services are available (Bardsley and Storkey 2000)

2 Special services available in areas with a high density of refugees are not
always available to more dispersed groups

3 Many health care workers may be confused about the rights of refugees
and asylum seekers to health care services, including the right to register
with a general practitioner

4 Many general practitioners have difficulty in meeting the needs of refugees
who may have complex social, psychological and physical needs (Hogan
1999)
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socially disadvantaged and isolated, be much less aware of the health care to
which they are entitled, and be more likely to present only when symptom-
atic. Experience has demonstrated that this patient group continues to
require palliative care despite the advances made with highly active anti-
retroviral therapy because they tend to present late with AIDS-related ill-
nesses and have higher rates of tuberculosis, both of which are linked to a
poorer prognosis. For many patients who do not have a general practitioner
and are reluctant to register with one, the lack of a stable home environ-
ment and reluctance to access local services may mean that dying at home
is not an option (Easterbrook and Meadway 2001). The advent of HIV/
AIDS has in particular raised the need for cultural competence, since
many of those affected by this disease are on the fringes of the usual health
care system or even excluded from it (Alexander and Hoy 2001).

Prisoners

The prison population in the UK in 2000 was estimated to be in the region
of 64,600, of whom 4540 were serving life sentences. England and Wales has
the second highest rate (124) of prisoners per 100,000 of the population in
Europe (Elkins and Olugundoye 2001). Prisoners are not typical of the
general population with regards to their health needs. First, the prison
environment is not conducive to healthy living. As a result, prison inmates
have a disproportionately higher incidence of physical illness due to poor
health behaviours, mental health problems and drug misuse, with suicide
being significantly more frequent than in the general population (Finlay
1998).

Historically, prison health care has been organized outside the NHS.
This has given rise to questions about equity, standards, professional isol-
ation and whether the Prison Service has the capacity to carry out its health
care function (Joint Prison Service/National Health Service Executive Work-
ing Group 1999). The government is now committed to developing a range
of proposals aimed at improving health care for prisoners. These aims
include ensuring that prisoners have access to the same quality and range of
health care services as the general public receives from the NHS by promot-
ing a closer partnership between the NHS and the Prison Service at local,
regional and national levels.

The Working Group recommended that health authorities and prison
governors work together to assess the health needs of prisoners in their area
and develop Prison Health Improvement Programmes in line with those
being developed in the NHS. They outline how the approach will address the
current weaknesses in prison health care and ensure that real progress can be
made in assessing the health needs of prisoners, in providing services to
meet needs that are broadly equivalent to those received by the general
population, and in getting better value from current resources.

To date, very little UK literature has focused on the palliative care needs
of prisoners and that which is available is largely descriptive or relates to
single case histories (Finlay 1998; Oliver and Cook 1998; Wilford 2001).
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More research has taken place in the USA, where a number of palliative care
programmes have been developed for prisoners, such as at the Louisiana
State Penitentiary at Angola (Project for Dying in America 1998). This has
been largely because in Louisiana, where the sentencing laws are tougher
than in any other State in the USA, the courts hand out a disproportionate
number of life sentences and few of these prisoners are granted parole. As a
result, an estimated 85 per cent of Angola’s 5200 inmates will grow old and
will die there (Project for Dying in America 1998).

There are several problems in introducing palliative care into prisons,
not least the mutual distrust between staff and prisoners. Effective symptom
control, particularly adequate pain control, can be difficult under these cir-
cumstances. Drugs to manage pain control may be used for other illicit
purposes. Also visiting from family and friends can be restricted, not least
because the prison may be located at some distance from family members
Evans et al. (2002). It has also been suggested that a reluctance to extend care
to more prisoners is hampered by a belief that criminals do not deserve to
die with dignity. There are also ethical concerns, which include the concept
of patient autonomy, that might be difficult to uphold in a prison setting, as
well as financial constraints.

Drug users

In England, during the year 2000–2001, the number of drug misusers
reported as receiving treatment from both drug misuse agencies and general
practitioners was approximately 118,500 (Department of Health 2001).
Injecting drug misuse and its associated lifestyle carries a high risk of mor-
tality. A variety of health issues are associated with injecting drug use,
including HIV, hepatitis B and hepatitis C, which carry an increased risk of
the development of cirrhosis, liver failure and primary liver carcinoma
(Wodak 1998).

Although people who use recreational drugs have a right of access to
health care in the UK, many are, however, isolated from health care and are
not registered with general practitioners, relying inappropriately on accident
and emergency departments as sites for primary treatment and access into
health care (Brettle 2001).

There is very little literature on how drug misusers utilize specialist pal-
liative care services. The limited literature that does exist focuses mainly on
issues of pain control for this population. A single exploratory study in the
USA explored the experiences of hospices providing care to intravenous
HIV/AIDS drug users (Cox 1999). The survey revealed that the provision
of community palliative care for these patients was frequently problematic
because of patients’ poor living conditions, many of which were considered
unsafe to visit. Other challenges included health care professionals’ concerns
that patients might be resistant to hospice care if they perceived hospice as a
barrier to their continued drug use.

It has been suggested that drug users require a modified health care
system, which understands and considers the problems of drug users, but
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that the initiation and maintenance of contact may require a variety of
initiatives (Brettle 2001). Morrison and Ruben (1995) similarly argue that
services need to deliver care to these groups in imaginative and innovative
ways, which are not judgemental and encourage contact without reinforcing
traditional stereotypes. Without appropriate services, they argue, high levels
of mortality among drug users will continue.

Conclusions

Since the introduction of the National Health Service, health care has been
more widely extended to sections of the population, particularly women and
children, many of whom were previously excluded from previous arrange-
ments under the National Insurance Act. However, universal access to care
and treatment remains elusive and care provided by the modern hospice
movement, with laudable aspirations to extend care as widely as possible,
has been shown to be inequitable on a number of fronts. We have shown that
silent sections of the population are ignored or inadequately served at the
end of life. This must remain a concern given that there is no second chance
to improve the care of individuals who are dying, and it is practically and
emotionally extremely difficult for these individuals with a progressive illness
to raise concerns or to complain about the lack of services they receive.
Solutions to the problems come in many forms, none of which will be
successful in isolation.

First, there is an urgent need to raise public awareness of palliative care
services and to provide public education about the care provided to reduce
any misconceptions about services that may be influencing access. Informa-
tion provided to NHS Direct and Primary Care Trusts may also be import-
ant. Second, health and social care professionals’ knowledge and attitudes
about engaging socially excluded populations must be improved (O’Neill and
Marconi 2001). Multi-professional palliative care education offers exciting
potential to explore these training needs (Koffman 2001). Third, regional
implementation groups that look at and plan palliative care services in their
own areas offer the potential to explore strategy at an epidemiological and
corporate level. Examples include Palliative Care in Wales: Towards Evidence
Based Purchasing (Welsh Office 1996) and Palliative Care for Londoners:
Needs, Experience, Outcomes and Future Strategy (Higginson 2001), both of
which have established a framework for the development of local policies and
recommended closer links between agencies involved in the provision of care.
Significantly, both documents advocate equity of access to high-quality care.
Furthermore, they have recommended devoting more resources to research
that explores the unmet palliative care needs of the socially excluded, given
the paucity of evidence in certain areas. Without more comprehensive
information, moving these complex agendas forward remains challenging.

Lastly, the charitable sector is uniquely suited to support new ideas that
extend care and is able to elevate good ideas to the point where they can be
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integrated in society and become the social norm rather than the exception.
Despite differences in the funding arrangements of care in the USA, the
Robert Wood Johnson Foundation has been successful is pump-priming
pilot projects to increase access to palliative care to socially deprived com-
munities (Gibson 2001). The UK has followed suit (Box 18.5). Although
specialist palliative care cannot completely remove the impact of progressive
disease, approaches must be sought to extend its lessons to all those who
stand to benefit from its increasing sophistication.

References

Acheson, D. (1998) Independent Inquiry into Inequalities in Health Report. London:� The Stationery Office.
Addington-Hall, J. (2000) Positive Partnerships: Palliative Care for Adults with Severe

Mental Health Problems. London: National Council for Hospices and Specialist
Palliative Care Services.

Addington-Hall, J. and McCarthy, M. (1995) Regional study of the care of the
dying: methods and sample characteristics. Palliative Medicine, 9: 27–35.

Addington-Hall, J., Altmann, D. and McCarthy, M. (1998) Which terminally ill
cancer patients receive hospice inpatient care? Social Science and Medicine,
46(8): 1011–16.

Age Concern (1999) Turning Your Back On Us: Older People and the NHS. London:
Age Concern.

Alexander, C.S. and Hoy, A. (2001) Palliative care in the age of HIV/AIDs: papers
and recommendations from USA/UK meeting (workgroup 3: education).
Journal of the Royal Society of Medicine, 94: 477–8.

Alexander, Z. (1999) Study of Black, Asian and Minority Issues. London:
Department of Health.

Aspinall, P.J. (1995) Department of Health’s requirements for mandatory collection
of data on ethnic groups of inpatients. British Medical Journal, 311: 1006–9.

Bardsley, M. and Storkey, M. (2000) Estimating the numbers of refugees in London.
Journal of Public Health Medicine, 22(3): 406–12.

Barratt, H. (2001) The health of the excluded. British Medical Journal, 323: 240.
Beirsdorff, K. (1991) Pain intensity and indifference: alternative explanations for

some medical catastrophes. Mental Retardation, 29(6): 359–62.

Box 18.5 Example of UK charitable sector-sponsored venture to manage
social exclusion of patients with advanced cancer and their families

A ‘Palliative Care Pathway’, funded through the New Opportunities Fund, has
recently been developed in north-west London focusing specifically on previ-
ously ‘hard-to-access’, socially excluded, patients with advanced cancer and
their families. The aim of the project is to develop referral criteria, an inter-
disciplinary core assessment tool, and associated documentation for use
by health and social care professionals to improve end-of-life decisions for
pathway patients and their care-givers.

380 Transitions into the terminal phase



Bernabei, R., Gambassi, G., Lapane, K. et al. (1998) Management of pain in elderly
patients with cancer. Journal of the American Medical Association, 279: 1877–82.

Berthoud, R. and Modood, T. (1997) Ethnic minorities in Britain: diversity and
disadvantage, in R. Berthoud (ed.) The Fourth National Survey of Ethnic
Minorities. London: Policy Studies Institute.

Brettle, R.P. (2001) Injection drug use-related HIV infection, in M.W. Adler (ed.)
ABC of AIDS, 5th edn. London: British Medical Journal Books.

Brogan, G. and George, R. (1999) HIV/AIDS: symptoms and the impact of new
treatments. Palliative Medicine, 1(4): 104–10.

Brown, H. (2000) The service needs of people with learning disabilities who are
dying. Psychology Research, 10(2): 39–47.

Burnett, A. and Fassil, Y. (2002) Meeting the Health Needs of Refugees and Asylum
Seekers in the UK: An Information and Resource Pack for Health Workers.
London: Department of Health.

Burnett, A. and Peel, M. (2001) What brings asylum seekers to the United
Kingdom? British Medical Journal, 322: 485–8.

Camps, M. (2001) A Palliative Care Needs Assessment of Bangadeshi People Living in
Camden: A Pilot Study. London: King’s College.

Caralis, P.V., Davis, B., Wright, K. and Marcial, E. (1993) The influence of ethnicity
and race on attitudes toward advanced directives, life-prolonging treatments
and euthanasia. Journal of Clinical Ethics, 4: 155–65.

Cartwright, A. (1992) Social class differences in health and care in the year before
death. Journal of Epidemiology and Community Health, 46: 54–7.

Chadwick, G.L. (1997) Historical perspective: Nuremburg, Tuskegee and the radi-
ation experiments. Journal of the International Association of Physicians: AIDS
Care, 3(1): 27–8.

Clark, C. (1997) Social deprivation increases workload in palliative care of
terminally ill patients. British Medical Journal, 314: 1202.

Clark, D. (1993) Whither the hospice, in D. Clark (ed.) The Future of Palliative Care:
Issues for Policy and Practice. Buckingham: Open University Press.

Council on Ethical and Medical Affairs/American Medical Association (1990)
Black and white disparities in health care. Journal of the American Medical
Association, 263: 2344–6.

Cox, C. (1999) Hospice care for injection drug using AIDS patients. The Hospice
Journal, 14(1): 13–24.

Department of Health (1998a) Inequalities in Health. Report of an independent
inquiry chaired by Sir Donald Acheson. London: The Stationery Office.

Department of Health (1998b) They Look After Their Own, Don’t They? CI (98) 2.
London: Department of Health.

Department of Health (2001) Statistics from the Regional Drug Misuse Databases on
Drug Misusers in Treatment in England, 2000/01. Statistical press release.
London: Department of Health.

Easterbrook, P. and Meadway, J. (2001) The changing epidemiology of HIV infec-
tion: new challenges for HIV palliative care. Journal of the Royal Society of
Medicine, 94(442): 448.

Editorial (2001) Social exclusion: old problem, new name. British Medical Journal,
323.

Elkins, M. and Olugundoye, J. (2001) The Prison Population in 2000: A Statistical
Review. London: The Home Office.

Evans, C., Herzog, R. and Tillman, T. (2002) The Louisiana State Penitentiary:
Angola prison hospice. Journal of Palliative Medicine 5(4): 553–8.

Including the excluded at the end of life 381



Eve, A., Smith, A.M. and Tebbit, P. (1997) Hospice and palliative care in the UK
1994–5, including a summary of trends 1990–5. Palliative Medicine, 11(1):
31–43.

Farrell, J. (2000) Do Disadvantaged and Minority Ethnic Groups Receive Adequate
Access to Palliative Care Services? Glasgow: Glasgow University.

Finlay, I.G. (1998) Managing terminally ill prisoners: reflection and action. Palliative
Medicine, 12: 457–61.

Firth, S. (2001) Wider Horizons. London: National Council for Hospices and
Specialist Palliative Care Services.

Gerrish, K., Husband, C. and Mackenzie, J. (1996) Nursing for a Multi-Ethnic
Society. Buckingham: Open University Press.

Gibson, R. (2001) Palliative care for the poor and disenfranchised: a view from the
Robert Wood Johnson Foundation. Journal of the Royal Society of Medicine,
94: 486–9.

Goddard, M. and Smith, P. (2001) Equity of access to health care services: theory
and evidence from the UK. Social Science and Medicine, 53: 1149–62.

Grande, G.E., Addington-Hall, J.M. and Todd, C.J. (1998) Place of death and access
to home care services: are certain patient groups at a disadvantage? Social
Science and Medicine, 47(5): 565–79.

Harding, S. and Maxwell, R. (1997) Difference in mortality of migrants, in F. Drever
and M. Whitehead (eds) Health Inequalities. Decennial Supplement Series DS
No. 15. London: The Stationery Office.

Harron-Iqbal, H., Field, D., Parker, H. and Iqbal, Z. (1995) Palliative care services
in Leicester. International Journal of Palliative Nursing, 1: 114–16.

Hart, J.T. (1971) The inverse care law. The Lancet, 1: 405–12.
Higginson, I.J. (1993) Palliative care: a review of past changes and future trends.

Journal of Public Health Medicine, 15(1): 3–8.
Higginson, I.J. (2001) Palliative Care for Londoners: Needs, Experience, Outcomes

and Future Strategy. London: London Regional Strategy Group for Palliative
Care.

Higginson, I.J., Webb, D. and Lessof, L. (1994) Reducing hospital beds for patients
with advanced cancer. The Lancet, 344: 409.

Higginson, I.J., Jarman, B., Astin, P. and Dolan, S. (1999) Do social factors affect
where patients die: an analysis of 10 years of cancer deaths in England. Journal
of Public Health Medicine, 21: 22–8.

Hill, D. and Penso, D. (1995) Opening Doors: Improving Access to Hospice and
Specialist Palliative Care Services by Members of the Black and Ethnic Minority
Communities. Occasional Paper No. 7. London: National Council for Hospice
and Specialist Palliative Care Services.

Hogan, H. (1999) White paper will make access to health care more difficult. British
Medical Journal, 318: 671.

Hospice Information Service (2002) Directory of Hospice and Palliative Care
Services. London: St Christopher’s Hospice.

Howells, G. (1986) Are the medical needs of mentally handicapped adults being met?
British Journal of General Practice, 36(449): 453.

Jancar, J. (1993) Consequences of a longer life for the mentally handicapped.
American Journal of Mental Retardation, 98(2): 285–92.

Joint Prison Service/National Health Service Executive Working Group (1999) The
Future Organisation of Prison Health Care. London: Department of Health.

Jones, D. and Gill, P.S. (1998) Refugees and primary care: tackling the inequalities.
British Medical Journal, 317: 1444–6.

382 Transitions into the terminal phase



Katz, J., Sidall, M. and Komaromy, C. (1999) Understanding palliative care in resi-
dential and nursing homes. International Journal of Palliative Nursing, 5(2):
58–64.

Keenan, P. and McIntosh, P. (2000) Learning disabilities and palliative care.
Palliative Care Today, 9(3): 11–13.

Kisely, S., Stevens, M., Hart, B. and Douglas, C. (2002) Health issues of asylum
seekers and refugees. Australian and New Zealand Journal of Public Health,
26(1): 8–10.

Koffman, J. (2001) Multi-professional palliative care education: past challenges and
future issues. Journal of Palliative Care, 17: 86–92.

Koffman, J. and Higginson, I.J. (2001) Accounts of satisfaction with health care at
the end of life: a comparison of first generation black Caribbeans and white
patients with advanced disease. Palliative Medicine, 15(337): 345.

Koffman, J. and Taylor, S. (1997) The needs of caregivers. Elderly Care, 9(6): 16–19.
Koffman, J., Fulop, N.J., Pashley, D. and Coleman, K. (1996) No way out: the use of

elderly mentally ill acute and assessment psychiatric beds in north and south
Thames regions. Age and Ageing, 25: 268–72.

Komaromy, C., Sidell, M. and Katz, J. (2000) Dying in care: factors which influence
the quality of terminal care given to older people in residential and nursing
homes. International Journal of Palliative Nursing, 6(4): 192–205.

Kurent, J.E., DesHarnais, S., Jones, W. et al. (2002) End-of-life decision making for
patients with end-stage CHF and terminal malignancies: impact of ethnic and
cultural variables. Journal of Palliative Medicine, 5(1): 199.

Lindsay, J., Jagger, C., Hibbert, M., Peet, S. and Moledina, F. (1997) Knowledge,
uptake and the availability of health and social services among Asian Gujarati
and white persons. Ethnicity and Health, 2: 59–69.

McCarthy, M., Addington-Hall, J. and Altmann, D. (1997) The experience of
dying from dementia: a retrospective study. International Journal of Geriatric
Psychiatry, 12: 404–9.

McCusker, J. (1983) Where cancer patients die: an epidemiological study. Public
Health Reports, 98: 170–6.

Morrell, P. (2001) Social exclusion (electronic letter). British Medical Journal, 323.
Morrison, C.L. and Ruben, S.M. (1995) The development of healthcare services for

drug mis-users and prostitutes. Postgraduate Medical Journal, 71: 593–7.
National Council for Hospices and Specialist Palliative Care Services (2000) The

Palliative Care Survey 1999. London: NCHSPCS.
National Health Service Executive (1998) Signpost for Successful Commissioning and

Providing Health Services for People with Learning Difficulties. London: HMSO.
Office for National Statistics (2000) Social Trends. London: HMSO.
Oliver, D. and Cook, L. (1998) The specialist palliative care of prisoners. European

Journal of Palliative Care, 5(3): 70–80.
O’Neill, J. and Marconi, K. (2001) Access to palliative care in the USA: why empha-

size vulnerable populations? Journal of the Royal Society of Medicine, 94: 452–4.
Project for Dying in America (1998) Dying in prison: a growing problem emerges

from behind bars. PDIA Newsletter, 3: 1–3.
Rose, G. (1996) The Strategy of Preventative Medicine. Oxford: Oxford Medical

Publications.
Secretary of State for Health (1997) The New NHS: Modern, Dependable. Cm 3807.

London: HMSO.
Secretary of State for Health (2001) Valuing People: A New Strategy for Learning

Disability for the 21st Century. Cm 5086. London: HMSO.

Including the excluded at the end of life 383



Sen-Gupta, G.J.A. and Higginson, I.J. (1998) Home care in advanced cancer: a
systematic literature review of preferences for and associated factors.
Psycho-Oncology, 7: 57–67.

Seymour, J., Clark, D. and Philp, I. (2001) Palliative care and geriatric medicine:
shared concerns, shared challenges. Palliative Medicine, 15(4): 269–70.

Seymour, J., Clark, D. and Marples, R. (2002) Palliative care and policy in England:
a review of health improvement plans for 1999–2003. Palliative Medicine, 16(1):
5–11.

Simmonds, R., Sque, M., Goddard, J., Tillet, R. and Mount, J. (2001) Improving
access to palliative care services for ethnic minority groups. London: St
Catherine’s Hospice.

Sims, A., Radford, J., Doran, K. and Page, H. (1997) Social class variation in place
of death. Palliative Medicine, 11(5): 369–73.

Skilbeck, J., Corner, J., Beech, N. et al. (2002) Clinical nurse specialists in palliative
care. Part 1. A description of the Macmillan nurse caseload. Palliative Medicine,
16(4): 285–96.

Smaje, C. and Field, D. (1997) Absent minorities? Ethnicity and the use of palliative
care services, in J. Hockey and N. Small (eds) Death, Gender and Ethnicity.
London: Routledge.

Smaje, C. and Le Grand, J. (1995) Equity, Ethnicity, and Health Care. Sheffield:
University of Sheffield, Social Policy Association.

Social Exclusion Unit (2001) Preventing Social Exclusion. London: HMSO.
Soni Raleigh, V. and Kiri, A. (1997) Life expectancy in England: variations

and trends by gender, health authority and level of deprivation. Journal of
Epidemiology and Community Health, 51: 649–58.

Townsend, P. and Davison, N. (1982) Inequalities in Health. The Black Report.
Harmondsworth: Penguin.

Tuffrey-Wijne, I. (1997) Palliative care and learning disabilities. Nursing Times,
93(31): 50–1.

Tuffrey-Wijne, I. (1998) Care of the terminally ill. Learning Disability Practice, 1(1):
8–11.

Walker, E. and Walker, C. (1997) Britain Divided: The Growth of Social Exclusion in
the 1980s and 1990s. London: Child Poverty Action Group.

Watt, I., Howel, D. and Io, L. (1993) The health experience and health behaviour
of the Chinese: a survey based in Hull. Journal of Public Health Medicine, 15:
129–36.

Welsh Office (1996) Palliative Care in Wales: Towards Evidence Based Purchasing.
Cardiff: Welsh Office.

Whitehead, M., Black, Sir D. and Townsend, P. (eds) (1992) Inequalities in Health:
The Black Report and the Health Divide. Harmondsworth: Penguin.

Wilford, T. (2001) Developing effective palliative care within a prison setting.
International Journal of Palliative Nursing, 7(11): 528–30.

Wodak, A. (1998) Aspects of care for the hepatitis C positive patient. Australian
Family Physician, 27(9): 787–90.

384 Transitions into the terminal phase



19
Ethical issues at the end of life
A very short introduction

Bert Broeckaert

Individual care-givers or institutions who care for terminally ill patients are
inevitably confronted with serious ethical questions. Important decisions
must be taken regarding the respective roles of the patient, the family and
the care-givers in the decision-making process. What should the patient
know? What should family members or friends of the patient know? To what
extent can scientific research on terminal patients be justified? Can a patient
be allowed to refuse life-prolonging treatment? How can the limited avail-
able resources be fairly distributed? The aim of this chapter on end-of-life
ethical questions cannot be but modest. In view of space limitations, rather
than merely summing up the wide range of ethical questions that arise at the
end of life, I would like to try to delve more deeply into one specific issue –
the important matter of life-shortening (or non-life-prolonging) treatment
of terminal patients.

Dorothy is 82 and suffering from advanced dementia. She stopped
recognizing her husband and children more than three years ago. In the past
few months, she has spent a large part of each day in bed and lost virtually
all her capacities to interact with the world around her. Three days ago,
swallowing became totally impossible for her. The physician who has been
treating her during the many years she has already spent in the nursing home
decided not to start artificial nutrition. Although she thought artificial nutri-
tion would probably lengthen the patient’s life, in this case she considered it
to be futile treatment and thus decided not to start it. A nurse who has
known the patient for many years felt very uncomfortable with this decision
and talked to the local newspaper. In a front-page article, the physician was
accused of performing euthanasia.

At first sight, life-shortening medical treatment – whether it is a matter
of withholding artificial feeding (as in the above example) or administering
medication that could possibly shorten life – seems, to put it more mildly
than the nurse in the case example, a bit strange. Of course, we can accept
that there exist situations where medical treatment no longer brings about a
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cure, but we still tend to expect that if treatment does not prolong life, it will
at least sustain it. Yet there are circumstances in which what health care
workers consciously do has an accepted or even intentional life-shortening
effect. I cannot deal extensively here with the various forms of life-
shortening action and the ethical questions they give rise to. What I will
attempt to do is offer nurses and other health care workers a conceptual
framework that will permit them to develop further their own ideas about
this complex and problematic field, and enter into dialogue about it. With-
out a shared set of words and concepts, any meaningful ethical discussion
about this complicated matter is as good as impossible.

Euthanasia

When we speak of terminal patients, life-shortening medical treatment and
ethics, then there is probably one word that immediately comes to mind:
euthanasia. It is a term that is also a cause of controversy. For some, eutha-
nasia is seen as a right, since it involves dying with dignity under undignified
circumstances; for others, euthanasia is vilified as the very antithesis of
palliative care, the opposite of a respectful and caring way to deal with dying
patients. Nonetheless, in its original meaning ‘euthanasia’ gives little cause
for such controversy. In ancient Greece, the word ‘euthanasia’ was used as
a synonym for a gentle, fortunate and natural (certainly not medically
induced) death without suffering, the sort of death that most people
would hope for – eu (good) and thanatos (death): a good death. Though a
shift of meaning can be observed already with Francis Bacon’s use of the
term in 1605 (the emphasis is more on what the physician does to
reduce the dying person’s suffering), it is only with people like Samuel C.
Williams (1870) and Lionel A. Tollemache (1873) that the term ‘euthanasia’
acquires its contemporary meaning. It is only at the end of the nineteenth
century that euthanasia is understood as ‘suicide by proxy’, or as ‘suicide in
extremis’, where a physician intentionally administers lethal medication, at
the patient’s request, to relieve the patient of extreme and unendurable
suffering.

Around the beginning of the twentieth century, various forms of eutha-
nasia came to be distinguished, in reaction to the rise of the pro-euthanasia
movement. For instance, an 1884 editorial in the Boston Medical and Surgi-
cal Journal already drew a distinction between active and passive euthanasia,
rejecting the former (which was defended by people like Williams and Tol-
lemache) and considering the latter – which amounted to withdrawing or
withholding a possibly life-prolonging treatment – to be clearly acceptable.
In 1899, The Lancet made another distinction, one which is still well known,
between direct and indirect euthanasia, where indirect refers to the fact that
a medical treatment (such as pain relief) can have side-effects that might
shorten the patient’s life, without this constituting the aim of the treatment:
the actual (direct) aim is to bring the pain under control. Though the word
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‘euthanasia’ in the Anglo-Saxon world is associated primarily with its volun-
tary character (the patient experiences life as unbearable and desires to
escape from this suffering), the German discussion about the end of life was
oriented differently from the outset. Long before the work of Binding and
Hoche (1922), people such as Haeckel (1874) and Jost (1895) had already
defended the killing of certain categories of incompetent patients.

The discussion about euthanasia that has been ongoing since the end of
the nineteenth century has made the word into something very complex, a
term that covers a multiplicity of meanings. Various adjectives were and still
are added to the term to make it clear what sort of life-shortening or life-
terminating action one is speaking about. Thus euthanasia is active or pas-
sive, direct or indirect, voluntary, involuntary or non-voluntary, and these
adjectives can be used in all sorts of possible combinations. For instance, if
one intentionally neglects to treat a lung infection with the aim of hastening
the patient’s death without the patient having requested this or given con-
sent, then this could be seen as an example of direct passive non-voluntary
euthanasia. In this way, the word ‘euthanasia’ becomes an umbrella term
encompassing all possible forms of medical treatment (or non-treatment)
that has a life-shortening effect.

The result of all this is that confusion reigns. One can present oneself as
strongly for or against euthanasia and legalization or regulation of this
practice, or state that euthanasia is illegal everywhere except the Netherlands
and Belgium. One can give the word ‘euthanasia’ the specific meaning
ascribed to it by people like Williams and Tollemache: the administration of

Box 19.1 Definitions of euthanasia

Euthanasia (broad definition): a deliberate medical act or omission that
shortens the life of a patient, with the
restriction that this life-shortening effect is
accepted or aimed at by the physician
involved

Direct euthanasia: the intention and direct effect of the treatment
is the death of the patient

Indirect euthanasia: the death of the patient is a foreseen but
unintended side-effect of pain or symptom
relief

Active euthanasia: the death of the patient is the result of the
administration of lethal medication

Passive euthanasia: the death of the patient is the result of the
withholding or withdrawing of life-sustaining
treatment

Voluntary euthanasia: the life of the patient is shortened to conform
with his or her will

Involuntary euthanasia: the life of the patient is shortened contrary to
his or her will
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lethal medication with the aim of ending the patient’s life. Or one can use the
word ‘euthanasia’ as an umbrella term, as I just described. But if one
defends such a broad use of the term, then one must also accept the con-
sequence that in most countries certain forms of euthanasia (the passive and
the indirect variants) can be accepted medical practice. Then it would be
simply wrong to state that euthanasia is illegal everywhere except in the
Netherlands and Belgium.

The counterintuitive character of these conclusions shows that, in
everyday speech, ‘euthanasia’ is usually used in a specific sense: people do
not primarily think of all forms of life-shortening medical action, but of
those specific cases where lethal medication is administered with the direct
aim of ending the life of the patient. ‘Euthanasia’ in fact means active
direct euthanasia. In delicate ethical discussions about the end of life, it
would be ill-advised to employ a key term such as ‘euthanasia’ in both a
broad and a narrow sense. A choice must be made. I would argue for
using the narrow definition of euthanasia, not only because it is closer to
everyday usage, to the idea immediately evoked by the term, but, more
importantly, it is simply inopportune to use one and the same term for an
entire series of actions that are judged quite differently, both ethically and
legally. This would be tantamount to carrying out an unjustified conflation
of the most controversial and often illegal practices with the most normal
and perfectly legal (sometimes even legally required) acts. What is the
benefit of talking about euthanasia in a case such as actively and inten-
tionally ending the life of a quadriplegic patient (controversial) and using
the same terminology in the case of not reanimating a terminal cancer
patient (it is precisely reanimation that would be controversial here)? Is it
really wise to use the term ‘euthanasia’ (with all the connotations it
invokes) when the intention to end life is clearly absent, as in the second
case? Is it not precisely this intentional, active ending of life that is far

Box 19.2 The Dutch and Belgian euthanasia laws

At this moment, two countries have legalized euthanasia: the Netherlands and
Belgium. The fact that these are neighbouring countries doesn’t imply that they
have a similiar history as far as euthanasia is concerned. In the Netherlands,
the recent euthanasia law (2002) is the result of a large-scale euthanasia dis-
cussion that has been going on for decades, which more than 10 years ago led
to a very tolerant euthanasia policy. Belgium, on the other hand, was until 2002,
at least as far as euthanasia was concerned, a perfectly ‘normal’ country. For
an introduction to the two laws, with their similiarities and differences (i.e. the
inclusion of assisted suicide, euthanasia for youngsters and the role of the
nursing team in the euthanasia procedure), see the special issue of Ethical
Perspectives (2002, Vol. 9(2)) on euthanasia in the Low Countries. A detailed
and reliable overview of the Dutch debate is given in Griffiths et al. (1998). For
an historical introduction to the little known Belgian euthanasia debate, see
Broeckaert (2001).
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removed from the healing and life-sustaining mission of the physician? Is
it not this ending of life that creates all the controversy and thus deserves
a term of its own?

Physician-assisted death

In opting for the strict sense of the term euthanasia, we will need to find a
new umbrella term with which the diverse forms of life-shortening medical
action might best be indicated. In 1990, when he took on the task of carry-
ing out a large-scale empirical study of Dutch euthanasia practice, Paul van
der Maas coined the term ‘medical decisions concerning the end of life’ or
‘medical end-of-life decisions’. This new term comprises ‘all decisions made
by physicians about actions whose objective is to hasten the end of the
patient’s life, or where the physician can expect that the end of the patient’s
life will most probably be hastened as a result of such actions’ (van der Maas
et al. 1991). In other words, the term comprises all forms of life-shortening
(or non-life-prolonging) medical action. Since then, the term has become
standard usage in the Netherlands, and it regularly turns up in the inter-
national literature. I have, however, always tended to resist the use of this
term, primarily for two reasons. In the first place, the term is misleading.
According to his definition, van der Maas refers to the various forms of life-
shortening action, so the meaning is actually the same as the term ‘eutha-
nasia’ in the broad sense of the word (which I reject). The fact that what is at
issue is the shortening of life or even the ending of life is not at all suggested
by the phrase ‘medical end-of-life decisions’. Why would the decision to
permit someone to spend his or her final days at home, or the decision to
prolong someone’s life through a particular therapy, not be included in this
category? Use of a term such as ‘medical decisions concerning the end of
life’ only clouds the unique and troubling specificity – especially for physi-
cians, who are assumed to seek a cure or at least to sustain life – of the kinds
of acts one wishes to discuss (intentional shortening of life).

A second reason why I resist the use of the term ‘medical end-of-life
decisions’ is the fact that it unjustly gives the impression that we are dealing
here essentially with medical-technical decisions, decisions that can only, or
should only, be made by physicians, since only they possess the required
expertise. This suggestion, which is inherent in the use of the term, is espe-
cially misleading and dangerous. To give an example: a decision is made to
withdraw artificial administration of food and fluids in a patient in a persist-
ent vegetative state (PVS) who has been in a deep coma for 6 months. This is
a clear example of a medical decision concerning the end of life. It is also
clear that such a decision will have a life-shortening effect. But is it really a
decision that is essentially medical? I think the answer is clearly no. Admit-
tedly, this decision does have an unmistakable and inevitable medical com-
ponent. Without a correct assessment of the patient’s medical condition,
and without a proper idea of the available medical evidence in this area, it is
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impossible to make an appropriate decision. Nevertheless, my point is that
the ultimate decision involves much more than just these medical facts, how-
ever indispensable they may be. The more fundamental question being posed
and answered here is whether the life of a PVS patient – a life that in
principle can be prolonged, sometimes for several decades, until a natural
death ensues – should be considered dignified and meaningful. Obviously,
the decision to be made here is an ethical one and, in making essentially
ethical decisions, I can think of no reason why the values and ideas of a
single professional group (i.e. physicians) regarding what is dignified and
meaningful should be the only ones that count. The ethical nature of many
decisions and the fact that not everyone has the same ideas about what
constitutes a meaningful human life are in themselves strong arguments in
favour of involving other health care workers – and in the first place the
patient and his or her family – in the decision-making process.

Out of dissatisfaction with terminology such as ‘euthanasia’ and ‘med-
ical end-of-life decisions’, my search for a new umbrella term to encompass
the various forms of life-shortening medical action yielded the term
‘physician-assisted death’. One speaks of physician-assisted death when a
medical action (or refraining from acting) has an acceptable or even sought-
after life-shortening effect. The major benefit of this term is that it is honest
and thereby perhaps somewhat confrontational; it is a term which clearly
indicates what is at stake and which clearly exposes the physician’s grave
responsibility – one does not take the decision to shorten life lightly. It is a
decision that can be the most appropriate one, but in any case it requires
a clear justification.

It can easily be demonstrated with statistics that it would be unwise to
limit the ethical discussion about life-shortening or life-ending medical
action to euthanasia in the strict sense. While awaiting the forthcoming
European figures from the Eureld E.C. study, I will cite the death certificate
studies carried out in the Netherlands (1990 and 1995), Australia (1997) and
Flanders (1998) (van der Maas et al. 1991, 1996; Kuhse et al. 1997; Deliens
et al. 2000), since these give the most reliable and comparable figures regard-
ing life-shortening medical acts (Table 19.1). Depending on the country,
euthanasia (strict definition) accounts for between 1.1 per cent (Flanders)
and 2.4 per cent (the Netherlands) of all deaths. The broader category,
physician-assisted death (my definition), accounts for between 39.3 per cent
(Flanders) and 64.8 per cent (Australia) of all deaths, which demonstrates

Table 19.1 Euthanasia and physician-assisted death as a percentage of all deaths
(my definitions)

Flanders
(1998)

Australia
(1995)

Netherlands
(1995)

Netherlands
(1990)

Euthanasia 1.1 1.7 2.4 1.7
Physician-assisted death 39.3 64.8 42.6 39.4

Sources: van der Maas et al. (1991, 1996), Kuhse et al. (1997) and Deliens et al. (2000).

390 Transitions into the terminal phase



that dying is frequently no longer ‘natural’. More and more, the moment of
death is determined, and the process of dying is controlled, by withholding
or withdrawing life-prolonging measures or by performing actions that have
a life-shortening effect. It would be regrettable if we were to overlook the
important ethical dimension of these decisions and actions by focusing
exclusively on a category that is relatively marginal from a statistical point of
view.

Up to this point, I have been dealing with physician-assisted death in
general and I have also said something about one specific form of physician-
assisted death: euthanasia. In what follows, I would like to outline a typ-
ology of the various forms of physician-assisted death, not because I am so
enamoured of divisions and categorization but because the various forms of
physician-assisted death each raise specific ethical questions which risk being
misconstrued if no distinctions are drawn. In the absence of the kind of
conceptual and terminological clarification I propose here, we are trapped in
a conceptual mist that impairs our vision and judgement, a conceptual mist
in which the lack of any shared understanding of the basic terms renders
ethical discussion impossible.

Withdrawing or withholding life-prolonging treatment

The simplest way of meaningfully dividing physician-assisted death into two
categories is to draw a basic distinction between a life-shortening or life-
ending measure that is essentially active in nature and one that is passive. In
the former case, we are dealing with an active intervention that hastens
death: death is accelerated or caused by the administration of medication
with a life-shortening effect. In the latter case, the shortening or the ending
of life is the result of the decision to suspend, or not to begin, a particular
life-prolonging treatment. Let us first take a closer look at the second
category.

Box 19.3 Physician-assisted death

Physician-assisted death is the result of a deliberate medical act or omission
that shortens the life of a patient, with the restriction that this life-shortening
effect is accepted or aimed at by the physician involved.

� Active intervention: administration of life-shortening medication
� active termination of life
� pain and symptom control with life-shortening effect

� Passive intervention: withdrawing or withholding life-sustaining treatment
� at patient’s request (integrity)
� without patient’s request (futility?)
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Statistics from the Netherlands, Australia and Flanders show that in
some cases – from 16.4 per cent (Flanders) to 28.6 per cent (Australia) of all
deaths; the numbers from the Netherlands are slightly higher than in Flan-
ders (17.9 per cent in 1990 and 20.2 per cent in 1995) – physicians believe
that by withdrawing or withholding life-prolonging treatment they have has-
tened death (van der Maas et al. 1991, 1996; Kuhse et al. 1997; Deliens et al.
2000). It is immediately clear that, from a purely statistical point of view,
we are dealing here with a very significant category, with a problem
that confronts health care workers much more frequently than the question
of euthanasia. Examples of withholding or withdrawing life-prolonging
treatment are available in droves: not administering a necessary blood
transfusion (because the patient is a Jehovah’s Witness and refuses it); not
administering antibiotics when a patient is in a coma and then develops
pneumonia; withholding tube feeding when a severely demented patient
develops swallowing difficulties that make normal feeding impossible; not
starting with new chemotherapy even though this means that the patient’s
death will be hastened, and so on.

The motivation for withholding or withdrawing life-prolonging treat-
ment can be two-fold: either it is done to respect the wishes of the patient or
else it is done because further treatment would be futile, for medical and
ethical reasons. Let us examine the first sub-category: life-prolonging treat-
ment is withdrawn or withheld because the patient refuses treatment. Here,
the textbook example is that of the Jehovah’s Witness who refuses a needed
blood transfusion, thus bringing certain death. There is growing inter-
national consensus that when a competent patient (such as a competent
Jehovah’s Witness) refuses a treatment, this refusal must be respected, even
if such a refusal would lead to the patient’s death. The relevant principle
here is the principle of the right to physical integrity, a fundamental human
right that can be found in the European Human Rights Treaty (article 8) and
which is just as clearly present in the Convention on Human Rights and
Biomedicine (Council of Europe 1997), where in article 5 one can read the
following:

An intervention in the health field may only be carried out after the
person concerned has given free and informed consent to it. This person
shall beforehand be given appropriate information as to the purpose and
nature of the intervention as well on its consequences and risks. The
person concerned may freely withdraw consent at any time.

When applied to the field of health care, the right to physical integrity
implies that medical intervention – which undeniably has a clear impact on a
person’s body – can take place only when the patient has given explicit
consent to such action. When a patient refuses or withdraws this consent,
this refusal must in principle be respected, even if in the view of the health
care workers such a refusal will have deleterious consequences for the
patient’s chances of healing or quality of life. As health care workers, we
may find it particularly regrettable and irresponsible if a patient who is
diagnosed with breast cancer refuses surgery when it is clear to everyone that
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surgery would increase her chances considerably. In such cases, health care
workers certainly have the right and the duty to express their concerns to the
patient and to point out the great risk she is taking. However, if after all this
the patient sticks to her decision to refuse surgery, then this decision must be
respected.

Life-prolonging treatment may also be suspended for yet another rea-
son, one that is essentially unrelated to the patient’s refusal of a specific
action: when it is a matter of avoiding what is usually called acharnement
thérapeutique in French or therapeutische hardnekkigheid in Dutch (avoid-
ing ‘therapeutic obstinacy’ – there is no English equivalent). In Anglo-
Saxon countries, one usually speaks of avoiding futile treatment. I would
prefer to speak of withdrawing or withholding life-sustaining treatment
for medical-ethical reasons and avoid using the term futile treatment in
most cases, since the choices that need to be made here – for example, do
we continue artificial feeding or not? – are only very rarely black-and-
white choices where it would be perfectly clear what is 100 per cent mean-
ingful and what is 100 per cent futile. Consider once again the example of
the PVS patient. It would be too simple to claim that continuing to feed
this patient artificially is futile. From a physical standpoint it is not futile
at all: the patient’s life is clearly prolonged, the patient remains alive due
to the treatment. Second, what is considered to be a meaningful and
dignified human life? How should one weigh prolongation of life against
quality of life? These are clearly matters where no objective standard
exists, but where much depends on one individual’s values and assess-
ments. This is why it is of prime importance to get the patient, family
and nurses and other health care workers involved as much as possible in
the choices that are made. Using the phrase futile treatment too easily
tends to ignore and underestimate this important ethical and personal
dimension.

Pain and symptom control with life-shortening effect

Let us now turn to those forms of physician-assisted death for which an
active intervention on the part of the physician (i.e. the medication he or she
administers) actually hastens death. At the active end of the wide spectrum
of life-shortening medical action, there are two main choices: either we are
dealing with intentional life-ending action (of which euthanasia is one sub-
category) or it is a question of symptom or pain control to which life-
shortening effects are ascribed. Let us first examine the latter sub-category.
Unlike, for instance, euthanasia, nurses and physicians often regard pain
relief as ethically unproblematic. The fact that the intention underlying pain
control is said to be completely different from that of euthanasia ensures, it
is often argued, an essential distinction between the two. Are we wasting
our time, then, in looking more closely at the forms of pain and symptom
control? I don’t think so.
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The following is a telling example. A survey carried out by the Pallium
Group of the European and Israeli delegates to the Sixth Congress of the
European Association of Palliative Care (Geneva 1999) revealed that only
5.3 per cent of the respondents thought that euthanasia should be permitted
in palliative care under certain circumstances. On the other hand, ‘the inten-
tional shortening of life by raising opioid doses’ commanded greater sup-
port: 15.4 per cent of the respondents stated that this action ‘could be part
of palliative care’ (Janssens et al. 2002: 77). It is strange that suddenly three
times as many people should say yes, simply because the controversial word
euthanasia is avoided and talking about opioid doses suggests pain relief
and the ethical qualities linked with it. ‘The intentional shortening of life’,
however, can hardly be regarded as the ultimate purpose of pain control or,
more generally, symptom control. What is typical of pain and symptom
control, I would argue, is not only the physician’s underlying subjective
intention (treating symptoms, not shortening life), but the adequacy and
proportionality of what is occurring at the objective level. For this reason, I
define pain and symptom control as follows: ‘the intentional administration
of analgesic and/or other medication in such dosages and combinations as
are required to adequately control pain and/or other symptoms’ (Broeckaert
2000a: 100).

Striving for adequacy and proportionality – for a clear relation
between the medication that is administered and the medication that is
required – is absolutely essential for distinguishing pain control from
forms of active termination of life (including euthanasia). This is not
simply hair-splitting, as can clearly be shown by the Dutch and Flemish
statistics on medical action with life-shortening effect. If we know that
pain control is remarkably safe even when powerful medication is admin-
istered in extreme dosages [Bercovitch et al. (1999) are clear: ‘high mor-
phine dosage does not affect patient survival’], then we can conclude that
when pain control is carried out according to the rules, it will hardly ever
have a life-shortening effect and, as a result, will hardly ever count as a
form of physician-assisted death. In light of this, it is quite astonishing to
read that in Flanders, the Netherlands and Australia, according to the
physicians involved, pain control led to a marked shortening of life in no
fewer than 18.5, 19.1 and 30.9 per cent of deaths, respectively (van der
Maas et al. 1996; Kuhse et al. 1997; Deliens et al. 2000). If we look
more closely at these numbers, it turns out that in 3 per cent (the Nether-
lands in 1995) and even 5 per cent of deaths (Flanders in 1998), this pain
control with life-shortening effect was administered ‘in part with the aim
of hastening the end of life’. One could reasonably conclude that in many
of these cases the physicians were not very concerned about the afore-
mentioned adequacy or proportionality of their dosages, and that they
knowingly – precisely so as to shorten life – administered higher doses
than were necessary to alleviate the pain. This very convincingly demon-
strates the need for a good definition of pain and symptom control. A
physician or nurse who deliberately and in full knowledge administers an
overdose to shorten the patient’s life, who is therefore unconcerned about
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adequacy and proportionality, is engaged in a form of actively ending life
(euthanasia, if at the patient’s request) and not pain and symptom
control.

Palliative sedation: an exceptional form of pain and
symptom control

In a landmark article dating from 1990, Ventafridda et al. asserted that
more than 50 per cent of terminal cancer patients die with physical
symptoms that can only be brought under control by means of (deep) sed-
ation. Although the few more recent clinical studies of sedation in palliative
care generally cite a much lower frequency (Morita et al. 1996, 1999;
Stone et al. 1997; Fainsinger 1998; Porta Sales et al. 1999; Fainsinger et al.
2000a,b; Porta Sales 2001), in a considerable number of terminal patients
(15–36 per cent in Fainsinger et al. 2000b) sedation still remains necessary to
control a number of refractory symptoms (dyspnoea, delirium, etc.). For
many working in palliative care, sedation has nothing to do with euthanasia.
Indeed, as the ultimate therapy and most intense form of pain and symptom
control, they believe sedation makes euthanasia superfluous. There are
others, however, who think that sedation is nothing but ‘slow euthanasia’: a
disguised, hypocritical and barely humane form of euthanasia or ending
of life.

In dealing with a controversial practice like sedation, it is of upmost
importance to determine what implicit and explicit messages and connota-
tions are suggested by the terms used to indicate this practice.1 One of the
major problems with ‘terminal sedation’ – the most well known but also the
most disputed term – is that it is too general, so that cases which are quite
different from an ethical viewpoint get included in the same category, with
all the concomitant risks of confusion and levelling out. Whether a patient
is sedated with the intention of shortening his or her life (the same intention
as with euthanasia) or out of a desire to treat a refractory symptom (i.e.
pure symptom control), there is nothing about the term ‘terminal sedation’
to suggest that it could not be applied in both cases, though they are com-
pletely different from an ethical point of view. On the other hand, the term
is too narrow, suggesting very clearly that this sedation leads to the end, that
it is a sedation ‘unto death’ or, in any event, a sedation that is maintained
until death. I think such a narrow conception of sedation is extremely dan-
gerous, precisely because it tends to blur the boundaries between euthanasia
and sedation. In light of these difficulties with the term ‘terminal sedation’,
I opted to introduce the term ‘palliative sedation’ (Broeckaert 2000a).
This term makes clear what sedation is essentially about: palliation, symp-
tom control, an attempt to relieve patients’ suffering. The term is also suf-
ficiently broad that it can include the various different forms of sedation
employed in palliative care (deep sedation, continuous sedation, temporary
sedation, etc.).
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Palliative sedation is not infrequently charged with being nothing more
or less than a slow form of euthanasia. Although it is crucial to use a term
that conveys the appropriate message, merely introducing a new term is of
course not sufficient to refute this charge. Just like the term ‘pain control’,
the term ‘sedation’ is used (or abused) in some cases to indicate (or camou-
flage) practices that should be regarded more as forms of euthanasia or
ending of life without request. This is why a definition that clarifies what
sedation in palliative care is and what it is not, one that explicates the
meaning invoked by the term used, is a precondition for a meaningful
debate on the relation between sedation and euthanasia. For some years
now, I have defined palliative sedation as follows: ‘the intentional adminis-
tration of sedatives in such dosages and combinations as may be required
to reduce the consciousness of the terminal patient in order to control
one or more refractory symptoms in an adequate manner’ (Broeckaert
2000b: S58).

The first thing to note about this definition is that palliative sedation is
clearly an intentional medical act. It is clearly not a question of the many
cases in which a terminal patient experiences reduced or diminished con-
sciousness as a result of his or her illness or as a side-effect of a particular
medication administered for some other purpose (pain control, for instance).
Palliative sedation, according to this definition, is in the first place a (far-
reaching) form of symptom control. In palliative sedation, everything
revolves around bringing symptoms under control, in this case refractory
symptoms that cannot be controlled in the traditional manner but only
through consciousness reduction.2 Now when a particular action is labelled
‘symptom control’, it not only means that the physician’s underlying subject-
ive intention is to control symptoms; it also means that what actually occurs
on an objective level reflects this intention.

The upshot of all this can only be that, in a field where dosages and
combinations are of crucial importance (if, for instance, too much is
administered, then the risk of shortening life is very real), the dosages and
combinations that are actually administered are proportional to the
specific suffering that one is attempting to alleviate. It is for this reason
that my definition places the emphasis on the adequacy and propor-
tionality of what is done on the objective level. When a subjective in-
tention to treat a refractory symptom does not get translated into an
adequate and proportional action (i.e. administer as much as is needed),
then either the intention in question was not the true intention or else
it was genuine but got corrupted by other, competing intentions or by
lack of experience or expertise. Any physician who deliberately and
knowingly administers an overdose to shorten the patient’s life must not try
to delude himself or others. Whoever is not concerned with adequacy
and proportionality is engaged in euthanasia or ending of life without
request, not sedation. Whoever administers more than required because
he is not sure what he is doing commits a medical error. It is clear that in
neither case are we dealing with (adequate) palliative sedation. Though
this conclusion does not, of course, resolve all the ethical questions
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regarding sedation, adequate palliative sedation is in any case not eutha-
nasia, but rather an exceptional, far-reaching form of pain and symptom
control.3

Active ending of life

The most controversial form of life-shortening medical action is labelled
‘active ending of life’. Contrary to what was the case with forms of pain and
symptom control (where shortening of life is a rare side-effect), all forms of
active ending of life aim, by definition, to bring about the shortening or
ending of life. The very purpose of the action, and of the one who performs
the action, is to end the patient’s life.

If, as we have done in the first part of this chapter, reject the term
euthanasia in its broader sense, does it follow, then, that we see euthanasia as
a synonym for this active ending of life? I am afraid not, for the Dutch (and
Belgian) definition of euthanasia is even stricter than this. In the Nether-
lands, a country that for many years has followed its own path regarding
euthanasia, the State Commission on Euthanasia in 1985 gave euthanasia
the following strict but since then generally accepted meaning: intentionally
ending another person’s life at that person’s request. This means that in the
Netherlands since 1985, euthanasia is by definition active, direct and volun-
tary, though in this case ‘voluntary’ is actually not strict enough: euthanasia
presupposes that the patient himself requests termination of life. So it is not
a question of a patient’s voluntary consent to a termination of life suggested
by the physician. In its first recommendation in 1997, the Belgian Advisory
Committee on Bioethics adopted the Dutch definition of euthanasia, and
the recent Belgian Euthanasia Law (2002) includes exactly the same defin-
ition. The upshot is that this law, just like the Dutch euthanasia law, says
nothing about forms of actively ending life without the patient’s request
(involuntary or non-voluntary ‘euthanasia’ remains illegal), or anything
about passive or indirect ‘euthanasia’. When I use the word ‘euthanasia’, it is
always in this strict sense.

Active ending of life, then, can take three distinct forms (see Table 19.2),
only one of these being labelled euthanasia. What is particular about the

Box 19.4 Pain and symptom control

� (Adequate) pain and symptom control: the intentional administration of
analgesics and/or other drugs in dosages and combinations required to
adequately relieve pain and/or other symptoms

� (Adequate) palliative sedation: the intentional administration of sedative
drugs in dosages and combinations required to reduce the consciousness
of a terminal patient as much as necessary to adequately relieve one or
more refractory symptoms
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first form, euthanasia in the strict Dutch and Belgian sense of the term, is
the fact that the ultimately lethal action is taken by someone else. This means
that when it is the patient who kills himself or herself (for example, by
swallowing certain pills), then the word ‘euthanasia’ is not used. A further
particularity of euthanasia is that it takes place at the patient’s request. Of
course, this presupposes that the patient is capable of making such a request
– that is, that the patient is legally competent, or was legally competent:
sometimes euthanasia can take place on the basis of an earlier request,
written in a living will, rather than an actual request.

The distinction between euthanasia and assisted suicide does not lie in
the fact that euthanasia applies in cases of terminal patients, while assisted
suicide applies in cases of non-terminal patients (one could imagine the case
of a quadriplegic patient with a normal life expectation who no longer finds
life endurable). The only difference – and also the crucial difference –
between the two is that in the case of euthanasia it is someone else who
performs the ultimately lethal act, whereas with assisted suicide it is the
patient who performs this act himself or herself. Whether or not one con-
siders this distinction to be significant, it is a fact that in those few countries
where euthanasia and/or assisted suicide is legally regulated, often the law
does not lump them together. In Belgium, for instance, euthanasia is permit-
ted under certain conditions. However, the Belgian Euthanasia Law says not
a word about assisted suicide, so the legal status of assisted suicide is very
unclear. In Switzerland and in the US state of Oregon, assisted suicide is
permitted under certain conditions, but there is clearly not the same degree
of permissiveness regarding euthanasia. Only the Netherlands allows both
to an equal extent.

Apart from euthanasia and assisted suicide, there is still a third form of
active ending of life. This comprises those cases in which death is a result of
the intentional administration of lethal medication without the patient hav-
ing requested it. Neither the Dutch nor the Belgian euthanasia laws make
any provision for this ethically very problematic possibility (where there is no
question of a request or even consent on the part of the patient). Nonethe-
less, it turns out that this does occur in practice, far more frequently than
even the category of assisted suicide, which in absolute numbers is no more
than marginal.

Table 19.2 Active ending of life as a percentage of all deaths

Flanders
(1998)

Australia
(1995)

Netherlands
(1995)

Netherlands
(1990)

Active ending of life 4.4 5.3 3.3 2.7
Euthanasia 1.1 1.7 2.4 1.7
Assisted suicide 0.1 0.1 0.2 0.2
Active ending of life without
request

3.2 3.5 0.7 0.8

Sources: van der Maas et al. (1991, 1996), Kuhse et al. (1997) and Deliens et al. (2000).
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Conclusions

Physician-assisted death – or, viewed from the perspective of the nurse or
other health care worker: life-shortening medical acts – is a daily reality that
demands exceptional vigilance. Decisions are made that not only have rad-
ical effects, but that also are often essentially ethical in nature. Within the
modest limits of this chapter, I have only been able to point out and explain
a number of important distinctions. Further ethical reflection is needed
about the different forms of life-shortening medical acts and, of course,
about other important ethical problems at the end of life too.

Further reading

For an in-depth treatment of a number of ethical issues in palliative care,
see Have, H. and Clark, D. (2002) (eds), The Ethics of Palliative Care: European
Perspectives, Buckingham: Open University Press.

Notes

1 For an extensive discussion of terminology, see Broeckaert and Nuñez-Olarte
(2002).

2 Refractory symptoms are symptoms that cannot be relieved normally without
resorting to consciousness reduction (i.e. sedation). Which symptoms this refers
to is left intentionally vague by my proposed definition. This means, of course,
that not only physical but also mental symptoms can be refractory. Note that I
speak here explicitly about refractory, not difficult, symptoms.  See Broeckaert
2002.

3 The latter is also confirmed by the fact that on the basis of the scant available
empirical evidence, it would appear that palliative sedation does not have the
life-shortening effect that is so often ascribed to it. The literature shows that
within the same environment, there is no observable difference in survival

Box 19.5 Active termination of life

� Euthanasia (strict definition): intentionally terminating another person’s life
at that person’s request

� Assisted suicide: intentionally assisting a person to actively terminate his
or her life at that person’s request

� Active termination of life without request: intentionally and actively termin-
ating another person’s life without that person’s request
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periods between patients that have been sedated and those who have not (see
Ventafridda et al. 1990; Stone et al. 1997; Thorns and Sykes 1999; Waller et al.
1999).
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20
The impact of socialization on the
dying process

Kay Mitchell

There are many aspects that are common across cultures (culture-common)
rather than specific to one culture only (culture-specific) and there are cer-
tain values related to the dying experience that appear to be universally
shared. This includes the hope that death will be achieved peacefully with
minimal suffering and in the way preferred by the dying person (Kashiwagi
1991). However, the way this goal is achieved may differ between cultures
and these differences may render some aspects of the death and dying
experience ‘culture-specific’. We are born, live and die within a social context
and this chapter is an attempt to explore how socialization within such a
context may impact on the dying experience. Here, I take culture to refer to
the social context within which the person lives and works – the macro-
culture of country of domicile, but also the institutions that form micro-
cultures within each country, such as professional discipline, religion and
ethnicity. The term ‘society’ is taken to refer to the wider social context,
which may contain many micro-cultures.

Cultural relativism, a theory about the nature of morality, reminds us that
many of our own beliefs probably owe more to cultural teaching than absolute
truth (Rachels 1993). The social institutions that inform end-of-life care may
be comparable on a macro level across many countries (e.g. the law, health,
medicine and social values). However, the interpretation and application of
philosophical values within these institutions may differ and it is here that
the value of comparison becomes evident in exposing the culturally relevant
perspective. Viewing seemingly different perspectives of two cultures through
an ethnocentric lens, we may sometimes overestimate these differences.

Rachels (1993) uses the example of a very poor culture who believe that
it is wrong to eat cows. Although people may starve, the cows remain
untouched. The values in this culture appear very different from the values
of a culture that puts the life of humans before the life of animals. However,
the difference is in the significance of the cow. While one culture believes it is
an animal less than human and to be used by humans, the other believes the
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cow may be the reincarnation of someone’s dead grandmother. Both cul-
tures agree – grandma should not be eaten. However, only one of the cul-
tures believes that the cow could be grandma. The difference lies in our
belief systems, not in our values (Rachels 1993). ‘The realisation that differ-
ent behaviors serve similar goals, and that differences can be interpreted only
in relation to the pursuit of those goals in different cultures is one of the most
important contributions that cross-cultural research has made (Brislin 1993:
86; emphasis added).

Differences in the way cultures ‘do’ dying are reported and thoughtfully
challenge our own cultural beliefs. Discussing the differences between the
psychological care of the dying in Japan and those in the West, Kashiwagi
(1991) stated: ‘Asiatic people [find] it difficult to express fear and anger in
comparison to the West and . . . it [is] up to the physicians to develop Asiatic
means of communicating to their people so that their emotions are expressed ’
(p. S99; emphasis added). By acknowledging that Asiatic people find it dif-
ficult to express emotion, Kashiwagi is exposing a culture-specific norm.
However, by suggesting that the expression of emotion in dying is a goal
worthy of pursuit, he is adopting the philosophy of a Western-developed
institution (hospice) and applying it to a situation in his non-Western culture.

Along similar lines, until very recently the concept of brain death was
not accepted in Japan and the harvesting of organs from persons with no
cortical function obviously could not purposefully proceed. Elsewhere for
many years such patients have been kept ventilated until the organs could
usefully be taken. Cultural differences abound in end-of-life care from truth-
telling with cancer diagnoses (Seale 1998) to the acceptance of morphine
use for terminally ill patients (Zenz and Willweber-Strumpf 1993) or the
provision of physician-assisted death (Leenaars and Conolly 2001).

Internationally, countries have taken their lead in end-of-life care from
the seminal work of Dame Cicely Saunders and the early hospice movement
(Saunders 2000). Palliative care for the terminally ill patient is seen as com-
passionate and appropriate care when symptoms are distressing. However,
the cultural context within which the dying is occurring may see this
‘culture-common’ aspect of terminal care presenting with ‘culture-specific’
characteristics. When considering diversity in the field of death and dying,
physician-assisted death provides a useful comparison between two seem-
ingly opposing approaches to end-of-life care. Physician-assisted death is
also a point where the socialization of the practitioner may impact on care
offered. In this chapter, I do not argue for or against physician-assisted death
as a practice. I merely use it as an example of how socialization may influence
a practitioner’s actions or a practitioner’s discourse related to professional
practice in end-of-life care. The terms ‘physician-assisted death’ and ‘eutha-
nasia’ are used interchangeably, but both are taken to mean the intentional
ending of the life of the patient as a result of actions taken by the physician.

Universally, the taking of innocent life has been frowned upon, but
increasingly abortion (which can be argued as just such an action) and
physician-assisted death (which is most certainly such an action) are
accommodated if not encouraged in many countries. There is a difference
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between countries in their approaches to end-of-life decision making, but
there is also a difference within countries that are peopled by representatives
of many cultures, ethnic backgrounds and philosophical persuasions. Added
to this, individualistic cultures such as the USA, New Zealand, Australia,
the Netherlands and the UK encourage autonomy of thought and action,
allowing for individual differences in approaches to decision making. In fact,
the issue of patient autonomy in determining the manner and time of death
became a focus of public concern in the Netherlands and in Oregon, and
was instrumental in the subsequent formalization and ultimate legalization
of physician-assisted death in those places (Griffiths et al. 1998; Oregon
Public Health Services 2000). There were many societal ‘forces’ that came
together to debate the legalization of physician-assisted death in Oregon and
the Netherlands, including those of the government (state legislature in the
case of Oregon), Church, judiciary, medical and lay opinion.

On an informal and ad hoc level, the same philosophical underpinnings
related to personal autonomy, justice and patient preference preface the
decision making of practitioners in other countries, leading some to con-
sider that physician-assisted death should be available. But when society
does not support this practice, a physician may find that, what is perceived to
be the most compassionate option for some patients, is not legally available.

One doctor in New Zealand spoke of regret that one of his patients had
been ‘saved’ from a suicide attempt when the need for death was clearly
articulated by the patient and considered justified under the circumstances:

But there is no doubt that there will be situations where people feel that
this is their only option and I guess, I mean, thinking about it, you must
accept that some people come to this decision and in some way you
wonder if that should not be an option for such patients to have the right
to have that. I mean, that would be a very very, small number but I think
there is – I mean, a typical example is where a patient can’t do anything
for themselves any more, tetraplegics for example. And I mean, that’s
one of the situations where I can imagine that people would desperately
try, and one of my patients recently desperately tried, a tetraplegic
patient, to kill himself. A failed attempt, which was the only way he
could manage which was running his wheelchair into a pond. Regret-
tably somebody jumped in after him and pulled him out. And I mean,
for these people, if they make a conscious and open decision that this is
their wish, I think if you think about self-determination, there might
need to be the need to offer that option.

(New Zealand pain specialist)

This highlights an anomaly that can occur for patients who suffer injuries
that render them paralysed and incapacitated beyond what they can bear but
who breathe independently, and those who suffer a similar fate and who
require ventilation. Recently, such a patient in New Zealand requested his
mechanical ventilation be removed after months of rehabilitation and coun-
selling. He died at home shortly afterwards (NZPA 2000). However, the
patient referred to by the physician above also clearly wanted to die but his
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physical disability restricted possibilities for suicide and under New Zealand
law he could not receive active assistance to die, a situation at least one of his
physicians clearly regretted.

Alternatively, if a physician does not support physician-assisted death
(despite this being a legal option), what is perceived to be the most compas-
sionate option for the patient is not morally available. In such contexts, the
physician must (a) agree to physician-assisted death despite possible legal/
moral consequences, (b) refuse physician-assisted death and continue with
palliative care even when this may not meet patient need, or (c) agree to help
the patient to die but formulate the actions taken in a way that preserves a
societal or self-image that does not condone physician-assisted death.

Palliative care or euthanasia – a cultural semantic?

Traditionally, palliative care providers have spoken against physician-
assisted death as contravening the core of ethical medical practice (Mount
1996). However, research among Dutch doctors (Mitchell 2002) suggests
that those who have performed euthanasia believe that it is at the extreme
end of the palliative care continuum. As one Dutch doctor put it:

Euthanasia is only to be considered after all the other possibilities have
been exhausted, after the best possible terminal care including palliative
care. Euthanasia is certainly not something to choose as another choice
opposed to palliative care. I see it on the same continuum. Not parallel,
not one or the other, but one after the other.

(Dutch general practitioner)

It is clear that this doctor is allying euthanasia with palliative care in his
practice and this raises the question of how influential his cultural context
has been in shaping his approach to end-of-life care. Elsewhere, discussions
with a Dutch family about their experiences when a family member had
received euthanasia indicated that the event had had a profound influence on
the grandchildren of the family. Several years later, the grandson was at
medical school and the granddaughter was doing her nursing training; each
was positive about the euthanasia experience and saw a place for it in their
future professional practice, if necessary. Whether such attitudes are a result
of a true belief that euthanasia is a necessary option or as a result of a
need to remember their grandfather’s death in a positive way, is open for
conjecture. Whatever the reason, euthanasia was legitimized as a way of
doing death in that family just as it had been legitimized as a way of doing
death in the wider social context – the availability of the action providing
opportunity for socialization into another way of achieving death.

Traditionally, palliative care proponents have argued that efficient pallia-
tive care is sufficient to address patient suffering, making agreement to
euthanasia unnecessary. When the patient’s symptoms are difficult to con-
trol and suffering is intractable and unbearable, then terminal sedation is
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suggested as an option after careful assessment (Rousseau 1996). In most
countries where physician-assisted death is illegal, terminal sedation is legal.
Similarly, those who disagree with physician-assisted death and who practise
in societies that condone this, can morally offer sedation to their patients
given that the action is condoned under the principle of double effect and
supported by hospice philosophy. However, the principle of double effect
has received much scrutiny and criticism (Billings and Block 1996). One
Dutch doctor suggested that knowing that death was the outcome of the
action rendered it equivalent to euthanasia:

Yes, but what’s curing the problem for a lung cancer patient with very
heavy dyspnoea. Huh? Morphine until he’s unconscious? What are you
doing? I think with morphine until unconscious, I believe that is the way
to euthanasia.

(Dutch nursing home doctor)

Living in a country where euthanasia is legal allows this physician to
question openly the concept of terminal sedation, knowing that even if he,
or society as a whole, decided that this is in fact ‘euthanasia’, it will still be
possible to offer this option to those patients who may benefit from it. In a
country where euthanasia is not legal, physicians may feel constrained by
such open exploration of the ethics of the action, fearing that censure would
prevent terminal sedation from being available when required. Furthermore,
it is suggested that it may be in the best interests of the doctors not to
endorse transparency of practice in making such decisions in order to pre-
serve ‘maximal wiggle room’ (Brody 1996: 40). This will allow doctors who
engage in such actions to present to themselves and others an account of
these actions in a manner that preserves the ethical and moral assumptions
of accepted medical practice within their society (Brody 1996). Similarly, the
doctors will be able to present accounts of these actions in ways that
preserve personal philosophy and belief systems related to end-of-life care.

Whatever position is adopted regarding terminal sedation, that it is pal-
liative care or that it is ‘slow euthanasia’ (Billings and Block 1996), it may
not always be a viable option as these two doctors have experienced. These
accounts provide an interesting example of how the context within which the
physicians practised (New Zealand and the Netherlands) may have impacted
on the discursive representations of actions by the doctors concerned.

One experienced hospice doctor in New Zealand spoke of a patient who
died within minutes of having drugs administered intrathecally to control
unbearable pain after morphine and other drugs had been ineffective for
over a week. This patient was dying with ‘inordinate suffering’. Terminal
sedation was attempted but could not be achieved. Midazolam and barbit-
urates, the drugs normally used for sedation, were ineffective, something this
doctor had not experienced before:

The most medically traumatic patient that I have cared for was a
woman who was in her 30s with a breast cancer and had a particularly
painful cancer and some cancers are particularly painful, and she had
spinal metastases which gave most of the pain. And she had a lot of
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intervention including an intrathecal catheter and a central line. And
she, in retrospect, got ahh tolerance to morphine or that ahh morphine
aggravated her pain, and ahh, and she was in the hospice and the pain
control fluctuated wildly over the week . . . ahh there were times when we
would have liked to have sedated her to relieve her of suffering but we
couldn’t. Ahh which was new to me and we used an awful lot of barbit-
urates and Midazolam without being able to sedate her which was obvi-
ously distressing for all that were concerned . . . she died within five or
ten minutes of the administration of ahh local anaesthetic into the spine.

(New Zealand hospice doctor)

When he was questioned as to whether he felt comfortable that the
action taken had not precipitated the patient’s death, he stated that the local
anaesthetic administered had stopped the pain, which had been acting as an
‘antidote’ to the morphine and other drugs administered. Once the pain had
been stopped, the other drugs may have overwhelmed the patient and been
implicated in death. When asked if he thought that the intervention had
caused the death of the patient, the doctor struggled to answer, pausing
frequently to consider his words.

Um . . . there’s . . . um there’s a feeling that the intervention um was the
straw that broke the camel’s back um and that the um . . . the pain relief
that that brought may have brought all the other medications that had
been lurking in the background that had been antidoted by the pain into
um . . . play.

I said, ‘Antidote to the morphine . . . would you like to just explain that?’
The doctor continued:

Ahh . . . Although um, morphine is a sedative and a respiratory depres-
sant, um, the effects of the morphine can be held off if somebody is
really um, very anxious and there is a lot of emotional energy running
around um, then the morphine will not be sedative or depressant and we
run into trouble . . . And so pain would seem, ahh, the stimulating
effects of pain would keep people awake. Does it keep people alive? Well,
um . . . that’s a discussion that we have. It would certainly keep people
awake. And sometimes that consciousness means that people keep on
struggling on.

(New Zealand hospice doctor)

This explanation for why the patient died within minutes of receiving an
intrathecal infusion may be technically correct as far as pharmacodynamics
are concerned. However, there does appear to be an element of rationaliza-
tion present to prevent exploring the possibility that immediate death was
caused by the last intervention. In a society where physician-assisted death is
illegal, practitioners involved in such cases may not feel free to fully disclose
and discuss cause and effect, fearing repercussions.

In addition to terminal sedation not always being technically possible to
achieve, a Dutch palliative care physician suggested that terminal sedation is
not always a compassionate or appropriate option for the patient.
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I know of a young woman of not so long ago . . . she had had a very,
very difficult life. We often think when you read in a book that it can’t
really be that bad, but sometimes life is really worse than you could ever
think of . . . She was 22, and was dying of cancer. And for her, with her
history, the idea of being asleep and of not being able to control her life
which had been such an anxious and insecure life, she could not bear the
idea. And so my colleagues could understand that this was impossible
for her in this specific situation. The only possibility was euthanasia
because that would be a way she could die quickly. So it all happened as
it should happen, you know, telling the police. So that’s why I say, ‘never
say never’, because in this special circumstance, there was no choice. For
me it was uncomfortable, but for her with her history, it was not. And
then, well I had promised her to be there, and I saw it happen. It was
frightening, but that was a consequence of the choice I made, it was a
free choice. (I had promised I would be there! Always! Whatever
happens!) [handwritten on transcript].

(Dutch nursing home palliative unit doctor)

Despite a personal belief against physician-assisted death, this doctor
was legally able to explore this fully with her patient when she believed it was
the most compassionate option. Working within a society where euthanasia
is accepted as part of end-of-life care, discussions about individual cases
between doctors and between doctors and their patients would be frank. In
accordance with her promise, this doctor chose to stay with her patient while
she received euthanasia, fulfilling one of the tenets of palliative care related
to non-abandonment. This was an arguably courageous decision given the
effect on the doctor, who found the experience ‘frightening’. Elsewhere a
Dutch hospice doctor reiterated that he would never perform euthanasia, in
part because of fear of the personal effect on himself.

In very exceptional cases, I can imagine very well that euthanasia may be
one of the possibilities . . . I would be very afraid to do this . . . Um, I
think if I will get through this border, I will not be the same person. I
will not be able to do this [hospice work]. Afraid of this. So I can accept
that this border exists, and also have respect for people who are
providing euthanasia, but I would be very reluctant to do this myself.

(Dutch hospice doctor)

This doctor expresses ‘respect’ for doctors who perform euthanasia. This
expression came after his statement, ‘Afraid of this’, suggesting his respect
may be for doctors who perform euthanasia despite the personal cost to
themselves, rather than for doctors who perform euthanasia per se. The
above comments from Dutch doctors are remarkable for their tolerance of
disparate views related to the provision of physician-assisted death. Perhaps
their shared enculturation within a society that has accepted euthanasia as a
way of doing death has encouraged increased tolerance for the practice even
among those who are opposed to it on moral, ethical or religious grounds.
Whether this is evidence of a devolution or evolution in end-of-life care in
the Netherlands is a matter for debate.
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Just as individuals in the Netherlands would agree with the international
view that physician-assisted death is ethically and morally wrong (Zylicz and
Janssens 1998), there are individuals in societies that do not condone
physician-assisted death who would agree that this is sometimes the most
compassionate option for some patients (Quill 1993). However, the effect of
providing assisted death clearly has a profound effect on the physician,
which may be unexpected.

One Dutch doctor described the action as crossing a line proscribed by
the Catholic Church and society. Crossing the line placed the doctor beyond
the point that human beings can legitimately place themselves. He seems to
suggest that he has ‘played God’ by performing euthanasia. It was not until
he had performed the euthanasia that he was aware of these feelings, and
they took him by surprise. He perceived that the ‘line’ he had crossed now
became a barrier between him and any future relationship with the Church:

I haven’t been in church for nine years. I quit church. But at that
moment I thought, you can’t go back there either. You have crossed a
line where the Catholic church says you can never cross that line, it is not
for a human being, a human person to decide to cross that line. So, it, it
took me by surprise. I wouldn’t have thought that after all these years I
would think in such a way about the line that you cross. Which is a line
that is put upon you by church, but also by the normal Christian-Jewish
morality which has been there for ages. The whole culture, the whole way
of approaching ethics, morality, society as it runs, is based on some
agreement that you do this and you don’t do that.

(Dutch nursing home doctor)

Agreeing to give someone euthanasia may be justified, but once it happens
there is no going back. This doctor continued by portraying performing
euthanasia as ‘losing your innocence’, emphasizing the exceptional nature of
the event. Giving euthanasia made this doctor more aware that the practice
should not be entered into lightly and should not be granted as a ‘right’ for
patients. By likening performing euthanasia to losing virginity, he seems to
imply that for the doctor there is a before-euthanasia state and an after-
euthanasia state and that the latter is perhaps baser than the former.
Although he says he does not regret the action, the doctor reiterates the
exceptional nature of the act:

And it is one of the agreements, maybe on good grounds, but it is one of
the agreements you cross, it is like losing your innocence, or losing your
virginity or something like that. It is very important, and one time it
happens. You make it one time, and you never can go back. And it
sharpened me in the way that I always thought it was a two way thing,
but I am very – it sharpened my senses to say ‘Don’t talk about it too
easily, don’t think it is a right you can obtain access to’.

I said, ‘Mmmm. Are you sorry you did it?’ The doctor continued:

No, I think I – I think it made me richer, but I have my doubts now and
again. I think in that case, it was a good thing to do, but I think that it
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should be the very extreme, and very careful decision. It shouldn’t be
part of the package. It shouldn’t be the routine in the clinic every month,
or every two weeks, or something like that . . . you should make a careful
decision, and you can’t do that every week or every month, you have to
take your time. You can’t turn back [emotional].

(Dutch nursing home doctor)

It is clear, therefore, that transparency of practice associated with such an
action not only provides protection for the patient and their family, but also
for the physician. Debriefing after the event and receiving support from
colleagues for actions taken would perhaps assist in coming to terms with
the death. This doctor struggled emotionally with what he had done, but was
able to talk this through openly. Those who provide physician-assisted death
in a society that does not condone such actions must act and ‘recover’, alone
and in secret.

The above also raises another issue. Once the practice of physician-
assisted death becomes part of the way a culture ‘does’ death, individuals
may feel under some pressure to provide it when they believe it is the most
compassionate option for the patient. Clearly, this doctor and the previous
Dutch doctor who accompanied her patient while she received euthanasia
had moral reservations about the action, but this did not prevent them going
along with the patient – at considerable personal cost. Where physician-
assisted death is not culturally accepted, physicians would not be exposed to
such pressure. As one New Zealand doctor put it:

Maybe if I saw cases where . . . pain that we couldn’t end and that was
absolutely inadequately dealt with, then maybe it’s time to get into that
realm but . . . it extracts a huge huge moral price . . . It’s easier to deal
with that if it’s not on the agenda and just say ‘Sorry’.

(New Zealand general practitioner)

The cultural prohibition on physician-assisted death provides a protec-
tion for the practitioners who may proceed as conscience dictates without
the added pressure of an expectation by patient and/or society that this
should proceed. Each country must decide for itself whether it is comfort-
able leaving such decision making in the hands of individual practitioners,
which is the status quo in all countries except the Netherlands and the state
of Oregon in the USA. There is empirical evidence that physicians in other
countries are providing physician-assisted death, despite the prohibition
(Kuhse et al. 1997; Mitchell 2002).

Obeying the highest imperative

Across many countries, those who work in palliative and/or hospice care
share a culture-common mandate to serve the dying and their families. How-
ever, any movement or discipline is made up of individuals and it is the
individuals in combination who will ultimately determine the direction the
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discipline will take. The beliefs that individual care workers subscribe to are
informed by the wider social context in which they live. They are also
informed by the culture of the discipline within which they operate. As we
have observed in the preceding case studies, sometimes the imperatives of
one may conflict with the other. At times, what is perceived by the prac-
titioner to be the most compassionate and just option for the patient is not
available according to the tenets of society. For others, society may condone
an action but the tenets of the discipline provide constraint. Some practi-
tioners solve the dilemma by following their personal conscience. Others
express relief that they do not need to do so, rather invoking the rules of the
discipline, or the society, as reasons for their choice in practice. While the
latter may feel comfortable maintaining the status quo, the former who
act from personal conscience will be constantly challenged by the ethics,
morality and/or legality of their actions. Such challenges may be uncomfort-
able and ultimately these practitioners may seek ways of resolving their
dilemma by challenging society to re-think rules and laws. This is the way of
social change and, in the field of death and dying, can be applied to
physician-assisted death, truth-telling in cancer diagnosis and withdrawing
life-sustaining measures.

Once a person is socialized into a culture, there is pressure to conform to
the norms expressed in the culture (wider society or within discipline). Fail-
ure to conform may result in alienation from the group. Three ways that
social influences control a person’s behaviour are conformity, compliance
and obedience. Social psychologists have demonstrated the effect of social
influences on the individual. Group pressure to conform affects behaviour,
so that individuals may question their own senses even when they perceive
that they are correct (Asch 1952). Similarly, an individual may obey the
instructions of authority figures even when these go against personally held
beliefs (Milgram 1974).

A theory that investigates the nature and impact of social influence is the
theory of social impact (Latane 1981). Latane suggests that social forces
with predetermined characteristics operate to exert an effect on the indi-
vidual (target). These characteristics relate to the strength or intensity of
impact, the immediacy or absence of barriers to the target and the number
of sources influencing the target. The theory proposes that the greater the
strength, the more immediate the influence and the greater the number of
sources exerting influence on a target, the stronger the impact and data
typically bear this out (Latane 1981). We can apply such reasoning when
considering, for instance, a request for physician-assisted death that is per-
ceived to be justified by the doctor. If the request is considered justified
because of intractable suffering (strength), and comes directly from the
suffering patient for whom the doctor is caring (immediacy) and wider soci-
ety condones and supports the action in such cases (number), the physician
will be under some pressure to conform to the request. However, if the
request comes from a similar patient with the same strength, same immedi-
acy but not supported by wider society (less number), the pressure to con-
form will be weakened. As one New Zealand doctor commented previously,
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‘It’s easier to deal with that if it’s not on the agenda and just say “Sorry”.’ If
the request for physician-assisted death occurs in a hospice situation (culture
that does not support the practice), the strength and immediacy will be the
same, but there will be no support within that context, even when that con-
text is set within a wider society that supports physician-assisted death.
Therefore, the impact of number will be weakened.

However, the individual is not passive in this process. The physician
will also have an influence on the process via personal characteristics.
Bhaskar (1979) discussed the transactional nature of any social situation by
incorporating the influence of the individual in a transformational social
impact model. When examining the individual and society considering
physician-assisted death, we can overlay the social impact model with the
transformational model and reflect the dynamic relationship between
the individual and society, each becoming both source (of impact) and
target (of impact). This can occur through:

• passive acceptance of the status quo (i.e. assisted death is tolerated or
not tolerated);

• active resistance to the practice;

• support for the practice;

• participation in the practice.

The individual and society impact on each other, the relative force of the
impact in either direction depending on the direction in which the intensity of
strength, immediacy or number is moving. Thus we have some practitioners
responding to requests as per the status quo, while some will be persuaded by
other influencing forces according to their strongest personal imperative.

Conclusions

We are all culturally conditioned, creatures of our environmental context.
Across many countries, those who work in palliative and/or hospice care
share a culturally common mandate to serve the dying and their families.
There may be different culturally specific values or belief systems that affect
how that mandate is fulfilled. By embedding the different approaches to
achieving the same end within a background of shared meaning of what the
desired end is, we adopt the recommendation for effective cross-cultural
understanding (Triandis 1994: 66). Or as Shweder (1991) suggests, to ‘talk of
differences one must first demonstrate likeness or equivalences’ (p. 289).

Social impact theory provides a theoretical framework within which to
examine how the individual and society impact on each other in the field of
terminal care. Individuals are socialized into specific cultures and maintain
societal structures even as those structures impact on and form the indi-
vidual. However, the individual need not be passive and may apply pressure
on society to promote change in the way we live and the way we die.
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21
Palliative care in institutions

Jeanne Samson Katz

In the UK, palliative or hospice care is often synonymous with hospice build-
ings, where people with cancer are believed to go to die in their last weeks of
life. However, end-of-life care takes place in many different situations and
settings and, indeed, as Chapter 15 has identified, the longest period of the
terminal phase is usually spent in one’s own home. However, in the twenty-
first century in Western industrialized societies, we have an ageing population
and in the UK there are more people over the age of 60 than under 16 years
of age (Office of National Statistics 2002). Unlike the nineteenth century,
when most people died at home, changes in family and household com-
position have impacted on the site of care for dying people. In the UK, health
and social care policies have resulted in a reduction in long- stay hospital
beds for older people, yet hospitals are still the most likely site of death.

The development of palliative care in the UK is described in Chapter 2.
Suffice it to note here that, unlike in the USA, palliative care services in the
UK developed by focusing on ‘buildings with in-patient provision’. With the
opening of St Christopher’s in 1967, the prototype of palliative care services
was established in an ‘institutional’ base, although the intention was to
ensure that the environment was un-institutional in a conventional sense.
This meant that ‘wards’ were to be as home-like as possible, hospice staff
would often refrain from wearing uniforms and an informal approach to
relationships between hospice personnel and dying people (not patients) and
their families would predominate.

Very shortly after the founding of St Christopher’s, other palliative care
services began in the UK and, partly for funding reasons, many of these
services began as home care services, while funding was being sought to
create a ‘proper hospice’ (e.g. North London hospice). So although this
chapter focuses primarily on palliative care in institutions, the history,
philosophy and practice of the kind of palliative care that takes place in
institutions such as hospices and hospitals are intertwined with those in the
community. This is less the case in prisons and care homes.
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The way in which the services in in-patient hospices have developed has
had a ‘ripple effect’ on all other palliative care services in the UK and
elsewhere (Hockley 1997). For this reason, I first explore hospices and hos-
pitals and then look in more depth at two other institutional settings, which,
to date, are not wholly part of the palliative care network: prisons and
residential and nursing homes.

Much has been researched and written about the efficacy of treatments
available to people with palliative care needs. This includes the effectiveness
of medication as well as other methods to relieve symptoms such as breath-
lessness (Corner 2001) and constipation (Bruera et al. 1994). Other studies
have explored the extent to which, for example, volunteers have contributed
to the running of hospice and palliative care services and their needs for
training (Cummings 1999). Surprisingly, however, relatively little research
has evaluated the provision of palliative care services according to type of
service. In this chapter, I review the secondary evidence currently available
about the quality of the services provided for dying people and their carers
by statutory and voluntary health services and suggest areas for future
enquiry.

Palliative care in hospices

The development of hospice and palliative care services in the UK was
spearheaded initially by a push from voluntary groups to establish a ‘hos-
pice’, a purpose-built or adapted building housing in-patient beds. The
funding for the establishment and running of hospices varies even today;
for example, finance may come exclusively from voluntary or independent
organizations (registered charities), or in part from the National Health
Service: NHS palliative care units or centres; Macmillan Cancer Care
units, funded by the charity Macmillan Cancer Relief; and Marie Curie
Centres and Sue Ryder homes, funded by the charities of the same names.
The 2002 Hospice Directory lists 208 NHS and voluntary in-patient hos-
pices; these include ten Marie Curie Centres and seven Sue Ryder Palliative
Care Centre homes. Due to the initial unplanned development of in-
patient units, they are spread rather unevenly throughout the UK, with the
highest concentration in the south-east of England (Clark and Seymour
1999).

Twenty per cent of the free-standing specialist palliative care units are
run by the NHS. Even where statutory provision is not available, most
people in the UK requiring in-patient hospice care can be admitted to
voluntary hospices (usually constituted as an independent charity) through
contractual funding arrangements with health authorities.

Organizations delivering in-patient care for terminally ill people call
themselves by a number of names, the most common of which are ‘hos-
pices’, ‘hospice wards’ or ‘dedicated specialist palliative care units’. They
may be (a) wards within a general or specialist hospital, (b) free-standing
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buildings within the grounds of a hospital (general or specialist) or (c) not
attached to any other particular hospital or medical/health setting (Doyle
1999). At the beginning of the twenty-first century, 80 per cent of in-patient
provision in the UK is in the form of free-standing, geographically separate,
independently funded hospices (Doyle 1999: 44).

Initially, hospice and palliative care services addressed, almost
exclusively, the needs of people dying from cancer and, in many ways, these
needs determined the nature of the services ultimately developed. As many
hospices have foundations that explicitly state that services are exclusively
for people with cancer, getting round these regulations has proven quite
difficult to provide services for people with other diseases who also have
palliative care needs. The focus on cancer has persisted – in 2000, of 40,000
new patients admitted to in-patient units, only 4 per cent did not have a
cancer diagnosis; these non-cancer diagnoses include HIV/AIDS, motor
neurone disease, heart disease and stroke.1 (Children’s hospices, however,
focus on a much wider range of diseases, as children usually die of degenera-
tive diseases. At the start of the children’s hospice movement, hospices were
established primarily to provide respite care for children and their families.)
The average hospice unit in the UK accommodates 15 in-patients, although
units range in size from two to 48 beds (Doyle 1999); three of every seven
patients are discharged to another setting and the average stay in a hospice is
13.5 days.

In-patient hospices are designed with dying people in mind. Planning
includes facilitating easy access to beds and facilities for carers as well as
dying people themselves; in addition, where possible, the environment is
emotionally warm and home-like. The physical location of a hospice build-
ing can influence the ways in which it operates; for example, a hospice on a
hospital site might benefit from the advice of hospital personnel yet might
have conflicts with hospital management (Doyle 1999). Hospices away from
hospitals do not have the on-site availability of diagnostic facilities, or easy
access to consultant advice. The composition of hospice staff is far from
standard and this may influence the ethos of the hospice. Johnson et al.
(1990) conducted a survey which indicated a difference in perspective
between hospices with full-time medical personnel, who described their
centres in a more technical way, and those without, who focused on different
issues.

A unique feature of the modern hospice is the goal to achieve a com-
plementary and non-hierarchical relationship between voluntary (unpaid)
and professional (paid) staff. Some of the voluntary staff, particularly in the
early days, were themselves qualified health professionals delivering care on
a voluntary basis. There is considerable variation between units in staffing
arrangements, although most units aspire to one nurse per 1.5 patients 24
hours a day and one consultant physician for every 10–15 patients (Doyle
1999). Medical and nursing staff with training in specialist palliative care are
the backbone of the paid staffing of most hospices (see discussion about
training in Chapter 35). Additionally, staff with palliative care qualifications
or experience often include pharmacists, physiotherapists, occupational
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therapists, chaplains, social workers and complementary therapists. Other
staff include domestic and administrative workers, gardeners, maintenance
workers and often a large group of trained and regularly supervised volun-
teers providing many services, including befriending, home visiting, art and
music therapy, and assisting in the general running of the hospice. Patients
are usually admitted to an in-patient unit for one of three reasons: to achieve
symptom control, to give dying people or their informal carers respite (a few
days relief with assured quality of care) or for terminal care when dying
people have reached the end stage. Over 65 per cent of hospice patients are
over 65 and there is no significant difference between the sexes (Clark and
Seymour 1999). As pointed out by Koffman and Camps in Chapter 18,
ethnic minorities have been under-represented in hospice admissions, with
several explanations being proposed to explain this anomaly: from GPs
assuming that people from ethnic minorities would not want admission to a
hospice to people from ethnic minorities not being offered this facility to the
same extent as the host population.2

Hospices provide a range of services for dying people in addition to
conventional in-patient services – for example, day care services, beauty
therapy, complementary therapies and bereavement care. Day care services
are an integral part of hospice provision in the UK, the first such service
being established in 1975 at St Luke’s Hospice in Sheffield (Myers and
Hearn 2001). Current figures suggest that there are 243 day care units,
which, on average, cater for 14 patients per day. Altogether, 32,500 patients
are cared for annually by day care. Hospice palliative day care provides
support in a variety of ways for dying people, ranging from sophisticated
medical support (i.e. assessing appropriate drug dosage) and physical care to
social, emotional and practical support. Activities provided for day care
patients include stimulating them and encouraging them to participate in
relaxation and other therapies. Supervised care of dying people also
provides respite for home carers. As with other services, these are usually free.

Palliative care researchers have been trying to justify in-patient hospice
care in the UK. Anecdotal evidence suggests that, for the past 20 years, the
quality of life while dying in a hospice is considerably better than in other
settings. After all, that is what hospices set out to do. Clark and Seymour
(1999) note that, in the UK, information has been collected and evaluated in
palliative care units to improve care. Attempts to demonstrate the value of
in-patient hospice care usually make comparisons between hospice and
other forms of care. Clark and Seymour (1999) observe that ‘All the evi-
dence so far reviewed suggests that those who receive hospice care value it
particularly for the “human” approach it can offer, for the reductions in
anxiety and improvements in communication it can achieve and for the
standards and style of nursing care which it delivers’ (p. 167). But Salisbury
et al. (1999) note that measuring the impact of palliative care on patients’
quality of life is not an easy task. Reviewing all the relevant studies, they
found some, albeit dated, evidence that dying people in in-patient palliative
care facilities receive better pain control than those receiving palliative care
at home or in hospital.
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In the UK, the ‘hospice building’ itself personifies ‘palliative care’ and is
seen as an ideal type. James and Field (1992) courageously noted how ‘rou-
tinization’ and ‘medicalization’ had crept into hospice care and, indeed,
reflected some of the concerns about conventional medical care in relation
to caring for dying people. These critiques were sustained throughout the
1990s with further comments about the extent to which hospice care had
been absorbed into mainstream health care and had lost its potential to lead
and innovate (Corner and Dunlop 1997). In relation to in-patient hospice
care, Lawton (2000) argues that ‘contemporary inpatient hospices . . . are
increasingly becoming enclaves in which a particular type of bodily deterior-
ation and decay is set apart from mainstream society’ (pp. 123–4). She dem-
onstrates how in-patient hospice care has become super-specialized and, in
many ways, has moved away from providing a setting for those with a variety
of malignancies to die; instead, in-patient hospice care is now primarily for
those with the most extreme physical symptoms or social conditions. Cri-
tiques, such as those already cited, emphasize the need for further research
to demonstrate the value of in-patient hospice care and compare this with
palliative care in other institutional settings as well as other approaches to
caring for dying people.

Palliative care in hospitals

Although many dying people spend most of their last months in their own
homes, they may be admitted to hospital on a regular basis or attend as
out- or day-patients during that period. Those with cancer may be under the
medical supervision of an oncology or radiotherapy team, who may have
treated them during acute phases of their illness. Dying people may also be
under the care of a number of other specialists, in particular general
physicians or surgeons.

According to the Hospice Information Directory, the first hospital-
based palliative care team was established in 1977 by St Thomas’s Hospital
in London; in 2002 in the UK, there were 221 hospital support teams. In
contrast, in the USA, only 15 per cent of hospitals reported any end-of-life
services and only 36 per cent reported pain management services (Pan et al.
2001). Hospital palliative care teams in the UK, sometimes known as sup-
port or symptom control teams, may include all or any of the following staff
members: doctors (oncologists, specialist palliative care or general phys-
icians), social workers, nurses and clergy. In addition, there are 100 support
nurses who work on their own in hospitals.

Many hospital teams function in the same way as home care support
teams working out of hospices or other settings. They spend much of their
time in the community, in patients’ homes, where they provide symptom
control, pain relief and emotional and other support to dying people who
are under the care of a hospital consultant, as well as supporting informal
carers such as relatives and friends. They extend the same kind of support to
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in-patients and people attending out-patient appointments. These teams also
play a particular role in the institution, providing expertise, information,
support and advice to medical, nursing and paramedical colleagues. While
home care teams and individual Macmillan nurses see part of their role as
educating primary health care teams and other providers of health and
social care in the community, providing palliative care services – in particu-
lar, undertaking an educational role in a hospital setting – is particularly
challenging (Seymour et al. 2002).

Although there has been considerable movement towards embracing a
concept of care in tertiary health care settings, the primary goal remains
cure and this is the target towards which the health care team works, espe-
cially in specialist cancer wards. The death of a patient is still seen as a
medical failure and, therefore, the presence of a group of people dedicated
to a good death can be experienced as an irritant. This may be a partial
explanation why these teams are often marginalized, as evidenced by their
siting in inaccessible or inadequate accommodation.

In describing the demise of an early hospital-based support team,
Herxheimer et al. (1985) illustrate some of the conflicts inherent in estab-
lishing the first teams, some of which may still be seen as irreconcil-
able with working in acute settings striving for ‘cure’. They concluded
that, for such a team to function adequately, in addition to substantial
and realistic funding, leadership was essential, preferably from a hos-
pital clinician (i.e. a physician), to give it the required status in the
setting. Additionally, Herzheimer et al. noted that good communication
between team members was essential. Many of these factors, identified
nearly 20 years ago, are still relevant for the effective functioning of
hospital palliative care teams. Yet we still do not have much evidence
about the effectiveness of these teams in relation to the tasks they pur-
port to perform. McQuillan et al. (1996) demonstrated that symptoms
experienced by patients with cancer and HIV were indeed alleviated
following the introduction of a palliative care service. A modified support
team assessment schedule (STAS: Higginson 1993), used in a variety of
forms in community palliative care teams to measure change in symp-
toms and functioning of ‘patients’, was used by Edmonds et al. (1998)
to ascertain whether hospital palliative care teams improve symptom
control. Their findings suggest that, other than depression, patients
assessed three or more times using the STAS demonstrated improvement
(in descending order) in psychological distress, anorexia, pain, mouth
discomfort, constipation, breathlessness, nausea and vomiting. Another
study in the hospital setting undertaken by the same research team
(Edmonds et al. 2000) explored the palliative care needs of hospital
in-patients. In addition to establishing that 12 per cent of the hospitals’
medical and surgical patient population suffered from advanced disease,
the study identified communication issues about discharge, relation-
ships with community palliative care teams and primary care teams as
problematic. They concluded that hospital palliative care teams can make a
significant difference to patients’ overall well-being, including pain and
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symptom control, and relationships with family and other professional
carers.

A recently published survey by Higginson et al. (2002) searched data-
bases to establish whether hospital-based palliative care teams really
improve care for dying patients and their families. The outcome measures
included quality of life, number of days spent in hospital and time allocated
to a palliative care team. Many of the studies examined did not demonstrate
strength in research methods, and none looked at different models of hos-
pital teams. However, the skills and services that hospital palliative care
teams provide do indicate some benefits (Higginson et al. 2002), but further
research using similar and comparable tools is necessary to provide stronger
evidence.

The impact of hospital palliative care teams or specialist nurses on the
rest of the hospital community is one that is only now being researched. To
date, it has been assumed that hospital medical staff (a) might resent the
intrusion of these specialists or (b) might discount their ‘skills’. Recent
research by Jack et al. (2002), exploring the impact of a team in one large
acute hospital, suggests that general nursing and medical staff might feel
de-skilled by this service while empowering junior staff.

It is clear from the brief survey above that the jury is out about the
effectiveness and functioning of hospital palliative care teams. Bearing in
mind the enormous research endeavour in hospitals, it is somewhat surpris-
ing that this area is relatively under-researched. Action research, as well as
experimental studies, is required to demonstrate the effectiveness of these
teams as well as to understand their interrelationships with their host (acute
settings) and palliative care teams operating in the community.

Palliative care in nursing and residential care

Large numbers of older people in Western societies reside and die in nursing
and residential homes. For example, 20 per cent of all deaths in the USA
occur in nursing homes (Buchanan et al. 2002) and 19 per cent in the UK die
in residential care homes (not requiring nursing care), nursing homes and
dual-registered homes (registered as both residential and nursing). Nursing
homes in the USA tend to accommodate large numbers of residents (over
100), whereas the average size of old-age facilities in the UK is much smaller,
usually ranging from 20 to 40 beds. Research within the field of gerontology
has focused on many aspects of life in these facilities, but has rather neg-
lected the condition of older people as they approach death. This reflects the
lack of evidence, and many might claim lack of interest, in the plight of
older people deteriorating and dying in all settings. In some ways, this is
surprising given the fanfare that accompanied the palliative care movement’s
striving for a good death for everyone, as well as general concern about
ageing, especially in Europe (including the UK) and North America (Peace
et al. 1982, 1997; Willcocks et al. 1986). This is particularly marked in rela-
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tion to residential settings, where other than some work in Australia
(Maddocks and Parker 2001), there has been little interest in how and from
what causes older people die, let alone discussion about the appropriateness
of different settings as well as quality of living while dying for this age group.
Most surprisingly, given the attention to dying children or people dying from
AIDS, until very recently there has been little research into the applicability
of palliative care strategies to caring for older people dying in nursing and
residential homes. There has also been little debate about the appropriate-
ness of palliative care for adults in all settings suffering and dying from
diseases other than cancer (Addington-Hall and Higginson 2001).

Research studies have been undertaken in the USA and Australia, and
to a lesser extent in the UK, on the quality of dying and management of
death in residential and nursing home settings (Keay and Schonwetter 1998;
Froggatt 2000, 2001a,b; Maddocks and Parker 2001). Many dying residents
are transferred to hospital in their last days of life (Sidell et al. 1997).
Decisions to transfer a resident are not necessarily taken in the spirit of
palliative care where the dying person can express a preference, but usually
are taken by the general practitioner who assesses the (in)ability of the home
to address the needs of the dying resident. These decisions are often ratified
by home staff who acknowledge their limitations in providing adequate
care. Some residents who do remain in the homes have been observed to
experience suffering and pain (Sidell et al. 1997). The primary care team is
primarily responsible for the health care needs of residents. Unlike people
residing in their own homes and also served by primary care teams, those
dying in residential and nursing homes in the UK do not seem to access
community palliative care services. Yet the impact of community palliative
care provision – where it exists – has transformed the experiences of dying
people and their carers; the most tangible outcome being a perceived
opportunity to exercise choice to remain in their own domestic environments
and avoid unwanted spells in hospital other than those requested by the
dying person.

In the UK, there are nursing homes with dedicated terminal care beds
paid for by the local health authority. Patients are transferred to these beds
for the purpose of terminal care. However, ‘specialist palliative care’ services
are not necessarily provided for these residents. In the Netherlands, there is a
growing movement for homes for the elderly as well as nursing homes to
have separate units for residents requiring palliative care. These units consist
of between five and ten single rooms to which dying people with complex
problems are transferred from other settings. Residents in these rooms are
looked after by a multidisciplinary palliative care team of nurses, care-givers,
nursing home physicians, social workers, psychologists, physiotherapists,
ergo therapists, pastoral workers and volunteers (Francke and Kerkstra
2000).3

The question of whether community palliative care teams could or
should become involved in caring for residents dying in these institutions has
been debated primarily based on the argument that palliative care operates
within a different paradigm from nursing home or residential home
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philosophy and that the latter may have its own ‘successful’ ways of accom-
modating dying residents’ needs (Froggatt et al. 2001a). Avis et al. (1999)
and Froggatt (2000) explored the potential input of community palliative
care services in nursing homes in the mid-1990s, focusing in particular on
how advice and training could be provided by these ‘experts’ to residential
settings.

Sidell et al. (1997) examined the way in which death and dying were
managed routinely in nursing, dual-registered and residential homes in Eng-
land. This Open University study used a representative sample of all these
homes and, therefore, investigated far more residential than nursing facilities
(Sidell et al. 1997, 2000; Katz et al. 1999, 2000a,b; Komaromy et al. 2000).
The same team undertook a second study in which they investigated staff
training needs in caring for dying residents (Katz et al. 2001). Both studies
found that caring for dying residents created stress for carers in these institu-
tions and that delivery of high-quality care to dying residents was hard to
achieve.

Factors internal and external to the home influence the quality of ter-
minal care. The influence of the primary care team in making decisions
about transferring residents to hospitals or other settings has already been
mentioned. It is important to note that, until recently, there was little pallia-
tive care training in medical education and, consequently, general practi-
tioners were unfamiliar with the principles and practices of palliative care,
except in so far as they applied to younger people dying of cancer in their
own homes (Katz et al. 1999). The general practitioners in Sidell and col-
leagues’ study (1997) were loathe to introduce syringe drivers and other
practices to residential and nursing homes. However, district nurses and
specialist palliative care nurses are more willing to care for dying residents in
these settings. In a recent study of clinical nurse specialists, Froggatt et al.
(2001) demonstrated a concerted move towards educating, training and
providing support for carers in the nursing and residential sector.

The most important internal factors for the care of dying residents are
the quality of staff, their skill mix and their commitment to caring for dying
residents (Sidell et al. 1997). Staff in care homes are traditionally very poorly
paid, although there is some variation in pay scales across the UK (Dalley
and Denniss 2001). Despite little training in delivering care in general and
terminal care in particular to older people (Katz 2003), carers were keen
to retain residents until death in what they believed were their own
homes. However, they often felt ill-equipped to respond to residents’ phys-
ical as well as their emotional needs. This related partly to their lack of
training, but they perceived that the greatest difficulty related to staffing
levels. Their demanding jobs meant that carers were unable to provide what
they perceived to be appropriate ‘nursing care’, such as sitting with dying
residents.

Staff in care homes, even including management, have limited under-
standing of the principles and practices of palliative care. Despite this, they
shared a view of what constituted a good death, some of the components of
which are embodied in the principles of palliative care. For example, little
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forward planning took place, mostly because it was rare for residents to be
defined as dying in advance of the terminal phase. In reconstructing the care
given to dying residents, home managers found it difficult to retrospectively
reconstruct when or if they ever predicted that a resident was ‘dying’. In
contrast to younger people dying of cancer, defining older people as dying is
particularly problematic because of the unpredictability of their health tra-
jectories – residents were seen as in a chronic state of gradual decline, par-
ticularly those in nursing and dual-registered homes. Therefore, unless a
particular medical event took place, managers found delineating the begin-
ning of the dying trajectory meaningless. Yet following a tangible episode, be
it refusal to eat or transient ischaemic attack, managers constructed a plan
of action, which included notifying relatives and health staff external to the
home.

Another factor internal to the home which affected the standard of care
dying residents received was staffing levels: the availability of additional
staff, whether bank (agency) or off-duty staff to ease the load when a resi-
dent became highly dependent. Many homes had minimal staffing at night
with staff members caring for large numbers of residents, or assigned to
particular areas of the home. As almost the same number of residents die at
night as they do in the daytime, this created tremendous pressure for carers
working at night who, in order to provide adequate care for the dying resi-
dent, de facto needed to ‘neglect’ other residents. This situation was exacer-
bated in the winter months when more residents died and staff were more
likely to be off sick themselves.

The location and design of the home influenced the care received by
dying residents. When homes were not close to public transport or primarily
housed ‘out-of-town’ residents, relatives were less likely to be involved in
‘caring’ activities or in making decisions about treatment. The layout of the
home, as well as the bedrooms, also impacted on the nature of terminal care.
Many homes were converted from domestic dwellings and did not have
spacious bedrooms allowing easy access to both sides of the bed for carers.

Official and semi-official documents in the UK have noted a poor qual-
ity of dying in residential settings. The Centre for the Policy on Ageing had,
in the 1980s, produced a document entitled Home Life (1984) in which little
was said about caring for dying and bereaved residents. However, its updated
version A Better Home Life (1996), which examined issues about the quality
of death as well as life, included specific recommendations about ways to
improve the care of dying residents. It noted: ‘The fact that most residents
die in the homes they are living in rather than returning to their own homes
or being moved into hospital does not mean that dying and death should be
routine and commonplace’ (p. 113). And they suggested that:

Consideration should be given to:

• Physical, medical and nursing care (especially with regard to
comfort and pain relief )

• Spiritual and emotional aspects
• Cultural and religious beliefs and practices
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• Legal issues and other formalities to do with death
• Relatives’ and friends’ involvement
• The communal life of the home and the involvement of other

residents
• Support for staff

(Centre for the Policy on Ageing 1996: 114)

The recommendations of the Centre for Policy on Ageing were sup-
ported by research findings published shortly thereafter (Sidell et al. 1997;
Avis et al. 1999) as well as government directives. The two Open University
studies (Sidell et al. 1997; Katz et al. 2000a), while focusing on some of the
practicalities involved in providing better terminal care for dying residents,
noted the importance of introducing concepts of palliative care into these
settings. Care staff receive very little preparatory or on-the-job training and,
despite some provision across the UK, to date there is little information
about the quality of this training and, therefore, one can only assume that
standards vary (Dalley and Denniss 2001). Training for carers in managing
dying and bereaved residents is extremely rare; many carers receive minimal
training in ‘caring and assessment skills’. The situation should change in the
UK by 2005, by which time 50 per cent of carers in residential and nursing
homes will be required by the National Minimum Standards for Care
Homes to hold National Vocational Qualifications in Social Care at Level
Two. Introducing training to care staff is a target of the Care Standards Act
2002. Care Standard 11, acknowledging this, specifies that ‘Care and com-
fort are given to service users who are dying, their death is handled with
dignity and propriety, and their spiritual needs, rites and functions
observed.’ The concept of dignity and privacy is also enshrined in the
National Service Framework for Older People (2001), which acknowledges
the importance of ‘fitting services around people’s needs’.

In conclusion, it is relevant to note the differences between the UK and
the USA where, through medical insurance schemes, ‘hospice services’ are
bought in to an increasing, but still proportionately small, number of nurs-
ing homes and, where this occurs, they take over a substantial proportion of
the residents’ total care. In the Netherlands, as noted earlier, there is a trend
towards moving dying people into nursing homes or homes for the elderly
and then apply the US model by bringing in specialist palliative care teams.

Caring for dying prisoners: the US experience

Research into the care of prisoners dying from disease, as opposed to violent
deaths, has been neglected by palliative care researchers in most countries.
However, voluntary organizations in the USA have fostered growing interest
in this field and philosophers have considered the conflicts between the
Hippocratic oath and custodial personnel’s commitment to the penal harm
movement which seeks to inflict pain on prisoners.
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In the UK, a few reports have been published about the need for humane
palliative care services to be available for dying prisoners. An example of bad
practice where a prisoner was shackled to his bed described by Finlay (1998)
was counteracted by good practice presented by, for example, The Wisdom
Hospice (Oliver and Cook 1998). The prison population in the UK includes
older people likely to die of chronic diseases. However, the number of
prisoners dying of natural causes (about 45 per annum; personal communi-
cation) is about half the number of those dying violent deaths. The prison
population is growing older, particularly male sex offenders who are unlikely
to be released as they approach death. Personal communication with the
prison health service suggests that prisoners are entitled to receive com-
munity palliative care services, including hospice admission in the same way
as the general population. Where feasible, prisoners are given compassionate
release on the grounds of deteriorating health. Inevitably, however, con-
siderations such as the safety of the public and staffing issues influence the
extent to which prisoners receive the services to which they are entitled.

Certain principles of palliative care, such as bereavement support, could
help to reduce the use of drugs to cope with difficult emotions (Finlay and
Jones 2000). Prison authorities say (personal communication) that officers
have training in communication skills and are supported by chaplaincy
teams and voluntary groups. Individual prisoners have a personal officer
who acts as their key worker, and distressed prisoners have constant access
to ‘listeners’, fellow prisoners trained by the Samaritans. Dying prisoners are
cared for by local specialist palliative care teams referred by the hospital
consultant.

In the USA, the need of prisoners for palliative care has been raised and
researched over a number of years. The National Prison Hospice Associ-
ation recognizes some of the particular problems faced in caring for
prisoners. For example, in the USA – as in the UK – the volunteer is pivotal
in delivering hospice care; however, when dealing with potentially dangerous
prisoners, finding external volunteers is somewhat problematic. Price
explores some of these issues:

The basic concepts of a prison hospice are the same as those for a com-
munity hospice. The differences are only procedural. How will you train
volunteers? How will you allow inmates movement? To what degree do
you allow special circumstances to supersede segregation time? To what
extent do you change rules for visits by the family? How do you give
inmates control of their own care? And how do you define your team?

She cautions:

if you forget the concepts of pain control, patient autonomy, multi-
disciplinary team, patient and family as unit of care, volunteer – you can
call your programme comfort care, but don’t call it hospice.

(Price 2002)

In recent years in the USA, the Grace (Guiding Responsive Action
for Corrections in End-of Life) Project has been ongoing, ‘promoting
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compassionate End-of-life Care in Prisons and Jails’. This is supported by the
Robert Wood Johnson Foundation, which has links with many prison, health
and palliative care organizations in the USA and is administered by the
Volunteers of America. It incorporates an on-line resource centre to distrib-
ute information about existing programmes and others being developed by
other jails and prisons and to support embryonic projects. (This includes an
annotated updated bibliography about palliative care in correction facilities
available through its website.) The Grace Project is connected to many
correctional organizations in the USA, as well as hospice organizations.

Ratcliff (2001), in reviewing the Grace Project, notes that in the USA
more than 2500 inmates died of natural causes (including AIDS) but few
actually died in prison for the following reason:

Traditionally, there has been great discomfort and reluctance in allowing
death to occur on-site for fear that the death would be equated with
neglect. Often, to avoid potential legal, ethical, and medical complica-
tions, facilities have found it easier to send all dying patients out of the
facility. As one correctional professional explained, ‘inmates are
expected to go to the hospital “in shackles” to die, and not die behind
bars’.

(Ratcliff: 2001: 13)

However, for many prisoners, particularly after long periods of incarcer-
ation, the prison has become their home and their community and other
inmates their family (Ratcliff 2001; Tillman 2001).

Ratcliff describes some of the challenges to providing good end-of-life
care in prisons. These include: a focus on conforming to administrative rule
rather than enabling individual choice; crowded conditions that mitigate
against treating dying people as individuals and involving their families in
their care; concern about pain control and symptom relief medications being
abused; problems in relation to liability and litigation with regard to heroic
treatments; the need to involve prison staff whose primary responsibility is
to ensure security and efficiency; and, lastly, problems posed by inmate clas-
sification. Through visiting prisons, the Grace Project identified the most
important issues to be addressed in prisons to enable prisoners to die there.
These include:

• Pain and symptom management. The challenges include the attitude of
health care and security personnel about the use and abuse of narcotics,
prison formularies that severely limit available medications, possibility
of theft and trafficking, and assurance of effective dosages.

• Family visitation and involvement. The challenges include the identifica-
tion and reunification of families, the definition of other inmates as
‘family’ and arrangement for their visitation, visitor access to inmates
who are unable to be transported to visitation areas (especially for
children) and extended and off-hours visitation.

• Training. The challenges include orienting and training a diverse group
that includes medical and nursing staff, security, and other administra-
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tive staff and volunteers: changing negative staff attitudes; adjusting
staff assignments; and conflicting demands for staff time.

• Inmate isolation. The challenges include care for high-security inmates,
transfer of inmates from one facility to another to access the
programme, and lack of family or inmate family.

• Volunteer involvement. The challenges include securing administrative
approval and security staff support for involvement of inmates as
volunteers, as well as community volunteer engagement.

• Attitude. The challenges include creating what Tanya Tillman refers to
as a neural zone, where anger, fear and prejudice of inmates and staff
can be set aside (Ratcliff 2001: 14).

Based on these challenges, the Grace Project produced End-of Life Care
Standards of Practice in Correctional Settings, which resemble some of the
palliative care core standards developed in the UK but are developed in
much greater detail. The categories, which are divided into standards and
then subdivided into practices, are care, safety, security, justice, programme
and activity, administration and management.4 In summary, the most
important standards include:

• involvement of inmates as volunteers;

• increased visitation for families, including inmate family;

• interdisciplinary team, including physician, nurse, chaplain and social
worker, at a minimum;

• comprehensive plans of care;

• advance care planning;

• training in pain and symptom management;

• bereavement services;

• adaptation of the environment and diet for comfort (Ratcliff 2001: 15).

Hospice programmes are now operational in 20 federal or state jurisdic-
tions in the USA and they work in a variety of ways. For example, the
Louisiana State Penitentiary Hospice Programme provides palliative care to
the state’s men-only maximum security prison at Angola, Louisiana (Till-
man 2001). This prison houses over 5000 inmates, most of whom will die
behind bars. The hospice programme established in 1998 is part of the
prison health system. A 40-bed ward in the prison infirmary is the setting
where dying prisoners receive care from a multidisciplinary team, known as
an interdisciplinary team in the USA. One innovative aspect of this team is
the extensive use of inmate volunteers who undergo intensive training
delivered by external as well as internal experts. Security personnel have
also been taken on board in an attempt to reduce the mutual distrust and
suspicion between them and prisoners. Prisoners are admitted to the
programme through personal choice but only if they meet stringent cri-
teria, including knowledge of diagnosis and prognosis (not more than 6
months). The programme is very comprehensive and even includes a formal
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bereavement assessment early on to anticipate future needs of family
members and surviving inmates. Annual memorial services held to com-
memorate hospice patients are planned by inmate volunteers and future
plans include attendance from patients’ families in the newly completed
chapel (Tillman 2001). The goals of the hospice team at the Louisiana State
Penitentiary – comprising the medical staff, security personnel and inmate
volunteers – are as follows:

• to provide quality, compassionate end-of-life care to patients and their
families;

• to redirect efforts at end of life to palliate distressing symptoms rather
than extend life (at all costs) as indicated by vital signs;

• to improve the institution’s previous practice of withholding a patient’s
right to make health care choices for himself;

• to recognize and acknowledge those relationships formed by the patient
that he finds meaningful and life-affirming (Tillman 2001: 18).

The USA has led on hospice care in prisons and other correctional facilities,
partly because of its large prison population. The voluntary sector has pro-
moted palliative care in prison and, although many of these programme are
still to be evaluated, their results will prove to be interesting and of potential
use to other countries with ageing prisoners with health problems.

Conclusions

In exploring palliative care in institutions, I have demonstrated that,
although there is some agreement about the goals of palliative care, the
nature of the setting can determine the quality of palliative care delivered.
Relationships between team members and the composition of ‘teams’ work-
ing in palliative care also vary from setting to setting – volunteers play a
major role in hospices and prisons and less so in residential and nursing
homes and hospitals. There is need for further information to be gathered
about the types of palliative care different organizations strive to deliver as
well as in-depth research to ascertain whether their goals are met. The fact
that hospices have been operational for 35 years in the UK is no grounds for
complacency; it is clear that existing programmes in other settings have
much to learn from newer hospice programmes such as those in US prisons.

Notes

1 See the Hospice Information website (www.hospice.information.com).
2 See the audio-cassette produced by the Open University (Addington-Hall

2000).
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3 See the European Association of Palliative Care website (www.eapcnet.org).
4 See the Grace Project website (www.graceproject.org).
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22
Overview

Sheila Payne

Most books present death as a clear junction between being alive and being
dead. Similarly, being bereaved is regarded as a state that occurs following
death. Therefore, the discussion of death and bereavement is usually rele-
gated to the final chapter of a textbook. In this book, we have chosen to
devote much more space than other nursing texts to loss and bereavement.
We regard death not as a single event, but as a process in which nurses often
have an important role to play (Quested and Rudge 2003). They manage and
orchestrate the dying period, by controlling physical symptoms such as pain
or a dry mouth. Nurses work by containing and shaping the behaviours of
the onlookers, for example by calling patients’ relatives, medical staff or
chaplains to the bedside at key times. Nurses also help to transform the
newly dead body, making it presentable to family members, by washing and
dressing the body, removing clinical equipment and any evidence of last
resuscitation attempts. I start, then, at the time of death, focusing on
nursing work with the person who has died.

I then move on to discuss the impact of death on those who survive.
Instead of explaining bereavement theories as entities to be proved or dis-
proved, I regard them as discourses – ways of talking about loss and con-
ceptualizing the experience of bereavement. I then review three major
groups of discourses: those which arise from psychological or psychiatric
understanding of loss; those which arise from theories of stress and coping;
and, lastly, those which are derived from sociological understandings of
transitions in relationships and social networks. There are, of course, many
other ways to understand bereavement which are located within major
‘world-views’, such as the main religions or philosophical accounts of
human beings. These are likely to be modified by the culture, social class and
life experience of those experiencing the loss. I will emphasize that it is the
experience of loss that is important in life-threatening illness. Importantly,
families and friends will have encountered many losses throughout the per-
son’s illness. Bereavement may be thought of not as a single loss, but as a
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culmination of losses and changes to their previously taken-for-granted way
of living.

I then go on to explore the types of services and resources that are
available to support bereaved people. I make no assumption that all people
need additional support. There is evidence that most people are very resilient
and manage major life changes with their own resources and support from
their families and communities. However, for some people bereavement pres-
ents such a challenge that they seek additional support from community-
based organizations such as Cruse (a charity concerned with providing
counselling and bereavement support), faith groups, hospice and specialist
palliative care bereavement services, and other health and social care ser-
vices. I review the evidence about the efficacy of interventions designed to
support bereaved people. I conclude the chapter by reviewing the content of
the seven chapters that make up Part Three, helping the reader to make links
with the theories of loss and providing a framework for understanding the
structure of this part of the book.

Caring for the dead

In many cultures throughout history, women have cared for the dead. It is a
common mark of respect that the newly dead are treated with dignity. As
the place of death in developed countries has moved more commonly into
institutional environments, usually hospitals, it has generally been the role
of nurses rather than family members to care for the newly dead. The
nursing procedures and practices for performing the ‘last offices’ are
thought to have changed little over the last 100 years (Wolf 1988). In an
analysis of the procedure manuals of an Australian hospital, Quested and
Rudge (2003) argue ‘that to move from alive to dead involves a transition
during which the individual is reconfigured conceptually, physically, socially
and culturally through the care practices inflicted on the dead body’ (p. 559).
They highlight how nurses manage the newly dead person’s body in ways
that contain the physicality of the body as it changes colour, leaks urine or
faeces, smells, stiffens and cools. It has been argued that nurses, especially
those working in hospices and specialist palliative care services, collude
in creating the image of the ‘good death’ (McNamara et al. 1994). Prior to
death, the myth of peaceful dying is engineered by the use of sedation
and, subsequently, nurses’ actions help to create the impression that the
person is asleep. This supports wider societal discourses that seek to
pretend that the dead are merely asleep. This myth is exemplified in the use
of metaphors like ‘at peace’ and ‘the long sleep’. In the UK, a study of
medical and nursing records indicated that, however traumatic and distress-
ing the actual death was and whatever symptoms were present near the end,
the patient was described as having ‘a peaceful death’ and the words ‘rest
in peace’ were usually written by the physician who certified the death
(Birley 2002).

436 Loss and bereavement



While the dead person might be presented as though asleep, their body
tends to be treated in very different ways from the bodies of living people.
Quested and Rudge (2003) described how personal ornaments like jewellery
are normally removed, the body is stripped of clothing, washed, dressed in a
shroud, labelled and placed in a body bag or sheet. All these practices serve
to remove the identity of the former living person from the now dead body.
Even the way the person’s body is spoken about positions them as different
from the bodies of the living (see Box 22.1).

In Chapter 24, Sque and Wells highlight how the language used to
describe the removal of organs from donors, described as ‘harvesting’, can
be experienced as deeply distressing by relatives who are somewhat uncertain
about the status of the ‘deadness’ of their loved ones. In this special case,
death is defined by brainstem death testing and the normal transitions in the
physical body, such as discoloration and coolness, are not present because
these people are generally maintained on life-support machines until their
organs are removed. As Sque and Payne (1996) have argued, it requires
considerable faith in medical staff to believe that their loved ones are really
dead. They found that although intellectually people realized that a dead
person cannot experience pain, some family members believed that the
newly dead body retained some sentience.

Deaths enacted in intensive care units provide another good example
of uncertainty as patients hover between living and death. In a detailed
ethnographic study in the UK, Seymour (2001) provides accounts of
how death is managed and contested between medical staff, nurses and
family members in the intensive care unit. In patients with multiple organ
failure, the treatment of each organ may become the work of different
teams of medical experts – for example, renal failure may be treated by
nephrologists, respiratory failure by chest physicians and heart failure by
cardiologists. As previously discussed by Seymour and Ingleton in Chapter
10, the work of the medical team is directed at assembling a case to
justify the withdrawal or continuation of life-prolonging medical treat-
ment, while the nursing team attempts to provide integrated care that
serves to maintain the integrity of the person as a whole individual (see
Box 22.2).

Box 22.1 Words used to describe the newly dead person’s body

Mortal remains
The body
A ‘stiff’
Corpse
The deceased
Cadaver
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Box 22.2 ‘Nursing care only’ (adapted from Seymour 2001)

The data from Seymour’s study suggest that ‘nursing’ in intensive care is con-
stituted dually. First, by the technical-medical work of medicine: this is the
context within which ‘nursing’ operates and within which nurses must fashion
their relationships with patients and their companions. And, second, by strat-
egies which incorporate ‘whole person work’ into what is an essentially
depersonalized context. Achieving and sustaining a balance between these
constituents is a central, and inherently difficult, feature of nursing work in
intensive care. The period during which nurses care for individuals who are
approaching death is a time in which the contradictions associated with sus-
taining ‘whole person’ work become highly visible and highly problematic for
nurses. A common feature of the case studies was the subtle change in
emphasis, away from medicine and towards nursing, for both those individuals
‘known’ to be dying in a ‘technical’ sense and those ‘felt’ to be dying in a
‘bodily’ sense. ‘Technical’ dying is used here to represent a judgement
informed by the collection of physiological data, while ‘bodily’ dying refers to
‘intuitively’ based clinical judgement. The common sense concept of ‘nursing
care only’ was used to describe this time period.

An example from the case study concerns a young man, Richard, who had
been fatally injured in a road traffic accident one week previously. In Richard’s
case, bodily dying started to outpace technical death. However, in spite of
Richard’s moribund appearance, there was a lengthy delay before active med-
ical treatment was withdrawn. During this time, his nurse was largely left alone
by the medical staff, who were conducting ‘behind the scenes’ negotiations
about a withdrawal of drug therapies. The nurse described in her follow-up
interview how:

. . . we had to continue making up all his drips, washing him and cleaning,
just doing the usual care that you give to other patients but I knew by
looking at him . . . it was like ‘Why am I doing this?’ I knew I was doing it
because they hadn’t decided to withdraw but I just wanted to get some-
one in to look at him and say to them: ‘How would you like your relative to
look like this?’ and: ‘You’re doing all this treatment but you’re not doing
anything’.

The dissonance between the requirement to care for the ‘already dead’ body
and the ideology of the ‘whole person’ seemed to be solved by an attribution
to the young man, ‘Richard’, of particular personal qualities by the nurse.
Thus it became possible for her to describe him as ‘fighting’, as ‘still living’
and later:

. . . he was strong and trying to say: ‘I’m not giving up’ although his body
was saying: ‘You can’t survive with this’, I felt his heart and his brain was
fighting everything.

In this way, this particular nurse achieved a sense of meaning in her nursing
work, albeit at considerable personal cost. She recalled how his image
remained in her mind long after his death:

Yes, Richard, really, I was – erm – I couldn’t stop thinking about him. I can
still see him.
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Definitions of terms in bereavement

It has been argued elsewhere that definitions of terms are closely related
to the way loss is understood and the theories used to explain bereave-
ment (Small 2001; Payne and Lloyd-Williams 2003). However, for the
purposes of this text, it might be useful to offer some broadly accepted
definitions. Stroebe et al. (2002: 6) have provided brief definitions of the
key concepts:

• Bereavement is understood to refer to the objective situation of having
lost someone significant.

• Grief is the reaction to bereavement, defined as a primarily emotional
(affective) reaction to the loss of a loved one through death.

• Mourning is the social expressions or acts expressive of grief that are
shaped by the practices of a given society or cultural group.

Scholars have debated whether grief is universal. There is plenty of
evidence that humans and other animals react to the loss of significant
others in their environment but the nature of the expression and duration of
grief are more likely to be contingent upon the meaning placed upon the loss
(Lofland 1985). So grief tends to refer to what is felt, while mourning refers
to what is done. It is important for nurses and others working with bereaved
people to realize that they should not infer the depth or intensity of grief
from the overt behaviours displayed. Wailing at the bedside may be cultur-
ally sanctioned by some groups, while other social groups value stoicism
and public emotional reserve, and both responses may be gender related
(Walter 1999).

It is generally agreed that there are no single ‘correct’ or ‘true’ theories
that explain the experience of loss or account for the emotions, experiences
and cultural practices that characterize grief and mourning (Payne et al.
1999; Hockey et al. 2001). A post-modern position suggests that individual
diversity is paramount and that within broad cultural constraints each of us
develops our own ways of doing bereavement (Walter 1999). The following is
an example of the diversity of expression of grief and memorialization
practices within a family after the loss of a child: the grandparents may find
comfort in religious rituals and prayer; the parents may react differently, the
mother by retaining photographs, special items of clothing or toys, the
father by ‘burying’ himself in work; and siblings may create a memory box,
be disruptive at school or be ‘super’ good (see Riches and Dawson 2000).
These examples of different responses to loss accord well with many nurses’
experiences of relatives following a bereavement and their awareness of the
variability of grieving. Some ways of talking and thinking about bereave-
ment have become so popular that many people are unaware of their origins
and they have become part of our taken-for-granted knowledge about
bereavement – for example, the stage/phase models of loss. Although there
may not appear to be strict social rules on how to behave when bereaved in
mainstream White British society, Hockey (2001) has highlighted that there
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are more subtle injunctions: ‘that the individual shall express their emotions,
shall acknowledge the reality of their loss and shall share their thoughts and
feelings with appropriate others’ (p. 208). Many bereavement support
services operate with these basic requirements of their clients.

Understanding loss and bereavement

Much of the patients’ and families’ experience of advancing illness can be
understood as coming to terms with a series of losses. These losses may be
related to all aspects of a person’s life, including their functional abilities to
walk unaided, to talk and to be continent. In some conditions, such as
Parkinson’s disease, emotional expression may be blunted or emotional con-
trol may be lost such as in some dementias and following stroke. Advancing
illness also impacts on social relationships and roles; for example, paid
employment may be lost, leading to loss of self-esteem, financial hardship
and loss of identity. Therefore, advancing illness provides a cascade of losses
for both the ill person and their family members. Moreover, with open com-
munication about the probable outcome of disease and greater awareness of
prognosis, people in these circumstances may start to anticipate a series of
losses that they have yet to experience. This has been described as anticipa-
tory grief (Evans 1994). It has been argued that when life-threatening illness
is very protracted as in dementia, family members may start to withdraw
from the ill person before their death. Sudnow (1967) described social death
as a loss of personhood and the dying person being treated as if they were
already dead.

Theories of loss and bereavement

In the following section, I introduce three groups of theories used to under-
stand loss and bereavement. My aim is to provide the reader with sufficient
information to evaluate critically the following chapters. Guidance on
how to obtain more detailed information about each of these theories is
available from ‘Recommended reading’ at the end of the chapter. I have
categorized the theories into three conceptual groups based on their major
emphasis: (1) intra-psychic processing, (2) transactional and (3) social
aspects of loss.

The ordering of the theories does not imply anything other than their
historical emergence. Of course, the major religions and philosophies of the
world also provide important accounts of loss and bereavement, which
shape the way loss is understood and experienced for many people (Parkes et
al. 1997). These positions will not be discussed here because in an increas-
ingly secular society, especially in the UK and some parts of Europe,
religious teachings are arguably no longer the dominant way that loss is
conceptualized.
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Theories that emphasize intra-psychic processing

Over the last century, the most influential perspective on loss has been to
focus on the experience of distressing emotions and the accompanying cog-
nitions (thoughts) and behaviours. These ways to construe bereavement and
grief have been derived from medical discourses, especially those that arise
from psychiatric and psychological understandings. Attention has been dir-
ected predominantly to what happens inside people’s heads (hence ‘intra-
psychic’) and bereavement has been likened to an illness from which the
person eventually recovers (Engel 1961). Thus there has been an emphasis
on describing the physical and psychological manifestations of grief as
‘symptoms’ and there has been an assumption that the typical trajectory of
bereavement is from high distress to little or none. The time span of this
trajectory has been variously estimated from weeks to years. However, the
outcome of bereavement has been construed in terms of ‘recovery’ or ‘reso-
lution’, rather like getting over a bad illness. The trajectory of bereavement
has often been conceptualized as a series of stages or phases through which
the person must progress (hence ‘process’). Thus the theories have similar-
ities to developmental models used by psychologists to explain how children
adapt to the world. The content and number of stages/phases vary but they
tend to define the emotions and thoughts that are necessary to achieve ‘reso-
lution’. The tendency to map bereavement in terms of stages/phases has also
given rise to notions of ‘normal’ and ‘abnormal’ grief (also may be
described as complicated, complex and conflicted grief). This language of
grief, therefore, suggests that there are ‘right’ and ‘wrong’ ways to grieve. For
the last 20–30 years, most bereavement support workers have attempted to
guide bereaved people along the ‘right’ path according to these models
(Worden 1982, 1991, 2001; Parkes et al. 1996).

Freud (1917) is usually credited with the initial ideas that helped to
shape the development of the phase/stage models of loss. Freud contributed
much to twentieth-century thought and his psychoanalytic theory has been
very influential in shaping our ways of understanding people. Writing dur-
ing the turmoil and huge loss of life during the First World War in Europe,
Freud was the first to point out the similarities and differences between grief
and depression in his classic text Mourning and Melancholia (Freud 1917).
His paper offered one of the first descriptions of normal and pathological
grief. The thoughts discussed in it underpin psychoanalytic theory of
depression and provide the basis for many current theories of grief and its
resolution. In the light of the impact of Freud’s theory of grief on sub-
sequent theoretical developments, it is surprising to acknowledge that grief,
as a psychological process, was never Freud’s main focus of interest. More-
over, Freud’s personal experiences of bereavement were not even compatible
with his theoretical position. In Mourning and Melancholia, Freud argued
that people became attached to others who are important for the satisfaction
of their needs and to whom emotional expression is directed (cathexis).
Love is conceptualized as the attachment of emotional energy to the
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psychological representation of the loved object (person). It is assumed that
the more important the relationship, the greater the attachment. According
to Freudian theory, grieving represents a dilemma because there is a simul-
taneous need to relinquish the relationship so that the person may regain the
energy invested and a wish to maintain the bond with the love object. How-
ever, this is acknowledged to be painful work and so the bereaved person
tends to hold on to an image of the dead person for as long as possible, until
inevitably they have to face the reality of the loss and their new situation.
According to Feud, the bereaved individual needs to accept the reality of the
loss so that the emotional energy can be released and redirected. The process
of withdrawing energy from the lost object is called ‘grief work’ (decathexis).
He regarded this intra-psychic processing as essential to the breaking of
relationship bonds with the deceased, to allow the reinvestment of emo-
tional energy and the formation of new relationships with others. Arguably,
Freud’s most important contributions to loss have been:

• introducing a developmental perspective (his personality theory
emphasized early childhood development);

• introducing the ‘grief work’ hypothesis; and

• defining the difference between grief and depression.

His ideas were taken up and developed by many other people working
within the psychodynamic tradition, such as Lindemann (1944), Fenichel
(1945) and Sullivan (1956).

In the second half of the twentieth century, Bowbly (1969, 1973, 1980)
proposed a complex attachment theory to account for the formation of close
human relationships, especially between mothers and their babies, and to
account for what happened when these relationships were interrupted, either
temporarily or permanently. He suggested that through the process of
human evolution, there had developed a need for mothers and infants to be
in close proximity for survival and that this was achieved through an inter-
actional process involving reciprocal behaviours and feelings between
mothers and babies called attachment. Temporary separation was marked
by characteristic behaviours and feelings such as distress, calling and search-
ing, which usually resulted in the coming together of both people. He sug-
gested that the nature of distress for infants and young children varied
sequentially in the following ways (described as stages):

• Protest – marked by anger and loud crying, with constant searching for
the lost mother and a hypervigiliance anticipating her return.

• Despair – marked by withdrawal and less vigorous crying.

• Detachment – marked by an outward display of cheerful behaviour but
the child remains emotionally distant.

Separation anxiety was thought to be an unpleasant state for infants.
Therefore, infants quickly developed behaviours such as crying, which
brought their mothers nearer to them, and other social behaviours that also
served to maintain contact, such as smiling and later talking or physically
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clinging to their mother. Based on his knowledge about young children,
Bowlby thought that permanent loss, such as bereavement, also triggered
these feelings of intense distress and the same immediate behavioural
responses of crying, searching, clinging, giving way to despondency, depres-
sion and later detachment. Bowlby proposed that the intensity of the grief
was related to the closeness of the attachment relationship. For example, he
predicted that we would be more distressed by the loss of a parent or sibling
than a distant cousin because we had invested more emotional energy in that
relationship. In writing about the experience of loss, Bowlby was careful to
emphasize that the phases were not discrete entities and that people may
oscillate between phases, although over the course of time it was anticipated
that people would move through the phases. The four phases following loss
were described by Bowlby (1980: 85) as:

1 Phase of numbing that usually lasts from a few hours to a week and may
be interrupted by outbursts of extremely intense distress and/or anger.

2 Phase of yearning and searching for the lost figure lasting some months
and sometimes for years.

3 Phase of disorganization and despair.

4 Phase of greater or lesser degree of reorganization.

Because the experience of loss was related to the type of attachment,
Bowbly suggested that ‘abnormal’ attachment patterns were likely to be
associated with ‘abnormal’ grieving. For example, he noted that relation-
ships that were very unequal, such as highly dependent or domineering rela-
tionships, were more likely to result in difficulties during bereavement. Like
Freud, Bowlby emphasized the emotional aspects of loss and the need to
‘work through’ the loss (think about the experience which is called ‘grief
work’) to achieve an outcome where there was no longer any emotional
investment in the dead person (‘letting go’). Bowlby’s ideas about attach-
ment have been taken up by health and social care services, for example in
encouraging early contact between mothers and babies after birth. Bowlby’s,
ideas were also influential in the development of Parkes’s (1996) theories of
loss. Both Bowlby and his colleague Parkes were psychiatrists and were
in contact with patients struggling to understand the impact of their
bereavements.

Parkes (1971, 1993, 1996) suggested that bereavement should be con-
sidered as a major psychosocial transition, which challenged the taken-for-
granted world of the bereaved person. He argued that most people think of
their world as relatively stable, in which they make assumptions of perceived
control. Death, especially sudden death, challenges this, as people have to
adapt to changes in relationships and social status (for example, from being
a wife to a widow) and economic circumstances (having less money). He, like
Bowlby, proposed that people progress through phases in coming to terms
with their loss: numbness, pining, depression and recovery. Overall, there
was a linear progression over time, although he acknowledges that there is
great individual variability and that not everyone progresses at the same rate
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or that all phases are experienced. Parkes’s ideas of ‘normal’ phases of grief
have changed somewhat through the three editions of his influential book,
Bereavement (Parkes 1972, 1986, 1996). The latest version of his theory
emphasizes the emotional reactions experienced following the loss (Parkes
1996) rather than discrete phases. Parkes based his ideas on several research
studies undertaken in the UK and the USA, as well as his clinical psychiatric
work. Parkes was also influential in establishing one of the first hospice-
based bereavement support services at St Christopher’s Hospice, London, in
which volunteers were trained to offer support to bereaved people.

Finally, there are two well-known models that are widely applied in
specialist palliative care. Kubler Ross (1969), a psychiatrist working in the
USA who was heavily influenced by psychoanalytic ideas, proposed a stage
model of loss in relation to dying that has been applied to bereavement. This
model emphasizes changing emotional expression throughout the final
period of life. Her model has become hugely popular with health profes-
sionals and aspects of it are now part of common lay taken-for-granted
assumptions about how bereavement is experienced. It has been heavily cri-
tiqued over the years because it assumes that bereavement can be con-
ceptualized as a series of sequential stages, and it focuses on emotional
aspects of loss and largely ignores the social aspects (for a more detailed
critique, see Payne et al. 1999). Despite the criticisms of her model, it con-
tinues to be dominant in the education of nurses, bereavement support
workers and others.

Worden (1982, 1991, 2001) based his therapeutic model on phases of
grief and what he called ‘tasks of mourning’. According to Worden (1991),
the goals of grief counselling, are to:

• increase the reality of the loss;

• help the counsellee deal with both expressed and latent affect;

• help the counsellee overcome various impediments to readjustment after
the loss; and

• encourage the counsellee to say an appropriate goodbye and to feel
comfortable reinvesting back into life.

By the latest edition, he has modified the final task to suggest a less final
break with the dead person (Worden 2001). He suggested that grief was a
process not a state and that people needed to work through their reactions to
loss to achieve a complete adjustment. Worden’s books have been widely
used as texts to guide counsellors and others working with bereaved people.
It is therefore noteworthy that much of the language used presents bereave-
ment as a medical condition and bereaved people as in need of therapy. He
also describes pathological aspects of bereavement, highlighting how
bereavement workers might identify different types of ‘abnormal’ grief.

Parkes, Kulber Ross and Worden have modified and developed their
ideas over time and the accounts presented here do not do justice to the
complexity of their thinking. All these theories have been critiqued and
challenged, especially in relation to notions of a linear progression through
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phases or stages and the need for ‘grief work’ (see Wortman and Silver
1989). However, many of these stage/phase theories are widely taught to
student nurses and others working in health and social care. Moreover, they
are frequently presented in a simplified form with little acknowledgement of
the criticisms. In fact, the pervasiveness of psychological stage/phase models
of grief means that they have largely been incorporated into everyday taken-
for-granted assumptions about how people should feel and behave following
a loss. In the following sections, two other ways of understanding loss will be
introduced.

Transactional models

While the theories of loss highlighted in the previous section emphasize
what is happening inside the person’s head, a more recent model of loss has
concentrated on explaining grief as a transaction between the cognitive
appraisal of the individual (how they understand their world) and what is
happening in their environment. These ideas build upon psychological the-
ories of stress and coping rather than the psychodynamic ideas of Freud.
Psychological and medical research has explored how people react to stress
and develop coping responses (Selye 1956). Early ideas tended to be based
on an assumption that if certain things, called stressors, were present in
sufficient amounts or intensities, they would trigger a stress response (Selye
1956). This response could be both physical and psychological. Early
research tended to see the stressor as independent of the person exposed to
the stress. It was recognized that people varied in their resilience to stressors.
However, it was thought that humans were able to adapt to most things in
the environment; it was those things that challenge the adaptation process
that were considered to be stressful (Bartlett 1998). A number of models
have been proposed for how stress can be conceptualized. The most import-
ant model for the purposes of understanding loss is the transactional model
of stress and coping developed by Lazarus and Folkman (1984). They pro-
posed that any event may be perceived as threatening by an individual, and
it is the meaning of the event for that individual which determines its
stressfulness. They suggested that each event was thought about (called cog-
nitive appraisal) to estimate its degree of threat (primary appraisal) and to
determine and mobilize resources to cope with it (secondary appraisal).
Coping may focus on dealing with the threat directly or may empha-
size the emotional response. These different ways to respond are called
‘problem-focused’ and ‘emotion-focused’ coping.

Stroebe (1992) challenged some aspects of the grief work hypothesis.
While she recognized the cognitive processing element of the grief work
hypothesis, she considered that it was limited because it focused attention on
just the loss of the dead person and not all the subsequent changes that are
likely to arise for a bereaved person. She also challenged the notion that the
lack of cognitive processing was potentially pathological by highlighting
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psychological research which showed that excessive rumination may also be
harmful (Nolen-Hoeksema 2002). So just dwelling upon the loss may not
be adaptive. She also argued that part of the experience of bereavement is
coming to terms with psycho-social changes. In particular, she criticized the
emphasis of the grief work hypothesis on intra-psychic processing and its
neglect of interpersonal relationships. Stroebe and Schut (1999) developed
these ideas to form a new model, which they called ‘the dual processing
model’. They proposed that, following a death, people oscillate between
‘restoration-focused’ coping (e.g. dealing with everyday life), and ‘loss-
focused’ coping (e.g. by expressing their distress). Examples of ‘loss-
focused’ coping activities include thinking about the dead person, crying
and talking about the loss. Examples of ‘restoration-focused’ activities
include making new relationships, attending to everyday demands like par-
enting, ‘forgetting’ or being distracted from thinking about the loss, and
returning to employment. They suggest that people move between these
two forms of coping with grief depending upon their personality, age, gen-
der and social roles, although many of the coping responses become pro-
gressively more ‘restoration-focused’. From these ideas, they developed
therapeutic interventions to help people address both types of coping to
achieve a balance, especially for those people who have a tendency to retain
loss- or restoration-focused modes of coping. For example, if a person is
so overwhelmed by grief that they spend all their time crying, they may
not be able to engage in everyday self-care activities such as cooking a
meal or attending to the needs of their children. Similarly, some people
may ‘bury’ themselves in activities such as paid employment, which func-
tions well to distract their attention from their loss; however, in such cases,
there is a danger that the emotional impact of the loss may not be fully
acknowledged.

Social aspects of loss

In this section, I turn my attention to the writers who have emphasized the
social aspects of bereavement and loss (e.g. Klass et al. 1996; Walter 1999).
Most of these writers bring sociological or anthropological perspectives to
the topic of bereavement. They emphasize the changes to social roles and
relationships that bereavement precipitates. Social roles are very important
in defining identity (as explained in Chapter 1). Moreover, in modern soci-
ety, identity is usually not fixed but is constantly renegotiated throughout the
life span. Therefore, social factors such as age, gender, social class and eth-
nicity all impact on the meaning of loss and the way bereavement is enacted
(Field et al. 1997). From this perspective, grief is not merely a set of psycho-
logical responses that are largely biologically determined (as Bowlby has
argued), as patterns of grief and possibilities for its expression are largely
influenced by social and cultural factors (Reimers 2001; Field and Payne
2003). Historians and anthropologists have also noted the diversity of
expressions of loss, in terms of the rituals associated with death, and
the differing impact that different types of loss may have depending upon
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social status, age and gender. It is these social discourses about loss and
bereavement that I explore next.

Lofland (1985) has drawn attention to the effects of the meaning of loss
in different societies. She argues that the ‘painful, debilitating and relatively
long-lasting’ (Lofland 1985: 172) grief typical of contemporary experience
in North America and the UK arise from social conditions in which the
majority of losses are experienced. Typically in the USA and the UK, deaths
occur in older age and, therefore, spousal bereavement is common. In
addition, the partner usually dies after a long joint relationship and, because
of differences in male and female mortality, it is usually women who are left
as widows with often little opportunity to form new partnerships. Some
features of contemporary Western family structure and personal relation-
ships – such as high investment in small numbers of children, high rates of
divorce and marital separation, geographical mobility for education and
employment, and increased numbers of people living in single-person
households – may mean that, relative to other societies, older people are not
very socially enmeshed in their local communities. Therefore, when
bereavement occurs in older age, it may be experienced in relative isolation.
The solitary widow living alone in the former family home may have plenty
of opportunity to be constantly reminded of her lost partner.

Deaths that occur in younger people are almost always regarded as
untimely and a tragedy. There are few agreed social responses to the loss of
children in developed countries, so they tend to be regarded as highly
abnormal and threatening (Riches and Dawson 2000). In addition, cultural
expectations that bereavement should be an intensely personal and distress-
ing experience are perpetuated through influential personal accounts (e.g.
Lewis 1966) and by the self-help and popular literature, which tends to
present a psychological and emotional account of grief (the types of infor-
mation leaflets provided by hospices and specialist palliative care services are
good examples). Lofland (1985: 181) argues that contemporary Western
grief is expressed as it is because of four aspects of modern life:

• a relational pattern that links individuals to a small number of highly
significant others;

• a definition of death as personal annihilation and as unusual and tragic
except among the aged;

• selves which take very seriously their emotional states; and

• interactional settings that provide rich opportunities to contemplate
loss.

Several writers have commented upon how the personal meaning of loss
influences reactions to bereavement. Reimers (2001) highlights how Swedish
society debated the ‘proper’ reaction to a major disaster, the sinking of a
passenger ferry with the loss of 852 lives in 1994. Public debate centred on
whether the bodies of the dead should be retrieved to permit burial or
remain entombed in the sunken ship. Reimers argued that the public debates,
which concluded that the bodies ought to be left in the ship, served to
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construct social discourses about ‘normal’ grieving. She concluded that this
example demonstrated ‘a societal ambition to discipline and control erup-
tions of strong sentiments, such as grief. One way to do this is to delineate
the boundaries for what is to be considered as normal and permissive and to
pathologise those who do not remain within those boundaries’ (Reimers
2001: 244).

Other societies choose to memorialize certain deaths and not others. For
example, memories of the many deaths that occurred during the First World
War continue to haunt Britain and other countries (Hockey 2001). In the
UK, the rituals associated with remembering the deaths of young soldiers in
the First World War have increased rather than diminished in importance
over the last few years, although few people remain alive who witnessed
these events almost a century ago. In comparison, no attempt is made to
memorialize those killed in industrial accidents over the last century.

Perhaps one of the most difficult types of bereavement for Western
people at the present time is the death of a child (Riches and Dawson 2000).
Low rates of infant mortality and the prevention and treatment of many
acute medical conditions mean that the probability of babies, children and
young people dying are generally very low in most developed countries.
There are thus few socially accepted accounts to provide a meaning for these
deaths. According to Riches and Dawson (2000), bereaved family members
struggle to find a meaning for the death and differences between family
members may give rise to different responses and ways of coping with grief.
The devastating impact of child loss is not inevitable. Evidence from coun-
tries such as Brazil, where infant mortality rates are much higher, attest to
different reactions, with some mothers describing their dead infants as
angels returned to heaven and who are therefore safe and should not be
mourned (Shepherd-Hughes 1972). Historically, the death of at least some
children within large families was anticipated, but it is important not to
attribute a lack of grief to parents in such circumstances. In modern society,
childhood deaths are considered to be devastating to the parents, because
with smaller families relatively more emotional and material resources are
invested in each child.

Riches and Dawson (2000) show that the death of a child challenges
many of the taken-for-granted aspects of everyday life. Certain roles, such as
being a parent, can only be enacted in the presence of a child; therefore, the
death of an only child removes the possibility of this social role. Parenting is a
highly valued social role from which the individual receives not only per-
sonal satisfaction but social esteem from others. Parents generally invest a
great deal of themselves in the lives of their children and on the death of a
child their role of protector and provider is taken away. The death of a child
disrupts the sense of identity, not only because the person may feel guilt but
because other people react to them in different ways. The loss of a sibling
when family sizes are small leaves gaps that are hard or impossible to fill.
Families are complex social structures in which there are reciprocal roles and
shared identities, which are maintained over time by mutual support, collect-
ive memories and goals (Kissane and Bloch 2002). Families are also dynamic
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and may not be mutually supportive (as discussed in Chapter 1). Families
are situated in cultural contexts that may frame the meaning of the loss, such
as the major religions. They are also situated in social contexts that may
constrain the possibilities and behaviours open to them. For example, still-
birth and neonatal deaths may not be openly recognized by some societies
and the mourning rituals associated with them may not be similar to the
rituals following the death of an adult. Thirty years ago in Britain it was
unusual for hospitals to return miscarried foetuses and stillborn infants to
their parents for burial. Hospitals tended to dispose of the infant in the way
they would deal with unwanted biological material, without exploring the
wishes of the parents. It is now more common practice for parents to
arrange burial or cremation themselves.

Walter (1996) in the UK and Klass et al. (1996) in the USA have chal-
lenged the notion that successful resolution of grief involves ‘moving on’
and ‘letting go’ of the deceased person. Their views are based on the
assumption that people wish to maintain feelings of continuity and that,
even though physical relationships will end at the time of death, these rela-
tionships become transformed but remain important within the memory of
the individual and community. Walter (1996, 1999) has proposed a bio-
graphical model of loss in which he suggests bereaved people seek to create a
narrative that describes both the person who has died and the part they
played in their lives. He argues that these narratives are socially constructed.
Drawing upon his own personal experiences of grief, Walter argues that
because post-modern societies are so fragmented and compartmentalized,
people relate to others in different ways depending upon the social roles they
occupy at any one time. For example, a person may be known to work
colleagues as a hard driven boss, to his children as a kind but distant and
largely absent father, to his wife as a generous but moody provider of
finances, and to his Saturday morning golfing friends as a relaxed and easy
going man. The palliative care team may know this person as a difficult and
demanding person. Each role and aspect of this person’s identity may not be
known to others because societies are no longer enmeshed. We may know
little about the different aspects of the life of our loved ones because much
of our lives are spent apart in paid employment, separate leisure pursuits
and in travelling. Klass et al. (1996) also proposed a similar idea and illus-
trated this in relation to different types of loss. They argued that, for many
people, adapting to loss involves incorporating some aspect of their previous
relationship with the deceased person into their current lives but in a way
that is tolerable and not distressing.

Walter (1996) proposed that the purpose of grief was to construct a
durable biography in which the ‘whole’ person was revealed and this became
integrated into the memory of survivors. Thus a grandchild would be told
stories of what their dead grandfather did and what he was like as a person.
In this model of grief, memories and relationships with the dead person are
fostered and developed in ways that are helpful and supportive in the life of
those still living. Walter (1999) has protested against counselling practices
that urge people to ‘let go’ or ‘break the bonds’ of relationships with the
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deceased. From his perspective, it is thought that continuing to have a
relationship with deceased friends and family members is helpful. These
relationships are largely construed as taking place in shared memories or
discussion about the dead person, but they may also be expressed in retained
precious objects, photographs or mementoes from the dead person. He rejects
the notion that ‘holding on’ to these aspects of the dead person represents a
failure to resolve grief or is in anyway pathological. While Walter’s analysis
is helpful in challenging the dominance of psychological perspectives on
loss, it is based on his autobiographical accounts rather than a body of
empirical research. Walter is an articulate academic for whom words (in
narrative accounts) come easily; it should not be assumed that others have a
similar facility with language.

How have these models influenced our thinking and resources
to help bereaved people?

Most bereaved people manage the experience of loss by drawing upon their
personal resources, in terms of their personality and coping styles, and by
mobilizing their social resources. These resources include family and friend-
ship relationships in which grief can be acknowledged and shared, and faith
groups and wider social structures that provide opportunities to express
grief and perform mourning rituals. In the past, social concern for bereaved
people largely focused on supplying financial help to widows and making
arrangements for the care of orphans. Such endeavours continue to be
vitally important in some areas of the world, as in parts of Africa for
example, to help the bereaved following deaths from AIDS. In the latter half
of the twentieth century in the UK, a number of self-help groups such as
Cruse began to offer emotional support to bereaved people. By the end of the
century, there had been a large increase in these types of groups, funded by
charitable giving and catering for many different types of loss (e.g. by sui-
cide) and different age groups (e.g. childhood bereavement services; see
Chapter 29). Bereavement services associated with health care provision are
unusual in the UK, the exceptions being specialist palliative care (predomin-
antly funded by the charitable sector), a few accident and emergency
departments and a few obstetric units. Statutory provision for bereavement
support in the UK was largely confined to the activities of hospital chaplains
and a few concerned individuals; however, following public inquiries into the
common practice of organ retention by pathology departments at British
hospitals, the Department of Health has made recommendations that acute
general hospitals should provide bereavement services, although there is
little guidance on what services should be provided. Most bereavement sup-
port services in the UK remain outside the remit of statutory health and
social care services.

From its early beginnings, hospice philosophy encompassed the care of
patients and their families, which continued after death into bereavement.
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Most UK hospices and palliative care units regard the provision of
bereavement support as integral to their services, although there is little
consensus about the nature of the services that should be provided or how
they should be delivered or allocated (Wilkes 1993; Payne and Relf 1994).
For a number of reasons, bereavement support has been marginalized and,
arguably, remains the least well-developed aspect of hospices and specialist
palliative care services (Payne and Relf 1994; Payne 2001a). Most services
are based on an assumption that bereavement is a major stressful life event
and that a minority of people experience substantial disruption to their
physical, psychological and social functioning (Parkes 1996). Parkes (1993)
has argued that offering support to people who have adequate internal and
external resources can be disempowering and be detrimental to coping. This
suggests that blanket provision of services to all bereaved family members
may be at best wasteful of resources and, at worst, threatening to the coping
responses of most people.

There is much that we do not know about what happens in hospice and
specialist palliative care bereavement services and what constitutes good
practice. There have been few methodologically rigorous evaluations of gen-
eral bereavement support services and even fewer in relation to hospices
(Payne et al. 1999). In 2003, a postal survey was conducted of all bereave-
ment support services located in hospices and specialist palliative care units
in the UK that were listed in the Hospice Directory (Payne et al. 2003).
There were 253 replies from bereavement coordinators (a response rate of 83
per cent). Almost half of the services (47 per cent) had been in existence for
10 years; 65 per cent provided services just for those already associated with
the hospice or specialist palliative care unit. Bereavement services employed
paid workers from the following professional backgrounds: nurses (53 per
cent), social workers (45 per cent), counsellors (45 per cent), doctors (16 per
cent), psychologists (9 per cent), psychiatrists (2 per cent) and others such as
chaplains. The survey shows there is less input from medical staff than in
other aspects of specialist palliative care services. Typically, bereavement
services have a median of two paid staff and a median of seven volunteers.
In 66 per cent of services, volunteers played an important role in supporting
bereaved people. Volunteers may enhance the range of services offered and
address the need to make services culturally appropriate by involving local
people and those from different minority ethnic groups. However, there is
controversy about the extent to which volunteer labour is valued and
how the needs of volunteer workers are met (Payne 2001b). Volunteers
require careful recruitment, selection, training and supervision. Relf (1998)
has pointed out that providing for the needs of volunteer workers in
bereavement support is a demanding and skilled activity.

Bereavement support may include a broad range of activities such as
social evenings, befriending, one-to-one counselling and support groups.
Figure 22.1 presents information about the types of activities offered by UK
hospice bereavement services. The data show that individual support in the
form of befriending, one-to-one counselling or other personal contact was
provided by virtually all services, while drop-in centres were the least likely
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to be provided. The average service provided 160 people with one-to-one
support per year. Bereavement support may start before the death, when
families are put in touch with volunteer workers who may befriend them and
maintain contact with them following the death. Such services offer the
opportunity for relationships to be built up over time, and for newly
bereaved people to be spared the difficulty of making new relationships
when they are at their most vulnerable. However, most bereavement services
only offer post-death contact and support. I have summarized some of the
activities that nurses caring for newly bereaved people in institutional
settings may wish to consider (see Box 22.3).

All bereavement services need to set up systems to identity which clients
need help and most have to make decisions about their use of resources. In
the UK survey described previously, approximately a third of services
adopted formal assessments using questionnaires and checklists, combined
with clinical judgements to assess how likely it is that a bereaved person will
have an adverse outcome and is likely to benefit from the offer of services.
This figure represents a small increase from the 25 per cent reported using
formal assessments in a survey conducted in 1993 (Payne and Relf 1994).
The use of formal risk assessment relies on well-recognized attributes of the
person, their environment and the nature of the death, which allow predic-
tions to be made about which people need help (Saunders 1993). For
example, a person with previous mental health problems experiencing con-
current losses, such as their job or home, and witnessing a traumatic sudden
death of their young child in a car accident, is likely to be more vulnerable
than a person bereaved of their elderly grandmother after a chronic illness.
Although risk assessment measures are available, none are perfect and most
services continue to allocate bereavement support based on clinical judge-

Figure 22.1 Types of activities provided by UK hospice bereavement support
services (adapted from Payne et al. 2003).
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ment. Hospice bereavement support services also need to be able to identify
when clients have such difficult and complex problems that they exceed their
capacity to deal with them. Close and well-established links with other men-
tal health services, such as liaison psychiatry or clinical psychology, are
needed but may be difficult to access.

Providing bereavement services is difficult and demanding work. The
emotional demand placed on those who witness grief and support bereaved
people requires skill, knowledge and sensitivity (Payne 2001b). The

Box 22.3 Suggestions for supporting people immediately after a death

• Tell the family member that the patient has died.

• Obtain medical confirmation and certification of death as soon as
possible.

• Ask if the family member wishes to see the deceased person. Offer to
accompany them to the room if the dead person is still on the ward or to
view the body elsewhere.

• Warn them what their dead family member may look like, especially it they
have visible injuries, bandages, etc. Many people have never seen a dead
person and may be fearful.

• Offer to remain with them until they feel comfortable in the presence of the
deceased person, and then offer to withdraw.

• Make it clear that they can touch the deceased person, kiss and caress
them, and talk to them if they wish.

• Allow them as much time as they wish to remain with the body. Do not
appear to be rushing them to leave.

• Enable family members to take mementoes of the deceased such as a
lock of hair. For babies and young children, some parents wish to take
photographs, hand or foot prints.

• Ask if family members wish to have a priest or faith advisor to pray with
them or perform religious rituals.

• Enable family members to perform any cultural or religious practices that
are meaningful for them.

• Help families to leave the hospital or hospice when they are ready. Ensure
that they are able to get home, assist with arranging transport and, if they
wish, offer to contact friends or other family members who are able to offer
support.

• Provide written information about procedures such as collection of the
deceased’s property, how to register the death and arrange a funeral.

• If there is to be a post-mortem examination and if body parts need to be
removed for examination, request permission and obtain written consent.
Make clear the reasons for any legal procedures such as an inquest.

• Provide family members with a contact telephone number in case they
have questions they later wish to ask about the care of their loved one prior
to or at the time of death.

• There are no ‘right’ words to say immediately after a death, but having the
time and ability to listen to whatever the newly bereaved person may wish
to talk about is generally valued.
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paradoxical nature of bereavement support, which demands both profes-
sional standards of knowledge and skill and the warmth of human under-
standing and sensitivity, represents a challenge for all. There is a dilemma in
training volunteers and professionals that the compassion and empathy,
which lead them into this work, becomes constrained by a framework
imposed by models of bereavement. Exposure to repeated distress needs to
be acknowledged as potentially difficult to deal with. In our recent UK
survey, 67 per cent of services provided specialist training in addition to
general induction programmes. Approximately two-thirds of services (61 per
cent) provided regular supervision to paid bereavement workers and 60 per
cent of services employing volunteers provided them with regular supervi-
sion. It is generally considered to be good practice to ensure that supervision
is available to bereavement care workers, in which emotional off-loading and
discussion of difficult circumstances can be dealt with on a regular basis
(Payne et al. 1999). By drawing on the data from the survey, we have pro-
vided a ‘snapshot’ of the nature of hospice bereavement support in the UK
in the early part of the twenty-first century, but much remains that is
not known about the efficacy of services.

Overview of chapters in Part Three

In the remainder of this chapter, I will introduce the following seven chap-
ters. The aim is to guide the reader by providing a conceptual framework to
understand the content. The themes of loss and the consequences of care at
the time of death and during bereavement incorporate a number of perspec-
tives. Authors of the following chapters draw on research, clinical practice
and experience of bereavement support services from several domains.

In the first chapter, Komaromy focuses on nursing care during the pro-
cess of dying. In doing this, she draws on a large ethnographic study of older
people dying in residential and nursing care homes in the UK. Froggatt
(2001a,b) has described the plight of older people in care homes as ‘dis-
advantaged dying’. Komaromy and her colleagues have done much to
expose this plight by revealing how difficult it is to achieve high-quality
nursing care for dying people in these institutions. There are a cluster of
factors that appear to conspire against optimal care. There is, of course,
great diversity in the quality of residential and nursing homes for older
people in the UK and in other countries. In 2001 in the UK, there were
approximately 29,850 care homes for older people with 594,431 beds. Recent
trends have been for a reduction in statutory provision for long-term care of
frail and disabled older people, and a large increase in privately run (for-
profit) homes. While some of these homes offer excellent care and facilities,
many do not. In particular, there have been concerns about the quantity and
quality of care staff. Typically, care homes have relatively few qualified nurs-
ing staff and the majority of the personal care is provided by care assistants
who may have had very little skills training or specialist knowledge about
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older people or how to care for dying people. Many homes experience
difficulties in recruiting and retaining staff. Care staff are likely to be on
low wages and many work part-time. These employment characteristics
present particular problems in providing continuity of care and in offering
additional education and skills training. The hierarchical nature of the
organizational structure of many care homes may inhibit staff from develop-
ing their practice, using evidenced-based care guidelines or challenging
organizational cultures (Wicke et al. in press).

The protracted nature of dying for older people may also make it dif-
ficult for nurses to realize when they are dying and to predict when the death
is likely to occur (Seymour et al. 2001). As Komaromy argues in her chapter,
it is important for nurses to be able to predict when the person is dying to
elicit additional resources and, if necessary, make a referral to a specialist
palliative care team. Recognition of impending death also allows care to be
modified; for example, regular pressure area care may involve disturbing the
patient and contribute to pain and discomfort, and is not necessary if the
person is in the final stages of dying. Changes to medication, food and fluid
intake may all be appropriate as the person approaches death. The signs of
dying may be harder to detect in very old people whose health declines
slowly over many years. It may also be difficult for nurses in care homes to
initiate discussions about dying with these people and their family members,
if open discussion is not part of the culture of care. To achieve this they may
need additional communication skills training and support from other staff
members. Komaromy’s chapter offers an illumination of these and other
issues for nurses caring for those at the time of death.

Chapter 24 by Sque and Wells concerns a health technology that spans
the boundaries between life and death. Organ donation and organ trans-
plantation have become available for those with severe end-stage organ fail-
ure. The technical surgical procedures and the medical management of
associated immune reactions have been pioneered over the last 30 years.
Organ transplantations offer the potential for life enhancement, improved
quality of life and greatly extended survival for many people who would
otherwise have died or had seriously compromised quality of life, such as
those using haemodialysis. However, cadaveric organ donation is only
possible because another person has died and their family has agreed to
donation.

Organ donation, therefore, raises important moral and ethical issues. It
also challenges our taken-for-granted notions of what being dead means,
because parts of the dead person continue to live on in other people. There
has been much debate about how the end-of-life care of those who become
organ donors is managed. For example, the extent to which normal physio-
logical functions are artificially maintained (such as by mechanical ventila-
tion) to ensure lungs and other organs are ‘healthy’ and well perfused prior
to removal, even though the person has been certified as brainstem dead.
Sque and Wells note the ambivalence experienced by families as they come
to realize that their loved one, while appearing to be warm, pink and breath-
ing (all normal signs of life), is in fact dead because their brain has been
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irreparably damaged. They show that paradoxical beliefs about awareness of
death (and, therefore, agreement for organ donation) can run alongside
lingering doubts about the sentience of the newly dead body.

In the future, it is likely that health technologies will increasingly impact
on how death and dying is managed (Seymour et al. 2002) both for the
benefit of the dying person and for the benefit of what they may donate to
others. Sque and Wells argue that discussion of organ and tissue donation in
palliative care promotes patients’ autonomy and choices. Others may argue
that it is insensitive and potentially exploitative of vulnerable people. By
including this topic in our book, we wish to open up debate about the role of
organ and tissue donation in palliative care. What evidence there is suggests
that families may welcome the opportunity to consider corneal and other
types of donation in palliative care contexts (Carey and Forbes 2003).

The remaining chapters in Part Three focus on families and friends of
the deceased person, who rapidly change their status in the minds of health
and social care workers from ‘carers’ to become ‘the bereaved’. In Chapter
25, Cobb writes about the role of nurses immediately after a death has
occurred. He highlights the individuality of the experience of loss and the
inadequacy of any one theoretical model to provide a template.

Much general palliative care is delivered by general practitioners (GPs)
and community nurses. It is therefore appropriate that we consider how
bereavement support is provided in primary health care. In Chapter 26,
Birtwistle focuses on the role of the primary care team and in particular
community nurses in providing bereavement support. He argues that
because in largely secular societies such as the UK people lack religious
frameworks and spiritual advisors to support them in times of crisis, people
increasingly construe their bereavement problems as within the remit of
health care services. In the UK, access to primary health care services is
readily available and free at the point of contact. Primary care services have
responded to increased demands from bereaved people in a number of ways,
including the use of proactive bereavement follow-up protocols, informal
bereavement visits by community nurses and referral to practice-based
counsellors. There is little consensus about what should be the proper role of
primary care team members or evidence about the efficacy or cost-
effectiveness of proactive bereavement support. It is not clear to what extent
GPs regard this as an appropriate role, and even whether they have sufficient
time and the appropriate expertise to engage in prolonged supportive
interventions (Harris and Kendrick 1998; Main 2000).

Over the last decade, there has been a rapid growth in the provision of
counselling services based in or associated with British primary health care.
By 1999, 51 per cent of practices had counselling provision (Foster 2000).
This growth has arisen from various British government policy initiatives
and recognition that the many patients who consult GPs with psychological
problems may be better served by referral to those with counselling skills.
However, there is evidence of great variation in the skills, training and thera-
peutic approaches of counsellors employed in general practice (Wiles 1993).
Dealing with loss, and more specifically bereavement, seems to form a
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substantial proportion of counsellors’ caseloads (Sibbald et al. 1993). Evi-
dence from a study conducted in primary care settings in southern and
south-western England indicated that GPs primarily saw their role as identi-
fying ‘risk factors’ for abnormal bereavement and making referrals to coun-
sellors (Payne et al. 2002). Counsellors perceived bereavement as just one
type of loss for which they had skills in working with clients. Most drew
upon psychological phase/stage models in guiding their interventions with
bereaved clients (Wiles et al. 2002).

Health care is increasingly being construed as the management of risk
and public health messages are often conveyed in terms of reducing health
risks associated with lifestyle choices such as smoking or eating high-fat
foods. Relf applies the perceived logic of risk management in Chapter 27 to
her discussion of risk assessment in bereavement. She details the history of
the use of standardized measures that predict the likelihood of poor
bereavement outcome. This method has been used to allocate bereavement
care to those most likely to benefit from it. It is argued that risk assessment
not only targets costly and limited resources appropriately, but ensures that
low-risk individuals are not disempowered by implying that they may not be
able to cope with their loss and thus create dependency. Relf is critical of the
notion of risk assessment and argues that it is embedded in a positivitist
paradigm and is derived from the psychological/psychiatric models of
bereavement. She explains how later models, introduced earlier in this over-
view, have challenged concepts such as ‘recovery’ and ‘resolution’ of grief.
She concludes pragmatically by indicating the weaknesses and the strengths
of using formalized risk assessment procedures. The debates about risk
assessment in this chapter raise important issues for consideration in
designing bereavement support services.

In Chapter 28, Kissane provides an overview of bereavement support
activities provided by hospices and specialist palliative care services. He
proposes that support should be conceptualized at three levels:

• a general culture of support and understanding provided by all the
members of the health and social care team in collaboration with the
wider community;

• identification of those at risk and offers of support to prevent adverse
outcomes; and

• recognition of those with existing problems and referral for psycho-
therapeutic interventions.

Kissane describes the common activities and interventions that fit the differ-
ent requirements of these categories of support. He considers the evidence
base for the various activities and offers a summary of how nurses might
engage in providing different types of support. Kissane and his colleagues
are best known for developing family-focused grief support interventions
(Kissane and Bloch 2002) in Australia. He draws upon his wide experience in
making recommendations in this chapter. Working with families facing
death and during bereavement is complex, as family members may respond in
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very different ways. Gender roles may determine expectations about how
individuals may react and the resources both within and outside the family
that they can access. For example, it might be easier for men to use the
distraction of paid employment to ‘take time off’ from grieving. Family
members may also be protective of each other and seek to minimize the
distress of others by concealing their own feelings. This may be mis-
construed as a lack of feeling. In multicultural societies, it cannot be
assumed that partners share the same cultural or religious backgrounds.
The differences in accepted cultural mourning practices may mean that
the wider family misunderstands the grieving responses of the unrelated
partner. Working with families, therefore, requires a high degree of skill and
sensitivity (Riches and Dawson 2000; Kissane and Bloch 2002).

A focus on families and childhood bereavement is the topic of the final
chapter in Part Three by Rolls. We have decided to include this chapter on
childhood bereavement services in a book predominantly concerned with
adult palliative care because adults are parents of children and therefore
may use these family-orientated services. Also, the terminal illness and death
of an adult may impact upon children in their family system, including
grandchildren. In Chapter 29, Rolls considers not only the characteristics of
childhood bereavement services in the UK and how they work with children
and families, but their wider role in society. She argues that, in the past, loss
and bereavement affecting children was contained within the family and was
treated as a private matter for parents to deal with. One response to this was
that death was hidden from young children who were not encouraged to
participate in mourning rituals like funerals and open discussion of the
death was not allowed. Contemporary responses to death affecting children
have become ‘professionalized’ with the introduction of grief counsellors
into schools and the rapid increase in the number of childhood bereavement
services. Why is it that these services have emerged in developed countries
when the probability of children being exposed to sibling or parental death is
so low and decreasing? It is perhaps for these very reasons that there are few
social frameworks for providing meanings for these deaths and each family
may have little opportunity to meet with others who share their experiences
(Riches and Dawson 2000).
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23
Nursing care at the time of death

Carol Komaromy

‘We’re expected to be able to cope with anything really. Sometimes you just
have to pretend to be OK. ’Cos – you know – it’s expected of you. You are it
– the one who copes – while everyone else falls about’ (Mary, staff nurse).
This quote from Mary (whose name has been changed), a nurse in a care
home for older people, is representative of the type of response that I com-
monly heard during the fieldwork on a project into the management of death
and dying in these settings in the UK (Sidell et al. 1997). Indeed, nurses, as
frontline workers, have to cope with death in a variety of settings – hospitals,
hospices, domestic homes as well as residential care homes. In this chapter, I
explore what happens at and around the time of death from a sociological
point of view and how this impacts upon nursing care.

I begin with a discussion of the importance of being able to predict
when death will occur and go on to ask what it is about death that makes it
such a special event. I follow this discussion with an exploration of the
different ways in which death is constructed and how this impacts upon the
moment of death. I challenge the assumptions that underpin the notion of a
‘good’ death, both from the point of view of the possibility of being able to
define what this means as well as its achievement. I conclude with a discus-
sion of the body after death and its immediate impact upon any family and
friends of the deceased.

Where and when death occurs

The time, setting and place of death all have the potential to impact upon the
way that professionals are able to provide care at the time of death. One of
the key factors in being able to provide care is knowing that someone is
dying and when his or her death is likely to occur. The importance of being
able to predict death and dying was something that Glaser and Strauss
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(1965) explored in a seminal ethnographic study based on the observations
that they made in hospital wards in San Francisco. They found that, to be
able to plan terminal care, hospital staff needed to be able to predict when
deaths might occur. However, these predictions were complex, needed to be
updated and even ‘renegotiated’. For example, they categorized predictions
into three main types:

1 First, they found that it was possible to be virtually certain about when
the death would occur.

2 Second, for those patients for whom there was less certainty about the
time of death, it might be possible in the future to establish a time when
there could be certainty.

3 The third and final category, and the one that staff found most difficult
to cope with, was that in which the time of death was ‘uncertain’ and
there was no clear time when any certainty could be established. In other
words, there were patients for whom it was unlikely that staff would be
able to predict the time of death.

Perhaps in the 1960s the need for predictions about death could be
viewed as part of the more instrumental treatment of dying people. But the
need for accurate predictions of the time of death is even greater as a result
of changes in practice from general non-disclosure of diagnosis and prog-
nosis to the current situation in which fuller disclosure is the norm. ‘Hospice
pioneers advanced a model of care in which patients were informed frankly
and openly of their condition, and were actively encouraged to participate in
all the decisions surrounding their treatment and care’ (Abel 1986, cited in
Lawton 2000: 42).

Underpinning this philosophy is the assumption that predicted deaths
can be managed in the ‘best’ setting, that being the one that the dying person
has chosen. Realistically, however, many people have little choice, even the
small percentage of people for whom hospice care is available. The elite
nature of palliative care has been well documented (Clark et al. 1997;
Addington-Hall et al. 1998), but there are people for whom this shared
disclosure of death is not available or part of the normal approach to their
care. Seymour (2001), for example, in her ethnographic account of end-of-
life care, discussed the ‘uncertain’ deaths that occur in intensive care units.
Similarly, death occurs in settings in which it can be classified as being ‘out
of place’, such as accident and emergency departments (Tinnermans 1998).

The reality seems to be that for everyone who is involved in death and
dying, there is a premium upon being able to predict when the death is
likely to occur. Being able to make an accurate prediction of death affects
the ability of those involved to be able to choose the place of death and
the manner of that death. But there are other reasons that explain why
it is important to be able to predict death and it is to some of these that I
turn next.
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The meaning of death

Bauman (1992) argues that in a post-modern society death does not carry
the same significance that it did in the past – for example, in the fifteenth
century, when people were more likely to believe that reward or punishment
in the ‘next’ life was a result of their behaviour in this one. Bauman also
suggests that the general decline in the belief in life after death in Western
culture has reduced the power of creeds to dictate how we behave in this life.
The result of this, he claims, is that in a post-modern society people are more
likely to focus upon the intrinsic value of this life rather than postponing any
investment in an ‘afterlife’.

There are dangers in this type of generalized statement, not least
because it fails to acknowledge the varied terrain of beliefs. It might be
reasonable to claim that, in Western culture, there is no longer a unified
belief in an ‘afterlife’ or in the belief that admission to an afterlife is granted
by some sort of moral or spiritual gatekeeper. But Davies (2002) argues
that many people believe in a continuation of life after death and that,
‘Death rites are as much concerned with the issues of identity and social
continuity as with the very practical fact that human bodies decay and
become offensive to the sight and smell of the living’ (p. 6).

With the focus for individuals on their social identity, it is difficult to
imagine a world in which we do not continue to exist in some way and even
more difficult to remove ourselves from the influences in society that shape
the way that death is treated. This makes what happens at the time of death
significant, albeit to varying degrees. Furthermore, the practical fact of the
decay of the material body that Davies refers to above does not mean that
the body at the time of death is unimportant. For some who believe in a
transition from one existence to another, the body plays a significant part.
Davies (2002) argues that just as the living body is subjected to social rules or
norms of behaviour, we also invest the corpse with meaning and feelings that
reflect the values of society.

But the body has different meanings associated with it and I would add
that the body is also a container of death and as such is a ‘taboo’ object.
When the bodies of residents in care homes are removed, their exit is mostly
concealed from other residents. Staff and funeral directors collude in
conferring a dangerous status onto the body by covering the corpse with
sheets or placing them into thick, black plastic bags. These covered up,
enclosed bodies represent death in the form of a tightly wrapped corpse . . .
Having produced something unsightly it must be concealed’ (Komaromy
2000: 311).

This diversity in beliefs about the meaning of death places a high pre-
mium on effective communication about what needs to happen at the time of
death, as well as the need to be able to predict the moment of death. Such
diversity also suggests the potential for a lack of any clear understanding
about what those needs might be. With so much invested in the significance
of the moment of death, nurses, as key players at the time of death, face a
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potential minefield of inconsistent spiritual, emotional and physical needs,
all of which are in a relationship with each other and the dying person and
any family and friends.

The moment of death

The significance of the moment of death arises at several different levels: the
medical, legal, spiritual, cultural and social. The impact of what happens at
the moment of death is part of the understanding of the way that people are
able to grieve. Institutional and social practice require action to be taken at
the moment of death in part arising from the professionalization of death.
Perhaps it is unsurprising that there is a lot of anxiety about being present at
the moment of death and doing the ‘right’ things at that moment. This
places a burden upon those professionals who are involved at the time of
death to get it ‘right’, because there is no second chance. Nurses present at
the moment of death need to understand the significance of this moment on
all of these levels.

Medical and legal context

The need for information to be able to certify death is a legal requirement
and one which places a great demand on being present at the moment of
death. Rosenblatt et al. (1976) argue that the medicalization of death is itself
a form of ritual that involves medical people as the specialists who witness
death. The medical construction of death defines it as a precise moment in
time. The medicalization and legalization requires there to be a precise time
given to the moment of death, even though there are ambiguities to this
diagnosis (Turner 1987). Certainly, having the power to define a moment of
death carries its own ritualistic power. Particularly so when within the med-
ical paradigm where there are categories of death. For example, the status of
the ‘ventilated corpse’ has been created to define the status of the body in the
stage between the definition of brain death and the removal of organs for
transplantation.

But what happens in the emergency resuscitations and the ambiguity of
a cardiac arrest and the patient or person for whom the moment of death is
one from which there is the possibility of recovery and who might be resusci-
tated? For people whose hearts are defined as having ‘arrested’, death is
deemed to be ‘out of place’ and there are likely to be attempts made to
resuscitate them. In their ethnographic study of a resuscitation team in a
large teaching hospital, Page and Komaromy (2000) note the ritualistic
aspects of cardiopulmonary resuscitation (CPR): ‘However, it is perhaps not
difficult to see how a CPR event might be viewed in terms of a symbolic
ritual, which, as van der Woning (1997) suggests, involves living out the
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myth of the superhuman, the heroic and “in control” and as such is
illuminative of the culture in which it occurs’. They also claim that this ritual
is an enactment of the power of medicine to be able to intervene and even
possibly reverse death.

Spiritual and cultural context

Any spiritual or religious belief system will invest meaning in the moment of
death. If death is believed to be the time at which there is a transition from
one existence to another, there might be rituals that have to be carried out so
that the passage is successful. For example, for some Jewish people the Rabbi
should be present at the moment of death to say a confessional prayer and
recite the fundamental affirmation of faith (Samson Katz 2001). Some Mus-
lims need to sit up and face Mecca and the family needs to be able to
perform certain bedside rituals, such as moistening the dying person’s
mouth and repeating their words. Some Buddhists might need a reading
from the Book of the Dead to be performed by a Tibetan Monk so that their
spirit might be guided, while Hindus might need to be placed on a mat on
the floor to die and to have a few drops of water of the River Ganges placed
on their lips from a basil leaf to the accompaniment of hymns and holy
songs (Parkes et al. 1997).

Social context

Parkes et al. (1997) argue that alongside death, as an event that is increas-
ingly postponed in the Western world, is an associated inability for people to
face death. They also argue that the need for rituals associated with death
(such as those outlined above) have correspondingly declined. Rituals that
surround death can be of different orders. But it could be argued that there
are different forms of social ritual, such as the professionalization and medi-
calization of death that serve the purpose of guiding people through the
moment of death. Medical rituals include the need for staff involved in
deaths to be able to ‘perform’ (Goffman 1959). This means that everyone
involved needs to be seen to be concerned to get things right and must give a
convincing performance of this, whatever their personal feelings. Goffman
claims that ‘impression management’ is central to an understanding of what
is taking place. In applying this idea to the moment of death, it seems that
the ‘impression’ is ‘managed’ according to routines and rituals that structure
how staff members behave. To take the analogy of performance further,
these ‘scripts’ are often written into organizational procedures and protocols
as codes of behaviour. It is as inappropriate for professionals to be too upset
as it is for them to appear to be unaffected (Walter 1999).

Family and friends often want to be present at the moment of death and
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might participate in a bedside vigil, or request to be notified when a death is
imminent. The need to say ‘goodbye’ could be regarded as greater if there is
no belief in the likelihood of meeting in another life. Whatever the need at a
personal level, this is part of his or her social role when someone is dying.

The role of nurses at the moment of death

It is not easy for nurses involved in end-of-life care and death moments to
provide care that is appropriate at the time of death for individual dying
people. There are dangers inherent in all of the interpretations of the pur-
pose of death and the needs of dying people and their families. For example,
it is dangerous to assume that people who belong to particular ethnic or
religious groups will all share the same needs and conform to the expect-
ations of that group at the moment of death. Similarly, there is a corres-
ponding danger in not understanding the needs associated with someone’s
religious and cultural needs. These needs might conflict with the routines
and rituals that are associated with the setting in which the death takes place.
One care home manager told me of the resistance by her staff to leave a dead
resident sitting in a chair for several hours while the family said their ‘good-
byes’ (Sidell et al. 1997). She recounted how the staff tried to pressurize her
into putting the resident to bed, straightening the body and getting the
undertakers to remove the body. As head of home she had the power to
resist, but it is difficult to imagine this happening in many institutional
settings.

In an ideal situation, the dying person should be invited to articulate
their needs in advance of death so that the care staff would understand their
needs and try to meet them. This would allow for people who need to be
present at the death to be invited to do so and for those things that need to be
done to be performed. The difficulty arises when dying people are unable to
make their wishes known and nursing staff have to make a judgement on
their behalf. All of this discussion about the significance of the moment of
death carries assumptions about the type of death that people could achieve
and this is the subject of the next section.

The ‘good’ death

Achieving a ‘good’ death clearly depends upon being aware of the immi-
nence of death and the opportunity for the dying person to express their
wishes as well as the capacity for care staff to be able to carry these out. The
concept of a ‘good’ death is not new. Neither is it a straightforward concept.
Its meaning has varied over time and between social and cultural groups.
Bradbury (2001) has categorized the concept of a ‘good’ death into three
types: the medicalized, the sacred and the natural. For example, a ‘good’
medicalized death might be one that is anticipated and pain-free, but this

Nursing care at the time of death 467



may conflict with the criteria associated with the natural dimension of a
‘good death’. What the definition of the concept in this way ignores is the
answer to the question ‘good for whom?’ As early as 1972, Weisman had
introduced the concept of ‘appropriate deaths’, which took much more
account of the relational aspects of death and the fact that people do not die
as isolated individuals but as members of a social group. But, however the
concept is defined there is a danger in its suggestion that death can be well
managed and controlled.

In a study into physicians’ emotional responses to the way that people in
their care die, Good et al. (2002) took account of the technological changes
that have impacted upon end-of-life care. Their findings suggest that ‘dying
is difficult, particularly in the modern hospital where there are so many
treatment options and where relationships are short, discontinuous, without
a perspective on the patient as a person, and with little time to acquire it.
“Good deaths”, if they exist, take place in the context of relationships in
which the patient’s personhood is known and valued’ (p. 23).

In homes for older people, death is much more likely to be construed as a
‘natural and timely’ event, coming as it does at the end of a long life. But there
are still problems and concerns associated with death in old age. The care staff
in homes for older people have to manage the difficult boundary between life
and death. The staff in these settings to whom I talked described a ‘good
death’ as one that was ‘peaceful’, ‘pain-free’ and ‘accompanied’. ‘Good death
is neither protracted nor sudden, its shape constituting a straightforward
trajectory from deterioration to death’ (Komaromy and Hockey 2001: 75).
Even when the ‘ideal’ death was achieved, deathbed scenes were still
construed by staff as dramatic events, seemingly conferring significance on
a life when the quality of that life had been lost (Komaromy 2000).

Concerns about the quality of the care of dying people in acute and
community settings and the focus upon medical care and saving life regard-
less of its quality gave rise to the demand for a more holistic approach to
death and dying. The hospice movement pioneered the approach that aimed
to incorporate death and dying back into life through the high-quality care
of dying people. To do this, the forms of distress of dying people had to be
recognized and relieved. The hospice approach and palliative care have
become synonymous with best quality care for dying people. Even so, a
hospice death is proscribed by moral ethics, which means certain wishes such
as euthanasia (a ‘good death’) would not be granted. Palliative care offers
itself as a viable alternative to the need for euthanasia. ‘Palliative care pro-
fessionals have, for a long time, been able to argue that the provision of
palliative care relieves suffering to such an extent that euthanasia is no
longer wanted by many people, even those who have previously been its
advocates’ (Oxenham and Boyd 1997: 284).

Dignity as part of a ‘good death’ is not easily defined. In a qualitative
study of the way that dying people define dignity, Chochinov et al. (2002)
discuss the way that the term ‘dignity’ is used in clinical and philosophical
discourse in an ambiguous manner. Responses from patients in the study
that specifically relate to the time of death seemed to highlight what the
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authors call ‘death anxiety’ and which included concerns about what the
terminal phase of the illness would be like. Several of the patients who are
quoted in this study wanted a ‘quick’ ending.

Sudden deaths as bad deaths

Most of the discussion of the achievement of a ‘good death’ has so far
implied that there is a possibility of preparation for death. As discussed
above, not everyone wants to be able to prepare for death through a period
of protracted dying. Some people would prefer to die quickly. But there are
deaths that cannot be anticipated and these create their own problems. The
way that sudden death can complicate bereavement is well documented
(Walter 1999; Eyre 2001; Howarth 2001). However, the main focus of these
studies has been the effect of sudden death on bereaved people, with com-
paratively little attention being paid to the effect of sudden death upon the
professionals involved, apart from the context of violent death and disaster
(Eyre 2001). Most significantly, for those settings in which death is antici-
pated for all residents and considered to be ‘natural’ and ‘timely’, such as
care homes for older people, sudden death has an enormous impact on the
care staff and sometimes other residents depending upon their awareness of
what has taken place. Key concerns for care staff in homes for older people
include coping with the shock of the unexpected death, informing the family
and reporting such deaths to the coroner. Deaths that are not expected –
often classified as ‘sudden’ deaths – cause equal distress to the professionals
and any family and friends involved.

The impact of the manner of death on bereavement

Anderson (2000), writing about the therapeutic response to grief, describes
the event of death as something that is at the ‘hub’ of the stories of grief that
are told during bereavement counselling and grief work. What he means by
this is that all accounts lead to and from the event of the death. In grief
counselling, people who are grieving are encouraged to talk about events
that are categorized as being ‘before’ and ‘after’ the event. The death, then, is
foregrounded as the most significant event in the grief process. This serves to
focus more strongly on the moment of death and how this is managed.

Emerging and future issues

How the moment of death is managed impacts upon the experience of
everyone involved in death and dying. The increasing ambiguity about
when death occurs and the diversity of meanings that are attached to the
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significance of death makes caring for people at the moment of death a
highly complex task. Nurses who are frequently involved in these moments
need to be able to understand the wishes of the dying person and any family
and friends. This involves more than being able to obtain answers to ques-
tions about what needs to be done at the time of death. Nurses also need to
challenge some of the assumptions that underpin how the moment of death
is routinely managed. Part of this challenge involves their awareness of the
significance of the moment of death to them.

Conclusions

In this chapter, I have argued from a sociological point of view that the
moment of death carries heavy responsibilities for nurses as the most likely
professionals to be present. This is because the moment of death is affected
by a number of key factors, including:

• the meaning of death, which includes the medical and legal, the
spiritual, religious and cultural significance;

• the manner of death;

• the quality of death and how that is translated;

• the setting of death; and

• the social significance of death and how the performance of death is
carried out.

All of these factors are related to each other and provide the context in
which death occurs. The premium on ‘getting it right’ is high given that the
immediate aftermath of death affects the grief-work of those who are
bereaved.
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Organ and tissue donation
Helping patients and families to make choices

Magi Sque and Joanne Wells

Introduction

Human organ and tissue transplantation has proven to be an economically
viable and successful therapy that extends life expectancy and improves the
quality of life of individuals with certain severe medical conditions or
irreversible organ failure. The demand for cadaveric organs is growing
worldwide, to give health benefits to certain individuals. The supply of
organs and tissues for transplantation has not kept pace with demand and
the medico-surgical success of transplantation is limited by the low avail-
ability of organs, giving rise to an escalating number of preventable human
deaths. Concomitantly, innovations in mechanical and bioengineered organ
replacements remain problematic and protracted. In part, the shortfall in
donations reflects an increase in the number of individuals who could benefit
from a transplant. In this chapter, we draw mainly from UK data and
practices.

On 30 March 2003, there were 5653 people in the UK waiting for suit-
able organs, while there had only been 772 cadaveric donors during the
previous 12 months.1 Corneal donations throughout the UK have fallen by
30 per cent since 1995, forcing the cancellation of sight-saving operations.2

Over the next few years, it has been estimated that there will be a 30 per cent
increase in the number of patients with end-stage renal failure (Royal Col-
lege of Surgeons 1999). Roderick et al. (1998) predict that renal replacement
costs will increase by up to one-third by 2011 and that there will be an
increase in the liver transplant waiting list from 11 per million to 14–18 per
million. There are two reasons to increase organ and tissue donation rates.
First, to halt unnecessary deaths and to improve the quality of life of certain
individuals. Second, to stem the increased demand on British National
Health Service (NHS) resources as the population ages and more people are
added to transplant waiting lists.

The cost to the NHS of alternative therapies (e.g. renal dialysis), which
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is greater than the cost of maintaining a transplanted patient, are set to rise
further. Other researchers (Salih et al. 1991; Gore et al. 1992; New et al.
1994; Randhawa 1995; Smith-Brew and Yanai 1996) state that the basis of
the current organ shortage is not merely a problem of inadequate numbers
of potential donors, but is exacerbated by suboptimal use of the available
donor pool and the failure of health professionals to identify potential
donors and initiate the donation process. Patients and relatives of potential
organ and tissue donors are the most critical link in maintaining supply, as
they must express they have no objection before organ retrieval may take
place. The close and continuous proximity of nurses to potential donors and
their families makes them important contributors to this process, especially
in palliative care settings where tissue donation is most appropriate.

In this chapter, we discuss issues that surround the decision to donate
organs and tissues and explain how patients and families can be helped to
make decisions that are right for them. The chapter is divided into three
sections:

• organ and tissue donation as a sociocultural process;

• organ and tissue donation in palliative care; and

• understanding families’ decision making and bereavement.

The first section seeks to contexualize decisions about donation by show-
ing how the history of human dissection may still impinge upon our
understanding of the transplant process. The second section explores the
importance of the patient’s involvement in the donation decision within the
palliative care setting. Finally, evidence drawn from a recently completed
study (Sque et al. 2003) is used to explain families’ decision making and
bereavement.

Organ and tissue donation as a sociocultural process

Historical context

The transplantation of organs and tissues is not a new phenomenon. Myths
and tales date back to the second century .. when the Chinese were
believed to have transplanted organs and tissues into humans (Smith 1990).
The first acknowledged transplantation in the West was in 1905 when a
pioneering corneal graft was successfully completed to restore a person’s
sight (Doering 1996). Although claimed as a biomedical prerogative, organ
transplantation is a wider cultural issue. It is a procedure that engages in
both the physical and symbolic manipulation of human bodies, thereby
transforming ideas about what constitutes a dead body (Lock 1995) and
personal identity, because of the ability to interchange body parts (Kroenig
and Hogle 1995; Sharp 1995; Postgraduate Update 1998; Sanner 2001), and
hence raises issues that influence Western ideas of death (Douglas 1966).
Donotransplantation3 also offers the opportunity to challenge ideas about
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what is natural, the use of health technology and how it is integrated into
Western ways of thinking. The ability to interchange human organs
and tissues has promoted many philosophical debates, but theoretical
insight is lagging behind. Certainly, the perceived existential implications of
dissection for transplant purposes cannot be overlooked in the ability to
dispose of a body, but to know that the deceased is still contributing to life
elsewhere.

To date, research has focused predominantly on physiological issues,
with the above sociocultural and psychological aspects of the process receiv-
ing less attention (Sanner 1995). The ability to transplant human organs
raises questions about: the moral obligation of society and individuals
towards donation and the replacement of organs and tissues; the impact of
health technology on sustaining a legally dead but functioning body on
ventilatory support; the importance of perceptions of deadness following
death certified by brainstem death testing and the consequent mutilation of
the ventilated corpse; and the sentiments attached to the interchangeable
body parts. Some of these issues can be contextualized within the long
historical past of the dissection of the human dead.

Since the Renaissance, the bodies of the dead have been dissected to
treat the living by exploring and learning how the body worked and how it
was affected by illness. Prior to the Tudor period (1485–1603) in the UK,
there was no legal stipulation on how bodies for dissection were obtained or
treated (Richardson 1996). In 1540, Henry VIII bestowed upon the com-
panies of Barbers and Surgeons the annual gift of four hanged felons
(Anno32 Henrici Octavi c.42 1540, cited by Richardson 1989). This limited
source of bodies led to illegal and immoral methods of obtaining corpses, as
supply was not meeting demand. The law and the public viewed dissection as
a mutilation, a post-mortem punishment and a terrible aggravation of the
death penalty. Society perceived dissection as a fate worse than death, lead-
ing Richardson (1996) to suggest that the loathing of dissection may have
derived from fears that the process either damaged the soul or prevented
resurrection, reasons still given for refusing the donation of organs in
today’s society.

While no major religion opposes donation and transplantation of
organs and tissues (Randhawa 1995), British cultural protection of the dead
body has been drawn from judicial adoptions of punishments to the corpse
(Richardson 1989). Richardson (1996) believes that the historical premise of
dissection has spawned many of the current problems in obtaining organs
and tissues for transplantation. Dissection represents not only the exposure
of nakedness, the possibility of assault upon and disrespect towards the
dead, but also the deliberate mutilation or destruction of identity. The con-
sensus attaching deep importance to post-mortem care and the respectful,
integral disposal of the corpse still holds deep cultural meaning within
British society (Richardson 1989). Donotransplantion challenges society’s
beliefs about deadness, requiring a conceptual reconstruction of what
constitutes a dead body or organ and what can be regarded as a surgical
procedure (i.e. organ retrieval as opposed to mutilation of the corpse).
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Organ and tissue donation processes in the UK today

In the UK, individuals express their desire to donate their organs and tissue
after death by an ‘opt in’ system, either by carrying a donor card or by
registering their wish with the NHS National Organ Donor Register. How-
ever, New et al. (1994) showed that 70 per cent of the UK population were in
favour of donation but only 19 per cent carried donor cards.

Nurses and doctors act as ‘gatekeepers’ and control access to potential
donors, as well as providing broad-based consultation (Sque and Payne
1994; MORI 1995; Evanisko et al. 1998; Kent 2002; Wells and Sque 2002;
Sque et al. 2003). Yet little is known about the importance of the nature of
their contact with families in maintaining the availability of organs and
tissues. Consequently, little information exists that could contribute to an
understanding of the donotranplant process.

More information is needed about the relationship between donor fam-
ilies and ‘the gatekeepers’ to the donotransplant process. Gatekeepers’ first
duty of care to the deceased person is to ensure that, even in death, no act or
omission results to their detriment (Sque et al. 2000). This could mean a
commitment to explore with the next of kin the wishes of the deceased in
relation to organ donation. They also need to optimize the recipient’s chance
for survival and offer a good quality of life post-transplant. Their objective
is to achieve the process without social or psychological harm to donor
families, the recipient and their significant others. Gatekeepers must identify
potential donors, initiate the discussion about organ donation with families,
screen for biologically acceptable organs, and make the decision as to which
organs are retrieved and to whom they are given. Gatekeepers are also the
managers of information that may be required by donor and recipient
families.

While several studies have indicated the important role health profes-
sionals play as ‘gatekeepers’ of the donation process (Siminoff et al. 1994;
Sque and Payne 1994; Politoski et al. 1996), there is little evidence of the
potential conflicts and difficulties faced by them in initiating optimal cir-
cumstances for discussion about donation and sustaining the transplant
process. A major criticism of previous studies is that they have been very
general, accessed health professional groups in isolation (Kent and Owens
1995; Evanisko et al. 1998) or focused entirely on the perceptions of the
nurse (Sque et al. 2000; Kent 2002). And none of these studies took into
account the broader sociocultural contexts in which any of these groups
function.

No studies to date have identified the potential impact and interplay
between a particular hospital’s polices with regard to donotransplantation
and health professionals’ perceptions, experiences, practices and inter-
actions with their clients and other health professionals. Nor has any study
investigated how health professionals work together within their own belief
systems to create a culture in which to provide effective delivery of
donotransplant care within their own hospital trusts. MORI (1995) and
Caplan (1988) provide some indication of the importance of such cultural
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influences; for instance, families not being approached about organ donation
simply because of a medical consultant’s preference. As a precursor to any
attempt to increase donation discussions with families, it is imperative to
identify the culture that exists within a hospital, and to evaluate its impact
on the urgency and importance given to organ and tissue donation. Sque
(1996) allowed for further exploration of these concerns by providing a
theoretical explanation of how donor families perceived and dealt with such
issues as death certified by brainstem testing and organ retrieval. She identi-
fied particular bereavement needs in coming to terms with the concept of a
relative’s organ continuing ‘to live’ in a different body. However, such depth
of explanation does not exist for the health professionals who need to
provide support and care for families involved in donotransplantation.
Richardson (1989) argues that the clinical detachment required by health
professionals to suspend or suppress, to facilitate and perform the normally
repugnant tasks of dissection of the body during organ retrieval represents a
cultural detachment or reorientation of no small dimension.

In addition, most of the research undertaken has focused on the
concerns of organ donation and not tissue donation. The little research
conducted in this area suggests that awareness of and experience in tissue
donation is less than that of organ donation. Furthermore, research under-
taken by Kent and Owens (1995) and Wells and Sque (2002) demonstrates
that while many of the difficulties for staff in raising the issue of donation
with families are the same for organ and tissue donation, tissue donation
does raise specific concerns. For example, with corneal donation, concerns
have been raised over disfigurement and the beliefs of a need for the
deceased ‘to see into the next life’ (Sque 1996).

Dissonant loss: families’ experiences of organ and tissue donation

Consideration of organ donation predominantly arises following critical
injuries that lead to premature and sudden death. Sudden death robs rela-
tives of the opportunity for anticipatory grief, and is known to potentially
lead to poor bereavement outcomes (Saunders 1993; Wright 1996). This
is of concern, as it has implications for the scale of human suffering and,
ultimately, health care provision.

Sque and Payne’s (1996) seminal UK study used a cross-sectional
approach to investigate the critical care experiences of donating relatives.
They showed that the impact of sudden death and donation could create a
need for bereavement support, but the mechanisms for assessment of need
were ad hoc and there was disparity in the provision of such support between
NHS Hospital Trusts. Sque and Payne also found that nurses and general
bereavement counsellors appeared ill-prepared to help these families. There
appeared to be a need for training development. However, the study was
limited by being merely cross-sectional and including only those who agreed
to donation. Relatives who did not agree, and whose experiences could well
have had an impact on their bereavement outcomes and donation rates, were
not investigated.
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Sque and Payne (1996) further suggested that the experience of organ
donation could be explained as a series of complex decisions that create
conflicts and distress for the relatives involved. Some of these conflicts were:
coming to terms with the loss of a relatively young person who was robbed
of a future; deciding about giving consent for organs to be removed from a
relative who, because they remained on ventilatory support, still appeared to
be alive; saying goodbye to a relative who did not appear to be dead; and
coming to terms with disposing of a body when their relative’s organs were
responsible for improving the quality of a recipient’s life. Within the study,
bereaved adults also described the factors that created resolutions to their
conflicts and helped them to move through the phases of the donation pro-
cess. A theory of ‘dissonant loss’, defined as a bereavement or loss that is
characterized by a sense of uncertainty and psychological inconsistency, was
developed to explain donor relatives’ experiences. However, the work was
limited to donor families’ experiences and was unable to ‘complete the pic-
ture’ of the donotransplant process by explaining the perspectives of the
health professionals involved at the interface with families.

Organ and tissue donation in palliative care

The hospital intensive care unit is generally considered the place where the
discussion about retrieval of organs and tissues takes place. This assumption
is supported by a lack of literature published on organ and tissue donation in
areas other than intensive care units. Although patients who die in the pallia-
tive care setting can donate heart valves, tracheas, kidneys and skin (Feuer
1998), the most common tissues to be donated are corneas. This is due to
few donor contraindications and the convenience of entire retrieval taking
place within palliative care units or at undertakers (Wells and Sque 2002).

Statistics from UK Transplant show that the need for corneas is rising.
In December 2001, the waiting list figure was 479. Within 2 months the
figure had risen to 534. The UK Transplant report (2002) showed that in
2001 there were 1715 cornea donors, 354 (21 per cent) of whom died from
cancer. Bearing in mind the statistics from the Hospice Information Service
(2000), which indicate that approximately 30,000 deaths from cancer occur
in palliative care units each year, this would suggest there is only limited
donation from this source.

One of the main aims of palliative care is respecting the views and
autonomy of the patient (Woodward 1998). Health professionals within pal-
liative care pride themselves on their ability to communicate with families
and to help them in their bereavement (Feuer 1998). Although this is the
case, there appears to be little evidence of corneal donation being offered as
an option for patients and families to consider. Spivey (1998) supports this
lack of evidence in a study on tissue donation in palliative care. Of the 83 (55
per cent) palliative care units in England that responded to a questionnaire,
33 units believed that donation was appropriate, 17 believed it was
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inappropriate and 32 did not know or gave reasons for not participating. Of
the 33 units that believed that donation was appropriate, only two reported
that they routinely discussed donation with patients and families. The
remainder only participated when the patient or family initiated the enquiry.

An exhaustive literature search only identified two published studies that
have explored organ and tissue donations in palliative care (Peters and Sut-
cliffe 1992; Wells and Sque 2002). Peters and Sutcliffe (1992) presented an
account of 12 asystole kidney donors who died at St Christopher’s Hospice,
London between January 1990 and October 1991. The positive effects for
patients and families were discussed and issues raised for staff explored. All
the discussion related to patients’, families’ and staff’s feelings, and opinions
were drawn from the authors’ own experiences and personal views.

A more recent study by Wells and Sque (2002) explored why the com-
mitment to tissue donation in palliative care was so low. Eight nurses and
doctors employed within two palliative care units were invited to participate
in semi-structured interviews to explore their views, feelings and experiences
of tissue donation within the palliative care setting. The findings showed
that health professionals in palliative care are in a unique position in that
their patients are often aware that they are dying, as are the patients’ fam-
ilies. This awareness enables the patient to be involved in the decision-
making process about end-of-life issues. In this context, tissue donation
becomes highly relevant and the patient can be involved in any decisions
about what should happen to their own body. Anecdotal information sug-
gests that patients may regard donation as a positive outcome to what may
have seemed meaningless suffering.

Sque (2000) analysed post-bereavement correspondence between donor
families, recipients, their transplant coordinating centres and the National
Donor Family Council in the USA. She suggested that the donation and use
of corneas could be helpful to relatives in their grief. As a husband wrote:

The knowledge that her eye tissue is helpful is all I need. Just two short
weeks after M’s death and tissue donation I received a booklet for donor
families along with a letter from (name) . . . of the . . . Eye and Tissue
Bank. This letter was of great importance to me. In the letter she states
that two people have had their sight restored through corneal transplan-
tation. This was very helpful to me during a very dark period in my life.

Wells and Sque (2002) suggest that the patient’s ability to be involved in
decision making has many implications and concerns for health profes-
sionals that are explained by a theory of ‘living choice’ (Figure 24.1). Living
choice is defined as ‘the ability of terminally ill patients within the pallia-
tive care environment to make choices about donation that have an
impact on the knowledge and role of health professionals’. The dominant,
pervasive core-variable is ‘patient choice’, which influences the other cat-
egories: ‘professional role’, ‘donation process’, ‘concerns’ and ‘knowledge’.
These categories will be examined further below.

Discussing donation forces health care professionals to broach the
finality of the patient’s death, an area of communication that even palliative
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care professionals sometimes find difficult. Clearly, the management of the
‘donation process’ raised certain ‘concerns’ for health professionals, in par-
ticular that such a discussion should cause no harm to patients or their
families. All participants in the above study believed that it should be the
health professional who developed a trusting relationship with the patient
and family, who should discuss donation with them. This ability also
depended on their ‘knowledge’. Participants who routinely discussed dona-
tion believed that had they not had training and information initially, they
would not have felt comfortable or confident to discuss donation.

Although a small qualitative study, it highlighted many areas for discus-
sion as well as pinpointing the differences between intensive care and pallia-
tive care with regard to donation, in particular, the ability of the patient, in
the palliative care setting, to be involved in the decision-making process.
Patients can expect to be given a choice and to be informed of all their
options when facing a terminal illness, obliging health professionals to find
out more about donation and develop it within their practice framework.

Figure 24.1 Model of ‘living choice’.
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The study also highlighted the importance of health carers needing to rec-
ognize and appreciate the difficult and emotional position families are in
when a relative is terminally ill and the need for them to know the wishes of
their sick relative, to facilitate their donation wishes after their death.

There is no prior research to ascertain if the effects of donating tissues is
the same for families who donated in intensive care units, compared with the
very different palliative care setting. This is particularly true in relation to a
long illness compared with a sudden death, which is more commonplace in
an intensive care environment. Further exploration needs to involve pallia-
tive care patients and relatives as well as the many health professionals,
working within palliative care, who have both a stake and a role to play in
organ and tissue donation (e.g. individuals working in tissue retrieval and
transplant coordination). Wells (2001) has questioned the potential philo-
sophical clash that might exist between palliative care promoting ‘the tame’
natural death, while the donotransplant process is steeped in medico-
surgical interventionist practices. Could this philosophical conundrum con-
tribute to the low commitment to donation within the palliative care setting?

Understanding families’ decision making and bereavement

Families need to be aware of the option of donation or their post-mortem
choices will be limited and they may be deprived of fulfilling the donor’s
wish (Finlay and Dallimore 1991; DeJong et al. 1998; Sque 2001), or from
finding some meaning in their often tragic loss (DeJong et al. 1998; Sque
2000; 2001). One factor contributing to the difficulty in discussing donation
with families is health professionals’ lack of knowledge or confidence in
broaching the subject (Salih et al. 1991; Kent 2002).

Evidence suggests that potential donor families are not as unreceptive to
organ and tissue donation as many health professionals believe; indeed,
many find the donation process very positive (Randhawa 1995; Sque et al.
2003). The experiences and benefits for families of a request for donation is
well documented and is of major importance when considering whether
organ and tissue donation is appropriate to be discussed. Pelletier (1992)
found that it was evident that facilitating organ donation reflected a strong
respect for the dead relative’s wishes and to positively change the meaning of
the death. Clearly, there appears to be a mismatch between the views of
health professionals and potential donor families that warrants detailed
investigation.

Factors relevant to the family refusing organ donation include low
socio-economic status, poor education, cultural beliefs and the number of
family members present when donation is discussed (Burroughs et al. 1998;
DeJong et al. 1998). A finding associated with ethnic groups and younger
adults is the fear of mutilation and the importance of the body remaining
whole after death (Martinez et al. 2001).

The way that relatives are treated at the time donation is discussed has
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been shown to affect their donation decisions (DeJong et al. 1998; Sque et al.
2003). Norton and Sukraw (1990) suggest that when the facts about organ
and tissue donation are presented at the right time and in the right way,
relatives are helped to make the best choice that is closest to their own values
and beliefs. Limited research (Burroughs et al. 1998) has shown that rather
more donating and non-donating families regret their decisions than was
previously thought. Sque et al. (2003) have shown that relatives who are
comfortable with their decisions about donation may be less likely to have a
complicated bereavement with unresolved grief reactions. Prior to this study,
no longitudinal studies had shown how these regrets affected relatives’
bereavement outcomes, and no information was available about the possible
benefits of decisions with which families remain satisfied.

Positive beliefs and attitudes of nurses have been significantly correlated
with requests and consents for organs. Therefore, success in organ donation
may depend on nurses’ awareness and integration of knowledge about the
donotransplant process. Through their experience, bereaved families become
informal educators about organ donation (Sque 1996). This means that
adequate bereavement support for relatives could positively affect donation
rates. Presently in the UK, the care of donor families is patchy and
incomplete, as there is limited evidence to explain the process of donation
and its outcomes (Sque et al. 2003).

In a three-year longitudinal study of the bereavement experiences of 49
families who had donation discussed with them, Sque et al. (2003) have
expanded the theory of dissonant loss and confirmed that Sque’s (1996)
earlier model of conflict and resolution as the predominant emotional land-
scape for donating families remains relevant. Four main categories were
identified that provide a framework to illustrate the issues that influenced
families’ ability to agree or decline donation, their overall support for organ
donation and their perception of the decision-making process (Sque et al.
2003) (see Figure 24.2). These categories will now be discussed in further
detail.

The first category explicated concerns about the concrete or discursive
knowledge of the deceased’s donation wish. Participants made decisions in
line with the wishes of the deceased where these were known, whether this
was a positive decision or a negative decision. The evidence suggests that
participants who knew the wishes of the deceased did not appear to have to
make a decision, as it was more important to fulfil the wishes of the
deceased as shown by the following quote: ‘It just seems a really odd thing
to do if you know what the person who’s died wants. Why would you want
to do anything different?’ Some participants knew that their relative carried
a donor card or had signed their passport and this was seen as concrete
evidence of their wish to donate (Figure 24.2). When the views of the
deceased were not known, participants recalled the attributes of the donor
(Figure 24.2), the donor’s perceived neutral stance with regard to donation
and the possible benefits to others, all of which influenced their decision.
For example, recycling was a way of life for one family and this extended to
donation.
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The second category concerned the neutral or positive views held by the
family about death and organ and tissue donation. The third category high-
lighted the opportunity for families to give meaning to the death (Figure
24.2). The fourth category concerned events that occurred in the hospital
that were perceived as either positive or negative, an example being the care
given to the donor and the family.

In the case of two non-donating participants, family conflict, communi-
cation with hospital staff and a perceived lack of care of the deceased were
linked with not knowing the deceased’s wishes and led to the decision not to
donate:

We had had the most appalling seven days in hospital while he had
surgery. No one was ever available to talk to us and on one occasion I
saw the sister tell the consultant that we wanted to see him and we saw
him leave the ward. I had to ambush him in the corridor later and he was
just incapable of communicating. I just could not believe that a man in

Figure 24.2 Factors influencing families’ decision making about organ and tissue donation.
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his position could get away with not being able to speak to people. We
never really knew what was going on, in fact I read about the diagnosis
in a textbook and learned more in five minutes than I had learned on the
ward in four days.

One young man, who had surgery, had to return to theatre for a drain to be
inserted after which he suffered brain swelling and brainstem death. When
asked about donation, the family responded to this perceived negative
experience as follows: ‘You have not looked after him so why should he help
anyone else?’ (Figure 24.2).

All the donating participants had concerns about the retrieval oper-
ation. Most had very little knowledge about what would happen (even
participants with medical backgrounds) and how the deceased would look
afterwards. Their reports of their concerns were peppered with words such
as ‘rip’, ‘chop’ and ‘tear out’. One family was very concerned about whether
their relative had felt anything. Very little was known about brainstem test-
ing, how recipients were selected and the time-scales involved. Some partici-
pants did not know that their relative would go to theatre still connected to
the ventilator.

Once the decision was made about donation, participants were encour-
aged to say goodbye to their relative. The majority of participants left the
hospital after saying goodbye before the deceased had gone to the operating
theatre. Spending uninterrupted time with the deceased was important to all
the participants.

But there was plenty of time to say goodbye. They never rushed us or
anything, even though I’m sure they would have, you know, wanted to
get on quicker, they never rushed us or anything like that. You know
they gave us time with P.

The image of the deceased still warm and on ventilatory support made
parting particularly difficult: ‘Even though S was breathing, she was warm
and she was soft to the touch, she clinically was dead at that point. It was
still hard to leave her there on her own.’

Four participants waited to see the deceased after the retrieval operation.
Some found this a positive experience:

Then after the operation I went into the Recovery Room and I just put
his one set of teeth in. And he just looked so peaceful, he had a sort of
smile on his face as if to say you bugger, I’m on me holiday.

But for some it was a negative experience.

It was horrible, it was absolutely horrible. He was white. He had no
colour. It just it didn’t look like M. I mean there he was, had a cover on,
I mean we didn’t see anything that was, but he just looked terrible. By
this time his lips were purple. His colour was terrible. He was frozen, it
was absolutely nothing, which basically he was just a shell, that was
really, really bad.
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The majority of participants choose to see their relative in the Chapel of
Rest or at the undertakers. A minority wanted to remember them as they
were. For those who did see their relative, most were apprehensive about how
they would look, but felt that it would confirm death for them. Some had a
positive experience:

Well I walked in there he was sort of lying on the table or whatever and
he had a very beautiful satin embroidered sheet over him. And then he
had an awful frilly nightdress underneath. I lifted this sheet up so
nobody could see it, I just thought if he could see this he would just turn.
So that made me chuckle but it was horrible because I’d never seen
anybody dead before.

Others did not:

Was just awful it was horrible, it just didn’t look like L, he was laying on
like a table, a high table, and had like a purple robe sort of thing right up
to his neck and he looked yellow and it was horrible.

Sque (1996) proposed that decisions about donation might have con-
sequences that affect the rest of donor relatives’ lives. For instance, even as
time goes by, the effects of the donation were perpetuated in the desire for
continuing information about the recipients (Sque and Payne 1996; Sque
2000; Sque et al. 2003).

The anonymity that surrounds the relationship between donor and
recipient is there, in part, to protect the recipient from the possible searching
behaviour described by Bowlby (1980) and mislocations, where the deceased
is seen as manifest in another person (Bowlby 1980). Donor families did
attribute importance to their relatives ‘living on’, and the continuation of the
donor’s life was mentioned as a reason for donation (Sque 1996, 2000).
Other donor families regarded recipients as their relative’s keeper (Sque
2000). Mislocations could lead to damaging effects both for the bereaved
and the recipient. For example, notions of incarnations of the dead person
could become attached to the recipient. La Spina et al. (1993) showed how
deleterious the collapse of this incarnation could be to donor relatives.
However, our present state of knowledge only allows us to speculate about
the damage or comfort manifest in such thoughts and projections about the
deceased and donor relatives’ relationship with recipients, although Sque
(2000) reported the benefits of donor and recipient families meeting.

Klass et al. (1996) theorized that, generally, bereaved people experience
a strong need for continuation of a relationship with the dead person. It is
possible that the way the relationship with the deceased continues to play a
central role in donor relatives’ lives, manifested in the often sustained yearn-
ing for information about recipients, is because of the attachment they feel
for the part of the donor that ‘lived on’.

Similarly, Walter (1996) views the purpose of grief as a time during
which the survivor constructs a durable biography of the deceased, allowing
the living to integrate the memory of the dead into their ongoing lives. The
process hinges on talking about the dead person and moving on with them in
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a new relationship. Walsh and McGoldrick (1991) share this perspective.
They explain grieving as a transactional process involving the deceased and
the survivors in a shared life cycle, which acknowledges the finality of death
as well as the continuity of life. Walter’s (1996) concept highlights the inter-
personal nature of grief and the importance of social support that Little-
wood (1992), Payne et al. (1999) and Riches and Dawson (2000) view as a
critical buffer to the stress of bereavement. Social support has an ameliora-
tive impact on the intensity of grief symptoms and the ultimate outcome of
bereavement.

Parkes (1993) and Payne et al. (1999) suggest that the best people to
help are those that share the common experience of a certain type of loss,
as only they can provide the support of friends who have some insight
into the experience. Parkes (1993) further suggests that special bereave-
ment services are more effective if they are integrated with the services
provided by members of the caring professions. Collaboration with pro-
fessionals tends to ensure that volunteers receive the expert assistance in
training to be counsellors, while avenues are provided for dealing with
individuals whose problems need professional skills. Could this be the
way donor families found help and social support by writing about their
organ donation and grief experiences to the US National Donor Family
Council, an organization they felt would understand their situation
(Sque 2000)?

Sque (1996) and Sque and Payne (1996) showed that donor families have
two main concerns about donation: the mutilation of the body and the
possible suffering the relative might sustain as a result of the retrieval oper-
ation. It was very important to donor families that retrieval was carried out
with dignity, propriety and with utmost care and gentleness. Donor families
found the knowledge that retrieval was carried out as a proper surgical
procedure reassuring. There was another type of suffering which partici-
pants worried about. They felt that the relative had already suffered so much
– a horrible death and invasive medical procedures. Was it fair to subject
them to further indignities by allowing their organs to be removed? Sque
(2000) and Sque et al. (2003) have shown that follow-up information about
recipients provides donor families with a sense of reassurance about the
continued achievement of the donor to make a positive difference to the life
of the recipient, fostering a sense of wholeness that made the mutilation of
retrieval worthwhile.

Could this also explain the deep regret felt when the desired communica-
tion was not forthcoming from recipients? When these families did not
receive information about the achievements of the donor, they were unable
to know that their gift was appreciated and valued, and did not receive
thanks on behalf of the donor. They could not achieve closure by complet-
ing the biography of the donor and thus were denied the opportunity, as
Klass et al. (1996) and Walter (1996) suggest, of constructing a new relation-
ship, integrating them into their ongoing life. Finally, they were denied the
knowledge that the organ had achieved a human wholeness and safety in
another body.
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Conclusions

In this chapter, we have discussed evidence that underpins the sociocultural
process of organ and tissue donation by drawing on historical perspectives
and explaining the current position in the UK. Focusing on a number of
relevant studies, we have highlighted the particular issues pertinent to dona-
tion in the palliative care setting, discussed families’ experiences and offered
insights into their difficult decisions and their bereavement. Important
aspects of care for palliative nurses to consider include:

• The need for the donation of organs and tissues and the valuable contri-
butions that they can make to the quality of recipients’ lives.

• The need to be aware of their own feelings about cadaveric organ and
tissue donation, as nurses need to be comfortable, knowledgeable and
confident to facilitate this sensitive discussion. Therefore, they may
require additional training and education.

• The need to make the donation discussion part of their care of the dying
and the bereaved, to increase their choices, facilitate their requests and
potentially give them some comfort in their dying or bereavement
through this achievement.

• Initiating a discussion about donation as part of palliative care could
enhance patients’ choice by giving them the opportunity to be involved
in decisions about their own body and thus substantially decrease the
difficulties faced by family members in making a decision following their
death.

• The success of donation discussions, whatever the outcome, has been
shown to depend on good relationships and rapport with patients and
their families.

• The timing of the discussion will need careful assessment of the
individual’s needs and emotional responses to the ongoing situation.

• The appropriate use of visual aids or written information that explains
the positive contribution of donation and the relevant procedure has
been shown to be helpful in facilitating discussions.

As yet, little evidence exists within the palliative care setting of the
potential conflicts and difficulties faced by patients and families who
choose to donate or not to donate and how best to help them to make
choices that are right for them and will not be regretted. Decisions
that may have some benefit to them in their dying or bereavement. The
questions that need to be answered here are: What are the conflicts and
resolutions in the palliative care setting that result in patients and families
choosing to donate or not to donate organs and tissues? How can these
individuals be helped to make decisions that are right for them and will not
be regretted?
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Notes

1 Statistics prepared by UK Transplant Statistical Services, Bristol, from the
National Transplant Database maintained on behalf of the UK transplant
community, April 2003.

2 Personal communication, Dr Armitage, Scientific Director, Bristol Eye Bank,
13 May 2002, at the Third Regional Transplant Symposium, Eastleigh, Hants.

3 Donotransplantation includes organ and tissue donation, retrieval and
transplantation.
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25
The care and support of
bereaved people

Mark Cobb

Introduction: in the company of the bereaved

Being present at the moment of someone’s death is a familiar experience for
many nurses and other health care professionals. Bearing witness to the
consequence of fatal pathological events is an inevitable part of clinical
practice and there are protocols and procedures to guide the necessary prac-
ticalities of dealing with a dead body (Mallett and Dougherty 2000). This
unexceptional biological reality, however, is an incomplete description
because death is more than a clinical punctuation. In the presence of death,
we face the significance of human absence and loss, the deprivation of future
possibilities, and the emptiness of an embodied space once filled with life.
Most immediately, nurses find themselves in the company of the bereaved
wanting to care and console, fearful of making matters worse, and aware
that death imposes a loss that must be lived with.

Most people begin their bereavement in the company of health profes-
sionals and in the unfamiliar environment of health care institutions (Office
for National Statistics 2001). Many of these deaths will occur in acute care
settings of hospitals and be the result of diseases of the circulatory system
and respiratory system as well as neoplasms. Consequently, while informal
and ad hoc bereavement care may exist, largely as a result of the interest
of individual staff, consistent and well-resourced bereavement care is
unlikely to be available because it is not a common feature of most hospitals
beyond the practicalities necessary for the disposal of deceased patients
(Department of Health 1992, 1997; Kissane 2000). In addition, professional
boundaries, the discontinuities between care settings, and the relatively
brief encounters bereaved people often have with health professionals may
contribute to both a neglect and paucity of bereavement care.

It can be argued that bereavement has no part to play in health services
and that nurses have no obligation to offer care to the bereaved beyond
everyday compassion and the human desire to alleviate the suffering. There
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is also the criticism that as medicine provides a dominant framework to
order death (Seale 1998), so bereavement may become subject to an equiva-
lent regulation and expert clinical lore (Walter 1999). But bereavement has
far-reaching consequences for people that can be detrimental to their well-
being and health (Parkes 1998). While people may not choose to die in
health care settings, the current reality means that many bereaved people
have contact with and access to nurses both initially and following the death,
a situation that also exists in the community through primary care teams
and domiciliary services (see Chapter 26). What this suggests is that nurses
should be prepared for their encounters with people who are bereaved and
should understand what role they may have in offering care and support.
This is a position familiar to those working in palliative and hospice care,
but it is an area that has received minimal attention in National Health
Service (NHS) hospitals in the UK. However, a number of public inquiries
have highlighted the need for high-quality services for all bereaved people
and the provision of a professional bereavement service is a recent recom-
mendation for NHS Trusts (Department of Health 2002). In addition,
aspects of bereavement care are also featuring in specific service frameworks
(Department of Health 2001; NHS Executive 2001).

Views of bereavement

Being bereaved is not a career, like teaching or acting. I can see that. But
I wish it were. How much more comfortable if it were a recognised
profession . . . I would like to be engaged in bereavement. An exacting
job but a rewarding one, after the arduous period of preliminary train-
ing. Or even if it isn’t a career there must be some ideal way of doing it.

(Bayley 2002: 213)

This chapter is premised on a palliative care philosophy that encompasses
the bereaved within an overall remit of care that continues beyond a disease
trajectory to encompass those who have to live with the consequences of
death and the experience of bereavement (NCHSPCS 1995). The explor-
ation is based on an understanding of bereavement as a life event that
requires people to revise and renegotiate the world (Parkes 2000). Many of
the expectations, assumptions and meanings by which we navigate our lives
and orientate ourselves can be invalidated as a result of bereavement. It
therefore becomes necessary to relearn the world, not simply to take account
of the absence of the person who has died, but because the death of an
individual can have a pervasive impact upon whom we are and how we live.
This requires attending to more than our internal world and may involve
relearning the physical, temporal, spiritual and social aspects of our world
(Attig 1996).

Relearning implies changing and this can be a creative, positive and
fruitful journey. However, bereavement can also be a challenging or stressful
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transition in that it makes demands upon people beyond their resources as
they attempt to deal with loss and renegotiate a meaningful life without
the deceased. A recent empirically based model suggests that people may
alternate between confronting the reality of loss and attending to the
consequences of loss. This ‘dual process’ model proposes that bereaved
people have to deal with two broad types of stressors – loss-orientated and
restoration-orientated – and it recognizes that this dynamic process may
include beneficial times in which people choose not to face or avoid aspects
of loss (Stroebe and Schut 1999). This theoretical model integrates a range
of existing ideas about bereavement and supports the differences and indi-
viduality that are evident in people’s grieving. It is a model that informs the
broad approach adopted in this chapter and it avoids some of the problem-
atic assumptions, prescriptions and frameworks used by earlier models and
theories (Wortman and Silver 2001)

In offering bereavement care and support we should be aware that we
are guided and influenced not only by theories, but also by our own experi-
ences, training, beliefs, attitudes and assumptions (Saunderson and Ridsdale
1999). In this sense, we have to acknowledge that while we stand in the
company of the bereaved as professionals, we are also living with the losses
characteristic of life, some of which may be the result of death. Nurses need
to develop and maintain a level of self-awareness and self-knowledge about
areas of their own lives that are potential sources of difficulty or conflict in
the context of bereavement. People who are bereaved may become subject to
the needs of nurses who are living out, through either conscious or
unconscious processes, their own bereavement. Equally, nurses may develop
strategies and practices that avoid or minimize the possibility or impact of
caring for the bereaved when painful personal loss is evoked. There is a need,
therefore, for nurses to be aware of the implicit boundaries in which care and
support is offered. At one extreme boundaries become effective barriers and
at another they become shaped by personal interests with a potential for a
betrayal of trust, respect or intimacy that may be considered an abuse of
the practitioner–client relationship (Nursing and Midwifery Council 2002).
For these reasons, nurses should ensure that their practice of bereavement
care and support is the subject of clinical supervision, preceptorship or
mentorship in which it can be safely and honestly explored.

Respecting the diversity of individuals

All people have a finite future and death is an event that will apply to every-
one. Bereavement, as the objective condition resulting from loss, can also be
understood as a ubiquitous category. Standardized in this way people who
are bereaved can be expected to make conventional responses to loss and
react to death in ways that can be reduced to explanatory theories and
models. The logical consequence of this schema is that people who do not fit
the accepted standard models present complications and abnormalities
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requiring interventions to resolve their deviant behaviour. However, the
objectivity of death and bereavement required for their investigation and
conceptualization is a limited and depersonalized perspective. The objective
may appear to provide a vantage point in the care and support of the
bereaved, but it cannot provide an adequate position from which to appreci-
ate the subjective value, meaning and impact of a particular death for the
bereaved person.

In offering care and support to people who are bereaved, we need to take
the fullest possible account of the subjective view. However, if a theoretical
view is necessarily insensitive to any individual, so a focus on the subjective
view may not recognize any external references. People can also share much
in common and their lives are inscribed through their social and cultural
interactions and the contexts in which they live. Therefore, we may consider
that a bereaved person is neither a predetermined abstract category nor a
self-defining identity but an individual facing loss. A person in these circum-
stances will, therefore, draw upon his or her own unique understanding and
experience that is embedded within a wider shared world in which people
die. For these reasons, becoming involved with bereaved people requires of
us a broad understanding of the impact of loss upon personhood that is
sensitive not only to psychological insights but also to other significant
aspects of the person, including history, gender, ethnicity (Field et al. 1997)
and culture (Rees 2001).

Sharing the story

Loss and change are unavoidable aspects of life and, consequently, people
have to negotiate many types of disruptions and dislocations to their worlds
over the years. In this sense, bereavement is a normal situation that people
find themselves in and which most will cope with and go on to reconstruct
and revise their worlds. They do this without any particular professional
intervention but they may often receive support and care from people they
associate with and in whose circles they move. Family and friends, because
of their proximity, can often be well placed to care for someone in their
bereavement, providing accessible practical help as well as understanding
companionship and a sympathetic ear. Such people can also be well placed
to share in the storytelling about the loss and the person who has died. This
narrative process may help people in transition to make some sort of sense
and find meaning in their irreversibly changed world and lives. This human
tendency to tell stories (in spoken and written form) can be both loss-
orientated and restoration-orientated and Neimeyer and Anderson (2001)
outline three types of narratives that seem to operate in accounts of loss:

• External narratives: these are accounts, descriptions and reports of what
has happened. The objective form of these narratives provides ordered
versions of external events from a personal perspective and therefore

Care and support of bereaved people 493



also relate to the storyteller. Descriptions of how the person died,
reporting the actions of individuals and recounting what happened at
the funeral are examples of external narratives.

• Internal narratives: these focus upon the affective responses to the death
as experienced by the narrator or biographer. These self-expressions of
what it feels like to experience the loss are emotion-based narratives and
articulate the internal world of the bereaved person.

• Reflexive narratives: these build upon the primary narratives, recalling
what happened or expressing feelings and provide a secondary narrative
of interpretation and reflection. Exploring the significance of the death,
why it happened and what the death means to the storyteller are
examples of reflexive narratives.

Narratives of loss are ongoing projects and people who are bereaved
may revise and revisit them individually and in association with others.
Health professionals may also share in the stories of the bereaved because
they may be part of the story. A person may need to establish a coherent
account of how someone became ill and died with those who hold records of
such events. A bereaved person may also feel confident in describing their
feelings to someone who they expect might understand how people respond
to loss. In this way, a bereaved person may be checking out their own pos-
ition and seeking validation for their feelings and thoughts. Finally, health
professionals may also be turned to by a bereaved person in reflecting upon
the meaning of the experience in terms of the past, present and future. A
nurse involved in the care of the person who has died (directly or vicari-
ously) may be considered by the bereaved person as someone who
understands the context of loss and who therefore may be able to assist in
conserving what has gone while negotiating what it means to live in the
changed world.

The idea of storytelling can be considered a helpful approach to sup-
porting bereaved people. Most people can tell stories and those who listen
to stories do not require any particular expertise or specialist training, just
the ability and time to listen. Stories can be told in the absence of other
people through the written word and the internet provides a virtual world-
wide space within which to share stories. But we must enter a caveat to this
attractively simple proposition of support because some people will choose
to remain solitary in their grief, a narrative may not be formed in spoken or
written words, and silence may be just as important to someone as dialogue.
If death imposes an absence, then for some people bereavement may not
require anything to be said about it other than what is evident. Storytelling
must not be an imperative to fill the silence. Equally, we must resist the
social convention of making people talk and we should question a profes-
sional convention that automatically refers the inarticulate to counsellors
and therapists. Phillips suggests that the mourning process tends to make
people more self-absorbed as well as in need of other people. However, he
cautions that:
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If grief doesn’t have a shareable story, if there is no convincing account
of what happens to people when someone they know dies, grief will
always be singular and secluding: as close as we can get to a private
experience without it sounding nonsensical. When someone dies some-
thing is communicated to us that we cannot communicate. Hence the
urgency that goes into making death a communal experience . . . The only
taboo, where grief is concerned, is not experiencing it: not feeling it and
performing it appropriately. There are no grief scandals in the way that
there are sex scandals; there are only scandalous absences of grieving.

(Phillips 2000: 257–8)

Follow-up contact and aftercare

Most people do not die suddenly and from diagnosis to death both patients
and carers may receive the support of professionals. Even death resulting
from acute events and undiagnosed conditions can often be accompanied by
a host of people paid to care. However, as noted at the start of this chapter,
many health services come to a halt following a death. The exceptions to this
are usually to be found in specialist services, of which palliative care is a
particular example, and community services which are more likely to have to
deal with long-term consequences of bereavement. What is evident is that
some people who are bereaved experience the ending of what can be inten-
sive support and some may be offered support from new sources and for the
first time.

Health services generally do not have the resources to offer more than a
minimal amount of care and support to the bereaved. What care is offered is
often targeted at those who are considered to be vulnerable to adverse
bereavement outcomes and a risk assessment measure is used to identify
susceptible people (Aranda and Milne 2000; see Chapter 27). However, in
the immediate period following a death, there are many tasks that require
the involvement of the bereaved, principally the funeral, which brings them
to the attention of others and which can establish a transient cluster of
support and people to turn to for help and advice. But within weeks, this
support has usually been withdrawn and bereaved people may experience a
further ending of care.

What may help bereaved people through these significant transitions of
care and supportive company are relatively simple follow-up contacts. These
can take the form of domiciliary visits, telephone calls, letters and cards. The
purpose of these contacts include: the expression of concern into the well-
being of the bereaved; an opportunity for the bereaved to say something of
their current feelings and experiences; the opportunity to raise questions
or concerns either about the death or the bereavement; the provision of
information about sources of bereavement support in the community;
the offer of further follow-up; and a means of ending the involvement of
a service. Follow-up contacts should form part of a systematic approach to
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bereavement by services so that they are coordinated and adequately sup-
ported by staff. A bereavement aftercare programme introduced into one
emergency department aimed to be easily absorbed into existing workloads,
beneficial and unobtrusive as possible to the bereaved, and offering some
continuity with staff present at the time of the person’s death. The follow-up
aspect of this programme involved sending a handwritten sympathy card to
the closest relative and a follow-up phone call at one week (to assess needs)
and at six weeks (which relatives could decline). The hospital received much
positive feedback from those enrolled on the programme who had appreci-
ated that staff cared about them. It was also considered to be a beneficial
process for the staff involved, as it allowed them to demonstrate a more
human side of health care (Williams et al. 2000). In a study of the impact of
a supportive telephone call, the bereaved people contacted mainly perceived
the contact as positive in that it provided them with emotional support
as well as the opportunity to ask questions about the illness and death
(Kaunonen et al. 2000).

Bereavement counselling and therapy

Bereavement results in diverse reactions in people with considerable vari-
ability in the manifestations of grief. Within this spectrum it is recognized
that, for some people, bereavement may affect their health and well-being to
such an extent that there may be a justification for psychological or pharma-
cological interventions. Prolonged or extreme reactions to bereavement may
be considered abnormal or complicated and diagnostic criteria have been
proposed for bereavement-related pathologies and disorders (Horowitz et al.
1997). Historically, links have been made between bereavement phenomena
and the psychological and somatic symptoms associated with syndromes
such as depression and anxiety. However, more recent studies have cautioned
against oversimplification and Middleton et al. (1997) have concluded that
‘[t]he bereaved can experience considerable pain and yet be coping adap-
tively, and they can fulfil many depressive criteria yet at the same time be
experiencing phenomena that are not depressive in nature’ (p. 451).

People may be identified before a death has occurred as being in a high-
risk category in terms of developing morbidities and disorders post-
bereavement (see Chapter 27). Screening for adverse outcomes may result in
referrals to professionals who offer medical or psychological interventions.
However, it may be much later after the death that a bereaved person feels
that they are in difficulty or that they present to a health professional with
symptoms of complicated grief. A common source of help for these people is
counselling, which may be available through general practitioners (GPs), vol-
untary agencies and private practices in the UK. A review of counselling in
primary care in England concluded that current evidence suggests it is useful
in the short-term treatment of mild to moderate mental health problems, but
that in the long term (8–12 months) outcomes between counselling and
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usual GP care cannot be differentiated (NHS Centre for Reviews and Dis-
semination 2001). In another systematic review of studies of interventions
for complicated grief, results were mostly positive and lasting, but the effects
were modest (Schut et al. 2001). Finally, it should be acknowledged that
individuals, as a result of a bereavement experience, may wish to take time to
review and explore aspects of their lives to understand themselves better. A
self-referral, for example to a psychotherapist, can be a creative response
towards difficulties encountered in bereavement and it can be considered as a
way of sharing stories about an individual’s life that is both interesting and
helpful.

Support and care beyond health professionals

I have considered some of the general ways in which those who care for the
dying may also care for the bereaved. There are some unique benefits that
may be associated with professionals who become involved with people
prior to death being able to offer some support to them in their bereavement.
However, most people leave behind care settings, or services withdraw, and
they face their bereavement not in the company of professionals but in the
context of family, friends and the social networks provided in places of
work, residence and the communities with which they associate. Health pro-
fessionals need to be aware of the resources of support and care that may be
available to bereaved people once they have returned to the places in which
their lives continue.

Formal (paid) care of the bereaved may be provided through social care
workers, including professionally qualified social workers. Bereavement can
be a significant aspect of social care services either because service users have
experienced loss in this way or there is need for social care input as a result
of a death (Currer 2001). However, much of the support available to
bereaved people comes from voluntary and non-statutory organizations.
One of the most well-known voluntary community services in the UK is
provided by the national charity Cruse Bereavement Care,1 which offers
support through a network of over 170 branches and 6000 trained volun-
teers. Cruse offers free information and advice to anyone who has been
affected by a death; provides support and counselling one to one and in
groups; offers education, support, information and publications to anyone
supporting bereaved people; and increases public awareness of the needs of
bereaved people through campaigning and information services.

Many national and local bereavement care resources have been estab-
lished to meet the needs of specific groups. Winston’s Wish2 is a charity
offering support throughout the UK to bereaved children and young people
through a national telephone helpline, practical resources and publications,
and training and consultancy services for those working with bereaved fam-
ilies and those wishing to set up a grief support service in their own area.
More information about childhood bereavement services can be found in
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Chapter 29. Another example is The Way Foundation,3 which provides a
self-help social and support network to people bereaved under the age of 50
and their children.

Bereaved people frequently come into contact with religious and cul-
tural communities for the practical reason of arranging a funeral. These
communities provide rituals, ceremonies and customs around death but
many also offer some form of bereavement support. In Judaism, for
example, the first seven days of intense mourning (Shiva) is a period in which
the bereaved are exempt from the requirements of daily life and the Jewish
community demonstrates practical care and condolence in the provision of
meals (Rees 2001). In addition, there are Jewish support networks and coun-
selling services. Christian churches, whose ministers conduct the majority of
funerals, provide pastoral care to bereaved people and there are church-
based bereavement visiting schemes offering community support through
trained volunteers (Billings 2002).

Finally, the virtual community of the internet provides access for many
people to a wealth of information and advice to help them in their bereave-
ment as well as a route to obtain personal support. The style, quality and up-
to-date nature of the contents varies widely (see Chapter 34). There are sites
provided by statutory agencies such as the UK government’s own online
website,4 which contains a section on death and bereavement. In contrast,
there are sites developed from personal experiences that many people will
find helpful. ifishoulddie.co.uk5 was created following the death of the
author’s father. The site provides much practical information, including
details about the legal requirements following a death, organizing a funeral
and a section on understanding and coping with grief. Merrywidow.me6 is a
web-published guide for bereaved women needing clear practical advice
based upon the author’s experience following the death of her husband at
the age of 37.

Conclusions

This chapter has brought together two major themes. The first derives from
the fact that people die in health care services and that therefore these
services have a responsibility for providing care and support to people who
are bereaved. The second is derived from the changing views of scholars and
clinicians who recognize that, in response to the death of someone signifi-
cant to them, a bereaved person becomes involved in a dynamic process of
relearning a changed world and reconstructing meaning in order to live with
the experience of loss. Together these themes suggest a creative and chal-
lenging agenda for nursing and its important contribution to the care and
support of bereaved people in terms of training, practice, service develop-
ment and research. If most people begin their bereavement in the company
of nurses, then nurses are uniquely placed in relationship to the care of
bereaved people and the contexts in which death occurs.
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Storytelling can play an important role in the lives of bereaved people in
their search to ‘make sense’ of what has happened and to assimilate their
experience of loss into their life story. The challenge is that, ‘[l]ike a novel
that loses a central character in the middle chapters, the life story disrupted
by loss must be reorganized, rewritten, to find a new strand of continuity
that bridges the past with the future in an intelligible fashion’ (Neimeyer
2000: 263). The biographical nature of this narrative indicates each person’s
unique and varied response to bereavement. Storytelling reminds us that
bereavement has a social context and involves other people. By implication,
an important question for nurses concerns what narratives inform their
understanding of bereavement and the care they offer bereaved people.
Equally, we need to pay attention to whose language prevails: the person
facing loss or the nurse who frames bereavement with professional and
personal meanings?

Whatever the particular interests and skills of individual nurses, profes-
sional and service boundaries can impose their own disruption and dis-
continuity upon bereaved people. People who are bereaved can therefore find
themselves estranged from both the context in which death has taken place
and those professionals who they may expect to understand what it is that
they are experiencing. Follow-up programmes, even of a basic form, that
have been well thought through and properly organized may offer an
important element of continuity to bereaved people. However, it is also
important that nurses should be actively aware of the resources available in
the community to support bereaved people and be able to access relevant
advice and information. None of this is to suggest that the care and support
of bereaved people is a responsibility that nurses alone should be expected to
bear, but neither is it one that they should neglect.

Notes

1 See Cruse website (http://www.crusebereavementcare.org.uk).
2 See Winston’s Wish website (http://www.winstonswish.org.uk).
3 See Way Foundation website (http://wayfoundation.org.uk).
4 See the UK government’s own website (http://www.ukoline.gov.uk).
5 See If I Should Die website (http://www.ifishouldie.co.uk).
6 See Merrywidow website (http://www.merrywidow.me.uk/).
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26
Bereavement support
The perspective of community nurses

Jon Birtwistle

In the UK, a typical general practice with a patient list of 8000 will have
around 80 patient deaths per year. Although an estimated 75 per cent of
people die in an institution (i.e. hospital, hospice or nursing home), general
practitioners (family doctors) and community nurses frequently care for
patients with terminal illness in their homes and carry out bereavement visits
to families of patients they have cared for. In a survey of community nurses
in the UK, Hatcliffe et al. (1996) reported that 69 per cent had cared for
between one and ten patients dying from cancer or AIDS in the past year.
However, there is a paucity of published literature about the practice of
community nurses in bereavement support. Most published literature is
aimed at informing nurses about the theoretical aspects of bereavement, or
provide descriptions about dealing with bereaved people. Other research has
addressed bereavement issues from the hospital perspective (e.g. bereave-
ment on the ward or within the accident and emergency department) or from
specialist areas such as obstetrics or paediatric medicine.

In recent years, the professional role and responsibility of nursing has
been expanded and the skill base extended. In the UK, the community nurse
is one of the key providers of palliative care (Audit Commission 1999) and
in a recent editorial Payne (2001) suggested that bereavement support had
become a fundamental aspect of palliative care. At present in the UK, many
community nurses carry out bereavement follow-up visits and some provide
bereavement counselling or other bereavement services. Some have sug-
gested that when community nurses have provided palliative care in the
community they are ideally placed to offer bereavement care as they are
multiskilled, in the right place (patient’s home) and there at the right time
(time of death) (Koodiaroff 1999). Furthermore, some suggest that they also
have a key role in assessing the needs of the bereaved person, detecting any
abnormal pathological grief, helping the individual with the pain of grief,
and offering advice, support and information (Costello 1995; Monroe and
Smith 1997). However, little is known about the extent of community nurses’
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involvement in bereavement support, or their level of training, skills or
knowledge of bereavement.

In this chapter, I examine some of these issues. I start by defining the
roles of community nurses and district nurses from the UK perspective. I
provide evidence for the impact of bereavement on health and discuss the
practical implications for community nurses. I also explore practical and
professional issues that may affect the support that community nurses pro-
vide to bereaved people. I draw upon evidence from a recently published self-
completed postal questionnaire of community nurses in the central southern
coastal area of Britain, which focused on community nurses’ current practice
and perceived roles in supporting bereaved people (Birtwistle et al. 2002).

The community nurse in the UK

In its broadest sense, a community nurse within the UK can be described as
any nurse who works with patients in the community and outside medical
institutions. These include the community mental health nurses, community
learning disability nurses, community midwives, school nurses, health vis-
itors, practice nurses, district nurses, occupational health nurses and special-
ist nurses, such as Macmillan nurses, paediatric district nurses, diabetic
nurses, asthma and stoma care nurses.

Recently in the UK, the title of district nurse and community nurse has
become synonymous, although at present to use the title of district nurse
requires the nurse to hold a mandatory post-registration qualification specif-
ically in district nursing. However, this is not a nursing registration as defined
by the UK’s Nursing and Midwifery Council. Typically, a district nurse is a
senior nurse who leads a team of nurses including other district nurses,
community staff nurses and unqualified ‘auxiliary’ or support staff. The
district nurse forms part of the core primary health care team, which is
comprised of general practitioners (GPs), practice nurses, district nurses,
health visitors, practice managers and administrative staff. For the purpose
of this chapter, the district nurse and qualified members of the team (e.g.
community staff nurse) will be treated as one entity and for simplification
the term community nurse will be used.

Although any community nurse may deal with a death or bereavement
as part of their professional role, they differ in the types of death
encountered and the frequency of dealing with death and bereavement. For
example, community mental health nurses may deal with a disproportion-
ately higher number of client suicides and the subsequent family bereave-
ments compared with other community nurses. Within the UK, health
visitors tend to deal with deaths in children and young people and bereaved
parents, while community nurses deal with older clients. However, this is not
always the case, as there are specialized areas within district nursing such as
paediatric district nurses who may deal with terminally ill children and in
some general practices health visitors specialize in the care of older people.
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Fortunately, the reduction in infant mortality over the last century has
meant that although the death of a baby or child is a very traumatic event, it
is now relatively rare. With the reduction of infant mortality, the main
bereavement (following that of parents and grandparents) is the loss of a
spouse or partner, which affects women to a greater extent than men.

The importance of communication skills

Dealing with patients on a daily basis in a variety of situations requires that
all nurses develop effective communication skills. However, when patients
are in their own home, it is different to dealing with them on a hospital ward.
There is a subtle shift in control and power as the nurse is a guest within the
home of the patient, rather than the patient being ‘admitted’ onto the ward.
Dealing with bereaved people requires effective communication and
empathic listening skills.

Evidence suggests that health professionals are sometimes poor com-
municators (Audit Commission 1993). Many cancer patients and carers sug-
gest that health care professionals should receive better communication skills
training (National Cancer Alliance 1996). There is inadequate training in
how to communicate with terminally ill patients or bereaved people, which
may reflect a lack of priority in health care, or alternatively, the difficulty of
teaching such a sensitive subject (Field and Kitson 1986; Faulkner 1992;
Jeffrey 1994, Lloyd-Williams and Lloyd-Williams 1996). Breaking bad news
and dealing with bereaved people can be a particularly stressful event and it is
important that nurses develop the appropriate skills in dealing with this.
Occasionally, a community nurse may be present at the death or the patient
may already be dead when the nurse arrives. Although death is usually
expected in palliative care, those present may still feel shocked by the news.
Being informed about the death of someone close may be so overwhelming
that it can result in a state of shock, which can in some people cause cardiac
changes that can increase the risk of sudden cardiac death. Brandspiegel et
al. (1998) described a 70-year-old woman who was being monitored in hos-
pital with an electrocardiograph machine. Upon hearing of her husband’s
death, she showed acute cardiac arrhythmias and a subsequent blood analy-
sis found elevated cardiac enzymes. The shock could have killed her. In
addition, the recipient can occasionally react to the news in unexpected
ways, with outbursts of anger that can be distressing for all concerned.

The pragmatics of death in the community

The death of a person is a major event, which can cause great emotional
distress and social upheaval for those who are bereaved. However, many
people have never dealt with the death of someone they are close to and are
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unsure about what to do. There are the immediate practical problems, which
can raise some difficult questions. For example, who to call for help – the
doctor, the community nurse, the police, the undertaker? There are also
several questions which may be asked depending on culture and religious
beliefs, such as when and why a postmortem would be required, who has
‘legal ownership’ of the body, when the family will be allowed to have the
deceased prepared for a wake and who has responsibility for removal of the
body? For some people even expected deaths can be a shock, while for others
it may sometimes be a happy release. In either case, following a death there
are a number of practical legal issues to sort out, such as arranging a
funeral, deciding on a burial or cremation, registering the death, obtaining a
death certificate and sorting out legal and financial matters. Following an
expected death at home, the GP or community nurse is usually the first
health professional to arrive on the scene. If that happens, they may be
involved in the practical aspect of dealing with the death and offering
immediate support to the family.

The role of the community nurse in bereavement support

If bereavement is to be expected and grief is a normal reaction to bereave-
ment, what is the role, if any, of the community nurse in supporting bereaved
people who, in essence, are not ill? Although bereaved people may have
an increased risk of health problems, unless they actually have a medi-
cal condition they are not technically ill and one must question whether
‘uncomplicated’ bereavement should be viewed as a ‘medical’ problem,
requiring community nurse input. Prior to death, the family/partner/carer of
the patient may build up a strong relationship with the community nurse,
but following the patient’s death bereaved people are not part of the com-
munity nurse patient caseload. The professional relationship between
bereaved people and the community nurse will therefore change from the
time of death.

The bereavement visit

The death of a patient does not necessarily mean the end of community
nurse involvement (Baly et al. 1987). It is usual for the community nurse to
visit at least once following the death to offer condolences and to arrange for
the collection of any medical equipment (e.g. infusion pumps), which may
be required by other patients. Occasionally, the GP or other members of the
primary health care team may also visit, to assess how the person is coping
following their loss.

The increased health risks following bereavement have led some GPs
to advocate a proactive bereavement protocol for the primary care team
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(Charlton and Dolman 1995). However, others have questioned the advis-
ability of adopting such protocols unreservedly, without evidence that
active follow-up in primary care improves outcomes (Woof and Carter
1995). General practitioners are sometimes unsure about how to approach
their bereaved patients. A survey of GPs to ascertain their bereavement
support and practice activity following patient deaths found responders
were equally divided over whether bereavement support should be proactive
or reactive. One of the reasons for not following up bereaved relatives
proactively was a concern not to ‘over-medicalize’ grief (Harris and
Kendrick 1998).

There are no published guidelines for bereavement support within pri-
mary care. General practitioners who keep a death register and/or who have
a special interest in palliative care are more likely to offer routine bereave-
ment support (Harris and Kendrick 1998). Some bereaved people see
bereavement support as an important role of the GP (Main 2000). Some
community nurses offer long-term bereavement support, although this
varies by nursing team and is influenced by several factors, including the
personal views of the nurse, the presence of community nurse involvement
prior to the death, the amount of available time, the nurse’s interest
and knowledge of bereavement, and their training and experience of
bereavement support.

Birtwistle et al. (2002) carried out a survey of a representative sample of
district nurses to ascertain their current practice and perceived role in sup-
porting bereaved people and to identify factors that influence their practice.
A self-completed postal questionnaire was distributed anonymously to 522
district nurses in the central southern coastal area of Britain. The response
rate was 62 per cent.

A number of factors appear to be associated with whether a com-
munity nurse is likely to follow up a bereaved person with a series of visits.
Birtwistle et al. (2002) used logistic regression to assess which factors best
predicted post-bereavement follow-up visits. Essentially, logistic regression
is a statistical method used to select factors that predict one of two pos-
sible outcomes (e.g. death or survival, pass or fail). In this example, the
two possible outcomes for the nurses were that they always or frequently
did post-bereavement visits or occasionally or never did bereavement visits.
Three factors were independently associated with an increased likelihood
of visiting: the location of the community nurse’s place of employment
(based on the geographical boundaries or ‘districts’ of employment), the
age of the nurse and academic qualification of the nurse. The older the
nurse, the more likely they were to do follow-up visits, as were those
with better academic qualifications such as a degree or diploma. Certain
general practices were associated with an increased likelihood of visiting,
which probably reflects the culture of the nursing team and the general
practice ethos regarding bereavement support. There may also be
influences from local hospices that sometimes have close links with the
community nurses and GPs in their locality and provide training to
community nurses.
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Lack of guidelines or protocols means that there is much variation in
the structure of bereavement support, both in terms of the content of the
bereavement visit and the timing of bereavement visits. In the survey by
Birtwistle et al. (2002), the length of time community nurses remained in
contact with bereaved people ranged from 2 weeks to over 12 months. Some
reported a specific structure with visits at particular times, such as immedi-
ately after the death, after the funeral and then at 3, 6 and 12 months
(the anniversary of the death). The timing of these visits revolved around
the funeral and the availability of family support afterwards. However, the
majority of respondents suggested that post-bereavement contacts should
not be prescriptive but tailored to individuals’ needs and circumstances.
There is little evidence that bereavement visits are counselling sessions per se;
most appeared to be an opportunity for the person to ‘chat about the
deceased’ with the nurse over a cup of tea.

Not all aspects of bereavement support have been welcomed and the
professionalization and medicalization of bereavement is a contentious
issue. Walter (1999) has suggested that as society becomes increasingly secu-
larized, bereaved people who once turned to their families, community and
religious advisors for support are turning to health professionals, which has
important implications for the primary care services.

Community nurse involvement prior to death

Community nurses are frequently involved in the care of patients immedi-
ately prior to death and could therefore provide support to bereaved rela-
tives. Previous contact and knowledge of patients and their families appears
to be a key factor in deciding whether nurses carry out bereavement visits. In
the survey by Birtwistle et al. (2002), 95 per cent of responders believed their
role should involve visiting bereaved relatives and carers of patients they had
nursed, but only 19 per cent believed they should visit bereaved people when
the deceased was not their patient (43 per cent of community nurses were
uncertain whether a visit should be made and 38 per cent felt that no visit
should be made). This probably reflects difficulties due to the lack of an
established prior relationship and the unpleasant prospect of visiting a
complete stranger to discuss aspects of their recent loss.

There are many deaths where there has been no prior contact with com-
munity nursing services. These include sudden deaths, deaths in hospital and
hospices. Occasionally following a bereavement visit from the GP, the com-
munity nurse may be asked to visit to ‘keep an eye on’ their patient, particu-
larly if they are old and vulnerable. In addition, the author is aware of at
least one general practice where there is a coordinated bereavement service
run by the senior nurse who contacts any bereaved patient belonging to the
practice, irrespective of prior community nurse involvement, to offer con-
dolences and support. However, this is not widespread and at present there is
no evidence to indicate if this is the best practice.
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Is bereavement visiting a good use of community
nursing resources?

There is some evidence from the UK that GP consultations may increase
following bereavement (Parkes 1964, Tudiver et al. 1995; Charlton et al.
2001). Any increase in GP consultation following bereavement has cost and
resource implications for primary care services. Evidence presented by
Parkes (1964) suggests that older widows are more likely to consult GPs with
physical health problems, while younger widows are more likely to consult
with mental health problems. At present, there has been scant research
within primary care into possible interventions to identify and reduce post-
bereavement consultation (see Chapter 28 regarding bereavement support
provided by palliative care services). A Canadian study by Tudiver et al.
(1995) compared newly bereaved widowers attending a 9-week intervention
(focusing on mutual peer group support and health promotion) with those
who remained on a waiting list for support. Following the intervention, there
was a significant reduction in the number of consultations with the family
doctor compared with the non-intervention (waiting list) control group,
suggesting that a mutual support programme with newly bereaved men may
help to reduce the overall use of primary health care resources.

Any discussion of increased primary care interventions is likely to be
resisted by the medical profession, which is understaffed and hard pressed to
cope with current health care demands. In February 2002, the British Med-
ical Association (BMA) published a discussion document in which they
proposed a model of health care designed to overcome the shortages of GPs.
In this document, they suggest that community nurses should have an
expanded clinical role, involving them undertaking a wider range of inter-
ventions. The practical implications of the BMA proposal would involve a
radical change to the boundaries of the nursing role. Bereavement support
may be one area of nurses’ skills base that needs to be expanded, to reduce
the increased use of health care services after bereavement and to identify
people with bereavement-related physical and mental health problems. At
present, it is unclear what effect, if any, there is from community nurse led
bereavement support.

Community services are under a great deal of pressure and any expan-
sion or extension of the community nurse role potentially adds to that pres-
sure. A report from the Audit Commission (1999) outlined a number of
problems faced by the district nursing services in the UK. Two-thirds of
primary care trusts reported a fall in the number of qualified district nurses,
one in ten district nurses were above the age of retirement and the numbers
entering training have shrunk by one-third since 1990. Overall, this has
reduced the capacity of the service. Added to this has been the increased
demand on the service from an increasing older population, of whom 50 per
cent over 85 years see a district nurse, and an increase in early hospital
discharge with specialist care (e.g. palliative care), which is increasingly
being carried out within the home (Audit Commission 1999).
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How interested and informed are community nurses
about bereavement?

In the survey by Birtwistle et al. (2002), 69 per cent of respondents expressed
an interest in bereavement and 80 per cent an interest in palliative care, with
67 per cent expressing interest in both. One interesting finding was that
12 per cent of respondents expressed an interest in palliative care but not
bereavement support. This reflects the way that some community nurses
compartmentalize these aspects of care. Most current training in palliative
care recommends that bereavement support is part of the continued care and
support of the family and these findings have important implications for the
education and training of nurses as undergraduates and postgraduates.

Eighty-nine per cent of nurses in the survey reported their main edu-
cation about bereavement came from experiential learning ‘on the job’,
82 per cent reported they gained it from reading the nursing literature, and
75 per cent reported they had gained it from post-registration training.
However, only 25 per cent reported their undergraduate training as a source
of bereavement education. Less than half felt they had received sufficient
training in dealing with newly bereaved people, which raises questions
whether nurses have sufficient knowledge, appropriate training or the
necessary skills to offer bereavement support.

What can community nurses do to support bereaved people?

In practice, there is wide variation in the bereavement support provided by
nurses and few community nurse teams provide an actual bereavement ser-
vice. Much current practice could be described as unstructured, for example
the ‘cup of tea and a chat’ approach. However, the lack of research to
indicate a positive impact on bereavement outcomes does not in itself con-
demn bereavement support. There is much that a nurse can offer a bereaved
person, including the comfort of just being there to listen. They can also
offer practical support, such as the provision of information about grief and
bereavement. In addition, being skilled in the assessment of patients’ health
and social needs they may be best placed to assess and identify risk factors
and refer to specialist services.

Just ‘being there’

Anecdotal evidence suggests that an important role of the GP and com-
munity nurses is often simply to ‘be there’ and listen to the bereaved person
and to recognize grief as a painful but normal process. Making contact with
the bereaved person can be appreciated and remembered. Sometimes the
nurse has cared for the deceased patient over a long period of time, some-
times years, and may have developed a close relationship with both the
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patient and their family. Community nurses provide much practical and
emotional support to the family and can become like one of the family.
However, there is a downside to this close relationship both for the nurses
and their relatives. Occasionally, nurses may develop a close relationship that
is beyond the boundaries of their professional status, developing into
‘friendship’. Lyttle (2001) reported that bereaved people referred to their
community nurse as a ‘friend’ or person with whom they had a special
relationship. This raises a number of professional and personal boundary
issues that need to be explored.

The nurse must deal with the emotional context of the situation, since
the ‘demand for friendship’ and role ambiguities are major stressors for
community nurses involved in palliative care (Wilkes et al. 1998). In such
circumstances, long-term follow-up visits to bereaved people may reflect the
needs of the nurse in addition to that of the bereaved person. Structured
visits, peer support, debriefing, quality clinical supervision and access to
counselling may be ways of reducing stress in community nurses by
maintaining role boundaries and a sense of professionalism (see Chapter 32).

When the patient dies, the family are at a vulnerable stage and there is a
potential risk of bereaved people becoming dependent on the nurse. Some
feel a sense of loneliness and loss when this support network is removed. The
ending of that relationship with the community nurse can also be perceived
as another loss, a ‘double bereavement’, to those already vulnerable or
lonely. That is particularly so when the bereaved person is older with a poor
social and family network.

For bereaved adults, having friends or neighbours to turn to seems to be
a protective factor against emotional problems such as depression, loneli-
ness and worry. When social isolation is the main problem, the community
nurse may be able to refer to social services and provide information about
local groups (e.g. lunch clubs, community centres, charities) that may
provide social support to the bereaved person.

Provision of information

One of the roles of the community nurse is to promote health (Baly et al.
1987), which includes the provision of information about health problems
and services available. However, the results of the survey by Birtwistle et al.
(2002) do not support this in practice, as 44 per cent of nurses indicated that
no information was provided to bereaved people about the emotional impact
of grief and 11 per cent did not know. However, community nurses were
slightly better at providing information on the practical aspects of bereave-
ment (53 per cent) and services available (64 per cent), but about 25 per cent
were unaware of the availability of written information. There are currently
several useful publications aimed at informing bereaved people and com-
munity nurses alike, including What to Do After a Death in England and
Wales (Department of Social Security 2000) and various publications from
organizations such as the Royal College of Psychiatrists and charities such
as Cruse and Help the Aged.
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Assessment of health risks

There is some evidence that bereaved carers of cancer patients who die at
home may experience higher psychological distress than carers of patients
who die elsewhere (Addington-Hall and Karlsem 2000). Community nurses
could potentially play a key role in assessing the needs of the bereaved
person, helping them with the pain of grief, offering advice, support and
information (Costello 1995; Monroe and Smith 1997) and helping to pre-
vent any breakdown in health. Community nurses may be well placed to
assess for potential health problems during bereavement visits and to refer
at-risk people to more specialized services (Baly et al. 1987; Costello
1995). In addition, an assessment of risk in vulnerable bereaved people
should be seen as an essential aspect of professional practice (see Chapters
27 and 29).

The UK Nursing and Midwifery Council (2002) code of professional
conduct for nurses states that a registered nurse or midwife must:

• protect and support the health of individual patients and clients; and

• protect and support the health of the wider community.

As with any major stressor, bereaved people may experience a general
deterioration in health or an exacerbation of symptoms following bereave-
ment. Typical non-specific physical symptoms including fatigue, insomnia,
aches and pains (e.g. headaches, musculoskeletal), tightness in the chest and
throat, loss of appetite, weight loss, gastrointestinal symptoms (e.g. nausea,
vomiting, indigestion, constipation, diarrhoea) and an increased incidence
of infections (e.g. colds and sore throats). A consistent finding from
bereavement research has been the significant association between bereave-
ment and an increased risk of mortality from cardiovascular disease, suicide
and alcohol-related diseases.

Cardiovascular disease

In general, most studies of bereavement have found an excess mortality from
cardiovascular disease (Mellstrom et al. 1982; Mergenhagen et al. 1985;
Jones 1987). The concept of the death from a ‘broken heart’ has influenced
both romantic fiction and entered into the realms of research. The latter
mainly as a result of Parkes et al. (1969), whose paper entitled ‘Broken heart’
followed up the work of Young et al. (1963) on widowhood, and reported an
increase risk of death from arteriosclerotic and degenerative heart disease. A
recent prospective study by the West of Scotland Coronary Prevention
Study Group (Shepherd et al. 1997) found widowhood to be a predictor of
their primary endpoint of ‘definite coronary heart disease death or nonfatal
myocardial infarction’. The risk of this was over one and a half times greater
in those who were widowed.

It is not uncommon for bereaved people to develop symptoms or even
mannerisms of the deceased, such as a widow complaining of chest pain
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after her husband has died from a heart attack. From the community nurse
perspective, it is important to differentiate the physical aspects of grief from
serious or even life-threatening conditions, which may be overlooked. It is
important to treat any complaint of poor health as a potential medical
problem unless investigations have found otherwise. Bereavement per se
does not exempt people from dying from the same conditions as the
deceased patient and should not always be put down to the symptoms of
grief or anxiety. It is useful to remember that spouses shared the same living
environment and often had similar lifestyles, which may have exposed them
to the same environmental risk factors that could be linked to a disease. In
most cases, the community nurse will have been involved with the care of
the deceased and through the relationship have built up a general know-
ledge of the health and social needs of the family. While the nurse is visiting
it may be appropriate to offer a quick assessment of the bereaved person’s
physical health including vital signs (e.g. blood pressure, pulse, respiration)
and some tactful enquiries about current medication and medical history
may help in deciding whether it may be worthwhile asking the doctor to
call round.

Pearce (1996), who carried out a series of interviews with GPs and
bereaved people in the UK, provides a useful reminder to be vigilant for
medical symptoms that may be overlooked as a ‘psychosomatic’ grief reac-
tion. In one case, a widow whose husband had recently died from a gastro-
intestinal cancer went to see her GP complaining of bowel disturbance. In
addition, she had also developed a ‘nervous sniff’ which her husband always
had. Both could have been assessed as psychosomatic. However, the GP
correctly referred her to a specialist for the bowel problems, which was
diagnosed as cancer requiring major bowel surgery.

Assessment of mental health problems

The expression of grief is complex and varies greatly between cultures and
between individuals within the same culture, so it is difficult to define ‘nor-
mal’ grief. The work of Bowlby (1980) and Parkes (1971) among others has
been particularly influential in determining how grief is conceptualized
within Western culture, and their ideas have been central to the development
of models that include stages or phases of grief, through which the bereaved
person is thought to move as they adapt to their loss. Although there are a
number of different phase models of grief, they all share similar perspec-
tives. Bowlby (1980) describes typical grief as having four main stages:
numbness, yearning, despair and recovery. Such psychological responses are
not usually perceived as clinical problems unless they are ‘abnormal’ or
‘complicated’ in some way, for example being excessive (unable to function
normally) or prolonged (more than 6 months). In fact, in Western culture
the absence of grief is seen as abnormal.

The main mental health problems that community nurses are likely to
find in bereaved people are depression, anxiety and substance abuse, particu-
larly alcohol and occasionally sedatives (e.g. benzodiazepines). Very rarely
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there are also individuals who are at an increased risk of suicide. The GP
and/or the mental health specialists and not the community nurse usually
carry out assessments of mental health problems. Many community nurses
do not feel competent to assess, although they may be able to identify the
general signs and risk factors associated with mental health problems. Most
bereaved people experience low mood for several months following their
loss, although most are able to cope and the symptoms do not develop into
full-blown depression or anxiety disorders.

The results of the survey by Birtwistle et al. (2002) suggest that com-
munity nurses do assess bereaved people during their post-bereavement
visits, although the depth and objectivity of the assessment remains unclear.
Few, if any, use an assessment tool, and the assessment tends to be based on
‘gut feelings’ and intuition. Prior knowledge of the family can help the
community nurse assess changes in behaviour following the death and to
refer to the GP or the community psychiatric nurse for a more in-depth
assessment. Risk factors for a poor outcome are discussed in Chapter 27.
However, one of the key risk factors for mental health problems following
bereavement is a current or previous mental health problem.

Depression

Depression is a psychiatric condition and bereavement does not automatic-
ally result in depression. However, those who are widowed or divorced have
a greater risk of depression than those who are married or single (Beb-
bington 1987), and the risk of developing an affective (mood) disorder is
greater in widowed men (van Grootheest et al. 1999). Symptoms of anxiety
and depression generally peak during the first 6 months of bereavement and
improve afterwards, with most people being comparable to their pre-
bereavement state after the first year. Zisook and Shuchter (1991) compared
the frequency of depressive syndromes among those who had lost their
spouse and those who had not. In those who were bereaved, the percentage
that met the criteria for a depressive episode was 24 per cent at 2 months,
23 per cent at 7 months and 16 per cent at 13 months. In comparison, the
prevalence in a group of married people was 4 per cent. Factors that pre-
dicted depression were younger age, a past history of major depression and
still grieving 2 months after the loss (see Chapter 14).

Anxiety

No one ever told me that grief felt so much like fear. I am not afraid, but
the sensation is like being afraid. The same fluttering in the stomach, the
same restlessness, the yawning. I keep on swallowing.

(Lewis 1961: 5)

Parkes (1998) suggests that anxiety is the most common response to
bereavement. Jacobs et al. (1990) found the risk of panic disorder and gener-
alized anxiety disorder in the second 6 months of bereavment to be about
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double that rate in the first 6 months of bereavement. The main predictor of
panic disorder was a past history of panic disorder, while the predictors
of generalized anxiety disorder were younger age, past history of anxiety
disorders and past history of depression. There were also associations
with depression and 56 per cent who had anxiety disorder also reported a
depressive syndrome.

Community nurses may care for bereaved people who have developed a
fear of going out of the house, a possible indication of agoraphobia. This
may not be identified unless the nurse asks the bereaved person about their
social contact. However, there are effective pharmacological and psycho-
logical therapies for these anxiety disorders, which could be explored with
the bereaved person and the GP. Community nurses may occasionally care
for bereaved patients with post-traumatic stress disorder, who require post-
hospital treatment following a major accident in which there was a death.
However, this will be relatively rare. A diagnosis of post-traumatic stress
disorder requires that a person experiences or witnesses a traumatic event
(e.g. a major accident or physical assault). The three main symptom clusters
are: intrusive recollections (thoughts, nightmares, flashbacks); avoidant
behaviour, numbing of emotions and hyperarousal (increased anxiety and
irritability, insomnia, poor concentration); and hypervigilence (being con-
stantly on edge). People with post-traumatic stress disorder require support
from a mental health specialist and it would be fruitful for any community
nurse dealing with bereaved people suffering from this condition to liaise
with those services.

Alcohol, nicotine and substance misuse

In a study of 68 widows in Harvard, Massachusetts, Glick et al. (1974),
found they consumed more tranquillizers, alcohol and tobacco following
their loss. Bereaved people who previously drank alcohol and or smoked
sometimes increased their consumption as a means of ‘self-medication’, to
help them cope with the grief. The negative impact on health from smoking
is well documented and the community nurse may be in a position to iden-
tify the increased consumption and to offer health advice. However, it
should be noted that nicotine has antidepressant properties and there is an
association between cigarette smoking and depression (Glassman 1993;
Covey et al. 1998), so smoking cessation at stressful times can sometimes
result in a depressive relapse (Covey et al. 1997). That said, the role of the
community nurse is still one of promoting health and preventing illness and
so bereaved people should still be counselled about the health risks of
smoking and advised on smoking cessation programmes.

Parkes (1998) suggests that dependence on alcohol is a real danger after
bereavement and excess mortality from alcohol-related disorders has been
found for widows and widowers (Helsing et al. 1982; Martikainen and
Valkonen 1996; Johnson et al. 2000), suggesting that for some bereaved
people excessive alcohol consumption is a problem. There are clear associ-
ations between alcohol misuse and mental health problems, including
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anxiety and depression. The risk may be greater in men, as there is evidence
that some widowers increase their consumption of alcohol (Byrne et al.
1999), but for most newly bereaved people the quantity may not be signifi-
cant and may in most cases be seen as alcohol use (to aid sleep and to take
the ‘edge’ off grief) rather than constitute abuse. However, some bereaved
people may show signs of alcohol abuse and the community nurse may
tactfully explore the issue if they can smell alcohol, or notice signs such as
tremor, sweating or slurring of speech, particularly in the morning. Evidence
presented by Byrne et al. (1999) suggests that men with previously estab-
lished drinking patterns are at increased risk. With this in mind, one com-
munity nurse who helped with the author’s research said when she suspected
a widower of drinking alcohol in excess, she found it more appropriate for a
male health professional (community nurse colleague, GP, bereavement sup-
port worker) to have a ‘man-to-man’ talk about the drinking as her advice
was generally ignored.

In the past, GPs would frequently prescribe diazepam as a means of
relieving the pangs of grief, helping with sleep and depression, but the
fear of addiction has resulted in a more cautious attitude to prescribing
these types of benzodiazepines. In one study, a fifth of all those referred
to a drug abuse programme for withdrawal from dependence on
benzodiazepines had started them following a bereavement (Hamlin and
Hammersley 1993). The risk associated with long-term use of benzo-
diazepines and the availability of safer antidepressant drugs has resulted in a
change in the type of prescriptions offered by doctors to their depressed
patients, which has resulted in a shift to safer antidepressants, particularly
those with anxiolytic (anti-anxiety) properties such as the serotonin selective
re-uptake inhibitors.

Suicide

Compared with the general population, there is an increased risk of suicidal
gestures, completed suicide and death from accidents following the death of
a spouse or a parent (Charlton 1995; Martikainen and Valkonen 1996) with
young men at particular risk (Mergenhagen et al. 1985) and the risk being is
greatest immediately following the loss.

Although the risk of suicide is raised in bereaved people, it is a rare
event and is usually associated with other risk factors such as personality,
early loss of parents and a history of mental health problems. Those with
a history of deliberate self-harm are at the greatest risk. Harris and
Barraclough (1997) estimated that when a person has previously attempted
suicide, they are 42 times more likely to commit suicide compared with
members of the general population. Any nurse dealing with a bereaved per-
son who has a history of deliberate self-harm (suicide and self injury), a
history of mental health problems, alcohol abuse or poor health should be
aware of the potential risk and refer to a GP or mental health specialist.
Some people may have access to a ready means of suicide, especially if their
loved one has been treated with potentially dangerous drugs (e.g. opioids). It
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is important, therefore, that community nurses assess the risk of self-harm
and remove the potential source as soon as possible. Most nurses feel
reluctant to discuss self-harm with bereaved people, as there is the mis-
conception that discussing suicide with vulnerable people may actually be
suggestive. The evidence is to the contrary, however, as asking about suicidal
thoughts and plans is one of the key assessments of suicide risk used by
mental health specialists and is beneficial in reducing the risk (Hirschfeld
and Russell 1997).

Coping with loss

Through their prior experience and relationship with bereaved people, com-
munity nurses may be a good judge of people’s ability to cope. Of all the
post-bereavement assessments carried out by community nurses, 94 per cent
reported assessing the bereaved person’s ability to cope alone (Birtwistle et
al. 2002). Ability to cope is a rather vague notion but includes being able to
cook, having the means to obtain sufficient food and general self-care.
Knowledge of the person prior to the bereavement is invaluable in deciding
if they are looking run down and not caring for themselves or looking after
their home. Self-neglect is usually a sign of depression or simply giving up
the will to live.

Self-referral bereavement support agencies (e.g. Cruse) may be beneficial
for some bereaved people and may reduce their reliance on GP services (Relf
1997). Studies of palliative care bereavement services suggest that profes-
sional services and professionally supported volunteer and self-help services
are best targeted at those who are at high risk and unsupported and may
help reduce the consumption of drugs, alcohol and tobacco by reducing
anxiety and tension.

For some older people with limited mobility, access to shops may be a
problem. In addition, some bereaved people simply cannot be bothered to
cook for one person, and there is evidence that older bereaved people may be
at an increased risk of under-nutrition (Todorovic 2001), which can increase
the risk of poor health. During a post-bereavement visit, community nurses
are ideally placed to assess for potential problems, such as poor mobility and
the risk of poor nutrition, and to offer advice and refer to other support
agencies. The author is aware of one community nurse service that provides
details of a local restaurant that delivers nutritious meals to bereaved people
at home at a discounted rate.

Loneliness and isolation is a problem for many bereaved people, particu-
larly older people who may have no family and a poor support network.
Many community nurses report concern for older people who are lonely and
vulnerable. Some report doing ‘bereavement visits’ and occasional drop-in
visits as a means of checking that they are coping alright. Unfortunately for
most community nurses, their workload prohibits frequent visits for social
support. However, there are a number of useful community resources that
could be considered as a means of providing social support to bereaved
people. These include the local church or place of worship, which could
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provide pastoral care and support, lunch clubs and also various charities.
For some, enrolling on an adult education course at the local college may
provide a network of social support, teach useful life skills and encourage
reintegration into the community. One example would be encouraging wid-
owers who are not used to preparing meals to attend a basic cooking course.

Conclusions

Overall, there has been limited research about bereavement support from the
community nurse perspective, which may in turn reflect the low priority
afforded to bereavement issues in medicine and nursing. However, based on
the limited findings, it would appear that most community nurses believe
that the provision of bereavement support to relatives is one of their roles
following the death of a patient they have cared for. Prior contact with the
relatives of those they cared for and the established relationship and know-
ledge of the family, built up during the care of the patient, have been
reported as key factors in the type of bereavement support provided.

It is widely recognized that bereavement can have a negative impact on
mental and physical health, particularly in the old and vulnerable. It is the
role of the primary care system to recognize and treat such health problems
at the earliest opportunity. However, most community nurse services have
limited time and resources to deal with bereaved people. In addition, there is
a wide variation in the way community nurses organize bereavement support
and most bereavement visits lack structure and appear to be more of an
occasional social visit for a ‘cup of tea and a chat’ to ensure the bereaved
person is coping. About half of all community nurses don’t provide informa-
tion about bereavement issues and few bereaved people receive any formal
health assessments. In general, most community nurses appear unsure about
the scope of their involvement with bereaved people who are not perceived to
be their patient. This lack of clarity is not surprising, as there are practically
no research or professional guidelines on which to base their practice.

At present, it is too early to assess whether the development of an
expanded bereavement role would be a welcome or useful development to
the community nurse services. Limited evidence indicates that community
nurses could play an important part in the provision of information about
bereavement and suggests that community nurses are valued by bereaved
people for the ‘friendship’ and emotional support they provide mainly
through simply ‘being there’. Few community nurses are trained or experi-
enced in dealing with bereavement-related problems such as complicated
grief, or mental health problems. However, with adequate training they may
undertake assessment of bereaved people for potential health risks, with
the aim of referring them on to other specialist health care services (e.g.
GP, community psychiatric nurse, clinical psychologist, psychiatrist, coun-
sellor) and appropriate community resources such as the local church and
local clubs.
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27
Risk assessment and
bereavement services

Marilyn Relf

It has long been thought that grief is associated with illness, to the extent
that some people may even die of a ‘broken heart’. Research provides some
support to these beliefs. Stroebe and Stroebe (1987), in a comprehensive
review of the empirical research, conclude that there is substantial evidence
that bereavement is associated with serious health risks. However, experi-
ences of bereavement vary and while health is frequently affected in the
short term, only a minority of people suffer lasting poor health. One line of
enquiry has focused on identifying the factors that influence the course of
grief. If it is possible to predict those whose health may be ‘at risk’, then it
may be possible to intervene to prevent ‘pathological’ grief, a concept that is
framed in terms of health deterioration. In this chapter, I explore the con-
cept of risk in relation to bereavement, risk factors and their use in palliative
care. Is it possible to predict those who may need help? If so, what are the
implications for bereavement services and how transferable are methods of
risk assessment pioneered in palliative care?

Bereavement and risks to health

The relationship between health and illness is increasingly explained in terms
of risk (Petersen and Lupton 1996). A major focus has been on identifying
personal characteristics, behaviour and environments that predispose indi-
viduals to ill health. The health consequences of bereavement are well
documented. Bereaved people frequently experience short-term health prob-
lems arising from changes in everyday behaviour, such as loss of sleep,
altered nutrition and increased use of alcohol and tobacco. Bereavement
may also affect the endocrine (Kim and Jacobs 1993) and immune systems
(Bartrop et al. 1977; Schleifer et al. 1983), particularly among those who are
depressed (Irwin and Pike 1993). A substantial minority of bereaved people
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suffer serious health consequences (Stroebe and Stroebe 1987), including an
increase in mortality rates (particularly among younger widowers), depres-
sion, anxiety disorders and continuing poor general health. It is not surpris-
ing that bereaved people visit doctors more frequently and increase their
consumption of psychotropic drugs.

Lasting poor health is viewed as an indicator that grief has become
‘pathological’ (Parkes 1990) or ‘complicated’ and a major theme of bereave-
ment research has been to discover the factors that influence the course of
grief. The influential Harvard Bereavement Study (Parkes and Weiss 1983)
identified a number of such factors and Parkes hypothesized that these could
be used to predict outcome. He developed a risk index, using a numerical
scoring system to divide widowed key carers into ‘high’- and ‘low’-risk
groups. This index was first used at St Christopher’s Hospice to identify
people who should be offered ongoing bereavement counselling by trained
volunteers. Parkes (1981) conducted a randomized controlled trial to test
both the index and the effectiveness of volunteer support. He concluded that
nurses can assess risk and that support significantly reduces bereavement-
related health risks. In Australia, Raphael (1977) used similar factors to
identify a high-risk group of widows and conducted a randomized controlled
trial to test the efficacy of intervention, this time offered by herself, a psy-
chiatrist. Like Parkes, she found significant differences between the health
outcomes of the intervention and control groups. She argued that it was
not necessary to be a psychiatrist to provide effective intervention and that
non-specialists, such as nurses or volunteers, would be able to do so as long
as they had training and supervision from appropriately qualified people.

These early studies indicated that it is possible to assess vulnerability and
that intervention can reduce the risks to health from high to low. There is little
evidence supporting the efficacy of untargeted bereavement services (Parkes
1980; Niemayer 2000). Indeed, offering counselling to people who have
adequate resources may be counterproductive, as it may cause them to ques-
tion their capacity to cope (Parkes 1996). Parkes (1981, 1993a) has argued that
risk assessment should be an integral part of bereavement services and his
index, or variations of it, are widely used in palliative care, in the UK (Payne
and Relf 1994), in Australia (Gibson and Graham 1991) and in the USA
(Beckwith et al. 1990; Levy et al. 1992), where hospices are required to make
formal assessments (Lattanzi-Licht 1989). Generally, nurses have responsibil-
ity for making assessments and volunteers are the main providers of support
(Lattanzi-Licht 1989; Payne and Relf 1994). In addition, risk factors may be
used to assess the needs of people seeking help after bereavement.

The practice of risk assessment was developed within a philosophical
framework, or paradigm, that conceptualized vulnerability to bereavement
as predictable and intervention as a preventive health care measure that
would limit the incidence of complicated grief. This is a positivist approach
and suggests a ‘medical model’ of grief. It may be argued that traditional
models of grief are also framed within this paradigm (Silverman and Klass
1996). Such models view ‘healthy’ adjustment as dependent on the capacity
of the individual to ‘work through’ a ‘normal’ grief process encompassing
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working through emotional pain and detaching from the deceased (Bowlby
1961; Averill 1968; Bowlby and Parkes 1970). Both failure to engage (absent
or delayed grief), and failure to disengage (chronic grief), with this process
are conceptualized as dysfunctional and predictive of poor health (Parkes
and Weiss 1983). According to this view, intervention should encourage
people to confront and work through their grief (Worden 1983). This
approach has been criticized in recent years (Wortman and Silver 1989;
Stroebe 1992; Klass et al. 1996). However, before exploring the implications
of new theoretical developments for risk assessment, I shall first provide an
overview of the risk indicators identified by empirical studies.

Risk factors

There have been several reviews of the extensive literature on risk factors
(Stroebe and Stroebe 1987; Sanders 1993). It is not my intention to repeat
these reviews but to summarize the key findings. There are three groups of
factors: situational, individual and environmental.

Situational factors

These factors reflect the circumstances surrounding the death. They are con-
cerned with what happened, how prepared key carers felt, how distressing
they found the death and the impact of concurrent life events.

Circumstances of the death

There is conflicting evidence about the importance of the mode of the death.
Some studies suggest that sudden, untimely or violent bereavements may be
more difficult than those that are expected. Sudden death is associated with
persisting feelings of shock, disbelief and anxiety (Parkes and Weiss 1983;
Stroebe et al. 1988). Violent or accidental deaths may cause post-traumatic
stress disorder with very high levels of anxiety, flashbacks and nightmares.
Suicide is associated with high levels of anger and guilt and the associated
stigma may decrease the availability of social support.

It is often argued that anticipated losses are less problematic because a
period of forewarning provides a context for understanding that loss is
inevitable and the opportunity to make amends, to take a gradual leave-
taking and to begin to grieve and adjust. When death occurs, it is ‘the result
of an understood, if hated, process’ (Parkes and Weiss 1983: 94) rather than
a sudden event. Giving support and nursing care also may leave positive
feelings and the death may bring feelings of relief that the patient’s suffering
has ended. However, some studies have found that forewarning is not related
to outcome (Maddison and Walker 1967; Cleiren et al. 1988) and that a
protracted terminal illness, such as cancer, is also associated with increased
health risks (Maddison 1968; Vachon et al. 1977; Sanders 1983). Nursing a
relative over many months may limit social contact and may be physically
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and emotionally demanding, especially if the disease causes disfigurement or
personality changes.

Foreknowledge is not always associated with ‘anticipatory grief’. Care-
givers may cope by refusing to accept that their partner is terminally ill
(Vachon et al. 1977) and impending separation may cause relationships to
intensify rather than to begin a process of detachment (Parkes and Weiss
1983). Duke (1996) found that grieving for the inevitable losses and life
changes associated with advanced cancer is perceived by family members to
be qualitatively different from their experience of grief after bereavement.
Parkes and Weiss (1983) argue that grief begins with the actual loss. Fore-
knowledge, therefore, appears to be too general to be useful as an indicator
of risk alone. It ignores important factors such as coping strategies and the
availability of social support. It is not surprising that Cleiren (1991), in
comparing the impact of road traffic accidents, suicide and long-term illness,
concluded that the mode of death was not as important as other factors.

Concurrent life events

People facing multiple crises, such as other losses or financial difficulties,
may experience more stress-related health problems (Parkes 1975; Sanders
1993). It is difficult, however, to disentangle the relationship between
bereavement, socio-economic factors and health because of the main effect
of low socio-economic status on poor health in the general population.

Individual factors

These factors are concerned with what the individual brings to the experi-
ence – their life experience, history and personality.

Age

In the general population, as people get older they experience more ill-
health. However, bereavement studies indicate that younger widows and
widowers have higher mortality rates and increased morbidity. These differ-
ences may be explained by the concept of ‘timeliness’ (Parkes 1996);
bereavement later in life may be less distressing because it fits societal
expectations about longevity. Older people may also meet with more under-
standing because members of their social networks are more likely to have
experienced bereavement. However, there is evidence that older people may
also experience psychological problems (Gallagher-Thompson et al. 1993).
For example, Sanders (1981) found that while younger people react to
bereavement with greater shock and emotional intensity, older people
experience problems later, arising from feelings of isolation and loneliness.

Gender

In the general population, women report more illness and make more use of
health care and men have higher mortality rates. Many studies of bereave-
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ment have focused exclusively on widows with the result that it is often
erroneously assumed that women are at higher risk than men. Studies that
compare widows and widowers with non-bereaved married people conclude
that widowers are at greater risk. These studies consistently reveal significant
differences between the health of widowers and married men but not
between widows and married women. These finding are usually explained by
gender differences in access to, and use of, social support. Widowers may
have smaller friendship circles (Berardo 1970), may have relied on their part-
ners to maintain social contacts (Stroebe and Stroebe 1983) and may be
more likely to have strained relationships with adult children and to find it
difficult to seek support (Wortman et al. 1993). Moreover, men may have
been socialized to hide distress to conform to ideals of masculinity (Riches
and Dawson 1997).

Relationship to the deceased

The loss of a close relationship, such as that with a spouse, parent or child, is
related to greater risks to health. However, the subjective meaning of the lost
relationship may be more important than the degree of kinship (Niemayer
2000).

Pre-existing health

Poor physical and psychological health may be exacerbated by the stress of
bereavement. People who commit suicide after bereavement are likely to
have had a previous psychiatric illness (Bunch 1972) and alcoholics may be
at increased risk of suicide following the loss of a significant relationship
(Murphy and Robins 1967).

Personality

Relatively few studies have focused directly on the relationship between per-
sonality and grief. This is surprising, as personality factors are likely to
influence the course of grief. There is evidence to show that people who are
insecure, over-anxious, have low self-esteem (Parkes and Weiss 1983), low
self-trust (Parkes 1990) or who cope by denial (Sanders 1981) or extreme
self-reliance (Parkes 1990) are likely to find bereavement more problematic.
Personality factors indicative of resilience include the ability to com-
municate feelings and thoughts to others, high self-esteem and personal
competency (Lund et al. 1993).

Personality traits influence the quality of individual relationships. Two
types of relationship are related to vulnerability to bereavement: overly
dependent and highly ambivalent relationships (Lopata 1979; Parkes and
Weiss 1983; Gallagher-Thompson et al. 1993). Parkes describes intense
clinging as being associated with a ‘grief prone personality’ and protracted
high levels of distress or ‘chronic’ grief (Parkes and Weiss 1983). People in
dependent relationships may have little support outside the primary
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relationship and high initial distress is associated with poor social function-
ing (Cleiren 1991). Grief may be ‘conflicted’ following the loss of an ambiva-
lent relationship. Feelings of relief may be accompanied by guilt at not
having been able to resolve difficulties. According to attachment theory
(Bowlby 1980), the security of childhood attachment bonds has a power-
ful influence on personality, the nature of adult relationships and vulner-
ability to loss. Parkes (1995), in a retrospective study of people referred to
psychiatric care for bereavement therapy, provides some evidence to support
these claims.

Environmental factors

Environmental factors reflect the social and cultural context within which
the individual experiences loss. This includes the family and wider social
network and the influence of culture on attitudes and beliefs about grief that
may influence the availability of support.

Social support

There is general agreement that the perception that social support is
inadequate is a robust indicator of bereavement outcome (Stroebe and
Stroebe 1987; Sanders 1993). There is convincing documentation of the dis-
tress experienced by bereaved people who feel compelled to keep their
mourning private by the insensitivity, lack of empathy and ignorance they
encounter (Maddison and Raphael 1975). Several factors may influence the
availability of social support following bereavement:

• Bereavement may deprive individuals of their main, perhaps only,
source of emotional support (Stroebe and Stroebe 1987).

• Geographical mobility may mean that family and close friends live at
some distance and are not easily accessible (Stroebe et al. 1988).

• Members of social networks do not necessarily grieve in similar ways or
at the same rate. Contact with kin may be much less than anticipated
(Machin 1996) and they may lack the emotional energy to help each
other (Stylianos and Vachon 1993), particularly following a long ter-
minal illness. Family members may avoid talking about problems
because they do not want to burden each other (Cleiren 1991) and
family discord is a common source of additional stress (Lopata 1979;
Littlewood 1987). Bereavement may precipitate a social network crisis:

The vacuum created through the loss of a significant relationship
. . . will draw the entire group into distress. The joint experience
of suffering may render network members unable to support the
individual for whom the loss is most immediate and profound.

(Stylianos and Vachon 1993: 397)

• Although grief is universal, the way it is experienced and expressed
varies across cultures (Parkes et al. 1997). In post-modern societies, such
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as the USA and the UK, a decline in ritual is believed to contribute to a
lack of shared understanding about how long, and how much, to grieve
and is associated with anxiety and adjustment problems. The prevailing
norm is to keep grief private and great value is placed on self-reliance,
independence and autonomy (Walter 1999). Revealing feelings is
equated to weakness and bereaved people, particularly men, may feel
expected to suppress emotions and hide distress. These norms influence
the behaviour of both men and women (Riches and Dawson 1997;
Martin and Doka 2000).

• The lack of shared understanding means that bereaved people may be
pressured to behave in particular ways and this may cause further dis-
tress (Lopata 1979; Silverman 1986). For example, Maddison and
Walker (1967) found that widows with poor outcome were more likely to
experience others blocking their desire to talk about their grief. Instead,
they were encouraged to focus on the present or future. Lehman et al.
(1986) report that bereaved people are more likely to be given advice
than empathy. This may be related to anxiety-inhibiting helping
behaviour in interactions with bereaved people:

The potential supporter may be so conscious of what is happening,
and so worried about responding inappropriately, that natural
expression of concerns may be unlikely to occur. Several specific
strategies, such as minimising the problem or blocking expressions
of feelings, may stem primarily from the support provider’s desire to
control his or her own anxiety in a situation which is very stressful.

(Lehman et al. 1986: 443)

• The need to grieve may be unrecognized if the relationship is not widely
acknowledged or socially sanctioned, such as following the loss of a
lover or same-sex partner. When a loss is not generally acknowledged,
grief may be more difficult and described as ‘disenfranchised’ (Doka
1989). For example, same-sex partners may be excluded from family
rituals such as the funeral (Sanders 1993).

• The ability to mobilize or use social support may be influenced by
pre-existing personality traits (Cleiren 1991; McCrae and Costa 1993).
Bereaved people who are angry, or seemingly inconsolable and
depressed, may be less likely to seek support and may alienate or exhaust
supporters (Stroebe and Stroebe 1987). Some people attract warmth and
compassion, while others perceive hostility when none is intended and
feel that their needs are not being met despite the good intentions of
others. Helpers are likely to withdraw if they feel their support attempts
are not helpful (Schilling 1987).

Summary

Risk factors may be divided into three groups: situational, individual and
environmental (Figure 27.1). The relative strength of individual risk factors is
unclear. Age and kinship may be less important than the availability of
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social support and the quality and meaning of the relationship with the
deceased (Cleiren 1991). Cultural factors such as norms that influence the
expression of grief and gender appropriate behaviour are also important.

Methods of risk assessment

Risk assessment involves considering the cumulative impact of the situ-
ational, environmental and individual factors that influence the course of
grief. The key questions for each group are shown in Box 27.1. Parkes
emphasizes the interrelationship of risk factors in his much-quoted
summary of the research:

In short, statistical studies confirm what common sense leads one to
suspect – that secure people whose experience of life has led to a reason-
able trust in themselves, and others, will cope well with anticipated
bereavements, provided they are well supported by a family who respects
their need to grieve. However, multiple or unexpected and untimely
losses of people on whom one depends or who depended on the
survivor can overwhelm the most secure person and lack of security and
support can undermine a person’s capacity to cope with all types of
bereavement.

(Parkes 1990: 309)

Figure 27.1 Bereavement risk factors.
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Figure 27.1 provides a simple diagram to indicate this interrelationship and
to illustrate how the cumulative presence of risk factors may be used to
indicate the level of support needed. Thus, those in the centre are more likely
to need therapeutic counselling, those in other overlapping areas may be
offered supportive counselling and those where there are relatively few fac-
tors may not need regular help but may welcome other strategies of support
such as social groups or memorial services.

Little is known about how risk assessment is undertaken in practice.
Although the literature emphasizes using formal methods, in the UK
informal methods are more widespread. In a national survey, Payne and
Relf (1994) found that 31 per cent of palliative care units use assessment
forms to make decisions about ongoing support, whereas 37 per cent rely on
clinical experience and ‘gut feelings’ and a quarter offer support to all. Seven
per cent provide support only if requested. This is in marked contrast to the
USA, where the majority use formal methods (Lattanzi-Licht 1989). One
factor may be the availability of resources to provide support. The use of
formal measures is more common among units that have coordinated
bereavement services (Lattanzi-Licht 1989; Payne and Relf 1994).

The literature on risk assessment has focused on adult grief. The factors
that influence children’s grief have only relatively recently become a focus of
research and there is no consensus on how to identify children who would
benefit from intervention. In a review of the literature, Lowton and Higginson
(2002) describe the cumulative impact of pre-existing, current and subsequent
events on children, describing developmental, family and social factors.

Problems with current methods of risk assessment

First, it has been increasingly recognized that experiences of bereavement
vary. To be responsive to diverse needs, bereavement services in the UK are
urged to offer a multiplicity of supportive strategies (London Bereavement

Box 27.1 Key questions when assessing risk

Situational
� How did the individual experience and react to the illness and death?
� Are there any concurrent life events that may cause additional stress?

Individual
� Who has been lost? What is the meaning of the lost relationship?
� How is the individual’s life experience and personality affecting their reac-

tions and way of coping?
� Are there any pre-existing psychological or physical health problems?

Environmental
� How much support is available and to what extent is it perceived as helpful?
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Network 2001). There may be a tension between providing choice and
accessible services and the need to make decisions about the use of limited
resources. Formal methods of risk assessment may be viewed as limiting
access. For example, Payne and Relf (1994) found that concerns about with-
holding services influenced the decision to offer support to all. There is a
need to study the use of risk assessment within comprehensive multi-faceted
bereavement services.

Second, risk assessment relies on nurses’ knowledge and understanding
of families and care-givers as well as patients. However, there is evidence that
pre-bereavement work with family members may be limited by constraints
on time, skills and resources. Attending to psychosocial needs may be given
low priority (Field et al. 1992) and staff may not always assess relatives’
needs accurately. Pottinger (1991), for example, found that those who
wanted support, but did not receive it, showed marked feelings of anxiety
and intense grief. The time available to work with relatives as well as patients
may be limited. By the 1990s, the mean length of in-patient specialist pallia-
tive care in the UK was 12 days (Eve and Jackson 1994) and admissions are
becoming shorter (Eve et al. 1997). Lack of time may mean that the focus of
care is inevitably the patient rather than the family, making it difficult to
make assessments.

Third, risk assessment relies on care-givers being prepared to talk about
themselves at a time when their energies are often focused on the patient. In
addition, nurses may find asking questions pertaining to risk assessment to
be intrusive (Payne and Relf 1994).

Fourth, two studies, conducted in the USA, have found only limited
support for the reliability of Parkes’s original risk index as a predictive tool.
Beckwith et al. (1990) found that the index was predictive of outcome
3 months after bereavement but not at 1, 6 or 12 months. Levy et al. (1992)
found that the index had low internal consistency and concluded that it is
flawed. In the UK, Relf (2000) assessed nurses’ ability to predict risk using a
revised version of Parkes’s index. Overall, the evidence supported nurses’
ability to assess need (see Box 27.2). However, while nurses could identify
accurately those who were in particular need, under- and over-scoring led
to the conclusion that, although the index is helpful, it is not a reliable
predictor of outcome.

The lack of reliability may reflect a number of factors. Following Parkes,
assessment tools often include difficult-to-rate concepts such as ‘unusual’
levels of anger. The tools reflect subjective opinions; what one nurse con-
siders ‘unusual’ may be ‘normal’ to another. As described earlier, the original
index was derived from the Harvard Bereavement Study (Parkes and Weiss
1983). This study was conducted in the USA and focused on an atypical
group of young widows and widowers (mean age 45). It may lack sensitivity
for use across cultures, with older people or with non-spouses. Similarly,
many influential studies of the relationship between bereavement and health
have focused on the experiences of younger widows, often obtaining low
response rates and relying on self-report. These problems with the reliability
of research findings have been described elsewhere (Payne et al. 1999). Lastly,
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Box 27.2 Focus on research

Relf (2000) evaluated the effectiveness of a palliative care bereavement service
offering volunteer support to people identified as high risk. The study included:

� a comparison of the health of a volunteer intervention group and a control
group at 14 and 22 months after bereavement;

� users’ views;
� an exploration of how volunteers provide support;
� nurses’ ability to assess risk accurately.

The study demonstrated that support is associated with lower anxiety and
significantly reduced use of health care, particularly GPs. Bereaved people
appreciated talking to a neutral person who listened, understood and who was
knowledgeable about grief.

Relf adapted Parkes’s original risk index (Parkes and Weiss 1983). Follow-
ing Parkes (1981), nurses could specify those for whom it would be unethical
to withhold support. At risk assessment, care-givers were assigned to one of
five groups: very high risk referred to professionals for bereavement support
(A); urgent need referred to volunteers (B); high-risk intervention group referred
to volunteers (C1); high-risk control group (C2); or a low-risk group (D). The
control and low-risk groups were given written information only. During the
study, 385 care-givers were assessed. Almost half (184, 48 per cent) were
considered to be ‘high risk’, of whom 26 were referred to professionals (A). The
research sample (269) was drawn from all groups and 160 people agreed to be
interviewed.

Parkes’s Post-Bereavement Health Questionnaire (Parkes and Weiss
1983) was used to measure outcome. Following Parkes (1981), the accuracy of
the nurses’ predictions were assessed by comparing the mean overall
outcome scores of the high-risk control (C2) and low-risk (D) groups. If the
prediction was accurate, the control group should have had significantly higher
overall scores than the low-risk group. The scores of those who had most
concerned the nurses (groups A and B) would provide a further indication of the
nurses’ ability to assess risk.

The trend was in the expected direction; either group A (professional sup-
port) or the control group had the higher scores for each measure of outcome.
However, the difference between the control and low-risk groups was not
significant (chi-square 2.40, degree of freedom = 1, P = 0.11).

If intervention reduces the risks to health from high to low, the scores of
the intervention and low-risk groups should be similar. However, those in the
intervention group (C1) were significantly less likely to increase their use of
health care (P = 0.01). This difference was accounted for by six people
with scores just below the high-risk cut-off point and there was evidence of
under-scoring.

Relf concluded that nurses could identify those in greatest need of support
but that risk assessment was unreliable. This may reflect (a) the use of a numer-
ical scoring system and the rather arbitrary cut-off delineating high and low
risk, and (b) that nurses did not always have sufficient information to make
accurate assessments.
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assessment tools may be limited in scope. Risk indices focus on indicators of
pathology and neglect indicators of resilience (Payne and Relf 1994).

Despite these problems, experience at one hospice shows that assessment
can be remarkably consistent. At Sobell House, a palliative care unit in
Oxford, UK, a scored assessment form has been used for over 15 years. The
form (Relf 2000) includes a genogram, contact details and space for the
nurses’ comments as well as a vulnerability questionnaire. The proportion of
key carers assessed as ‘high risk’ has been approximately 40 per cent per
annum with approximately 70 per cent accepting offers of support (Sobell
House Annual Reports). This consistency may reflect the commitment to
risk assessment and the use of the form as part of a process that includes
providing training for new staff members, weekly multi-professional discus-
sions of bereavement assessments and regular contact between the bereave-
ment service and the wider team. As Lattanzi-Licht (1989) argues, the
assessment and referral process is a significant part of the work of the
bereavement service coordinator.

To summarize, making decisions about who may be vulnerable after
bereavement is a complex process that relies on nurses’ knowledge of risk
factors and having the time and skills to work with family members as well
as patients. While the need to target ongoing support is widely accepted,
current methods are problematic and formal tools may lack reliability.
Suggestions for improving assessment tools include incorporating measures
of resilience and methods of self-assessment (Payne and Relf 1994).

Implications for practice

Given these problems, how should risk factors be used? One solution
would be to abandon attempts to assess risk and either offer support to all
or to wait for people to seek support. Offering support to everyone, how-
ever, ignores the evidence that not all people need ongoing support and
that counselling has only been found to be effective when targeted (Parkes
1980; Niemayer 2000). Moreover, systematically contacting all bereaved
people involves assessment decisions (such as deciding who to contact in
a family) and, given the high number of deaths each year in specialist
palliative care, would be resource consuming. Rather than abandoning the
practice, there are powerful reasons for seeking to improve assessment
procedures.

First, it is important to clarify the place of risk assessment within
practice. As described earlier, both assessment and intervention have been
framed within a positivist paradigm that views behaviour as measurable and
predictable. However, this view is simplistic. Many factors influence the way
individuals express grief and pathological grief can no longer be thought of
as a unitary concept. Models that conceptualize grief as primarily an emo-
tional, linear process of stages or phases are too narrow. It is now accepted
that ‘normal’ grief is multi-dimensional (Shuchter and Zisook 1993; Parkes
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et al. 1996; Martin and Doka 2000). Bereavement affects cognitive processes
as well as emotions, is experienced within a social context and may influence
behaviour, social interaction, role performance, self-esteem and spiritual
beliefs. These theoretical developments have changed our understanding of
normal and complicated grief and ‘risk’.

Studies of childhood and parental grief have demonstrated that adjust-
ment does not depend on severing attachment bonds (Klass et al. 1996). This
means that there may not be a definite endpoint that marks ‘recovery’ from
grief or ‘closure’. Successful mourning does not involve relinquishing
attachment but in constructing new connections to the deceased over time.
Important relationships continue to influence us whether the person is phys-
ically present or not. Constructing new connections may involve a search to
find a narrative, or story, that provides a way of understanding the meaning
of the loss and all that has happened (Parkes 1993b; Walter 1996; Niemayer
2000). Niemayer (2000) describes this as not merely a cognitive process but
also as a ‘tacit, passionate process that unfolds in a social field’ (p. 552). In
palliative care, an important theme in bereavement support may be enabling
people to make sense of all that has happened to them on the roller coaster
journey from diagnosis to the present reality of living without the deceased.

Stroebe and Schut (1999) conceptualize grief as a dual process. Bereaved
people cope by oscillating between behaviour that is focused on their loss (e.g.
thinking about the deceased, pining, holding onto memories, expressing
feelings) and behaviour that is focused on managing everyday life (e.g. sup-
pressing memories and taking ‘time off’ from grief, keeping busy, regulating
emotions). Neither mode of coping is inferior and the degree of oscillation is
influenced by such factors as time since bereavement, personality, gender and
cultural background. This model, therefore, suggests that avoidance of affect
may be functional rather than problematic. However, as in traditional models,
coping behaviour that focuses exclusively on emotional expression (chronic
grief) or on distraction (absent grief) is conceptualized as problematic.

Martin and Doka (2000) argue that personality has a major influence on
ways of experiencing and expressing grief. People who are primarily in touch
with their feelings experience ‘intuitive’ grief as described in the traditional
models. However, people who are primarily thinkers experience grief as a
cognitive process or ‘instrumental’ grief. They prefer to cope by seeking
information, thinking through problems, taking action and seeking diver-
sion. Most people will have one mode as dominant and the other as
subordinate. Martin and Doka (2000) argue that ‘instrumental’ grief may be
disenfranchised and be seen as problematic rather than as a way of man-
aging grief. For example, controlling emotions may be seen as indicative of
successful coping by some people but be judged as risky by professionals
who rely on traditional models to inform their work. Martin and Doka
(2000) suggest that helpers should seek to understand and validate indi-
vidual ways of coping to enable people to build on their strengths while
developing their range of coping strategies.

These developments in our understanding of bereavement demonstrate
how views of ‘risky’ behaviour change over time. There may be discrepancies
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between how bereaved people and professionals conceptualize risk. Risk
assessment, therefore, should be used as part of a process aiming to under-
stand and respond to individual ways of coping rather than to predict
outcome or to judge whether reactions are ‘healthy’ or not. This view is
consistent with a ‘naturalistic’ rather than a positivist paradigm and reflects
the real world of service delivery where the understanding of how best to
support service users develops over time. Such a process is proposed in a set
of Australian minimum standards for palliative care bereavement services
(Centre for Grief Education 2001). These standards recommend that struc-
tured assessment tools should be used from admission to review the needs of
care-givers as well as patients in order to plan care. After the death, a sum-
mary bereavement risk assessment should be discussed in multi-professional
team meetings and, from this point, any subsequent action should be
coordinated by the bereavement service. If assessment is unclear, it may
be carried out by the bereavement service coordinator and include com-
municating with other professionals, such as general practitioners (GPs).
Unfortunately, there has been no published audit of these standards.
Kissane and Bloch (2002), drawing on family systems theory, describe an
ongoing process focusing on whole family assessment and intervention.

In palliative care, the psychosocial needs of both care-givers and
patients should be reviewed regularly by the multi-professional team, mak-
ing it possible in many cases to make informed decisions about the need for
ongoing bereavement support. Those who are likely to be vulnerable should
be offered support by skilled people whose understanding of grief goes
beyond a simplistic notion of ‘grief work’ and stage models. Risk factors
should be used as indicators of what may influence grief rather than pre-
dictors, and people who do not want support should not be pressured into
accepting. As assessment may be unreliable, access to support should be
provided for those viewed as ‘low’ risk. Written information about grief and
details of how to contact local and national services for both bereaved adults
and children should be given routinely to all bereaved people. Where no
bereavement service is available, providing such information should be a
priority and a risk summary statement can be sent to GPs. Great care needs
to be taken to avoid pathologizing grief while recognizing that many people
want to talk about their experiences to someone who is prepared to listen
and to understand.

How transferable are methods of risk assessment pioneered in palliative
care to acute health care? Clearly, it will be more difficult to assess vulner-
ability in settings where psychosocial needs are a low priority and the patient
is the focus of care rather than the family. However, understanding the
factors that influence the course of grief, particularly the importance of the
circumstances surrounding the death, can help to ensure that the needs of
care-givers are taken into account. What happens at times of crisis is very
important and poor communication, failures, frustration and suffering will
be remembered and dwelt on after bereavement. Written information about
common grief experiences and support services can always be provided to
enable people to understand their reactions and to access support.
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Conclusions

The health consequences of bereavement are well documented. Risk
assessment and intervention have been conceptualized within a positivist
paradigm that views the course of grief as predictable. Risk factors relating
to lasting health problems after bereavement may be divided into three
groups: situational, individual and environmental. Strong arguments have
been made that these should be used to assess risk and to target resources
on those who may be more vulnerable. This practice has been widely
adopted by specialist palliative care. Decisions are made either by relying on
clinical judgement or by using formal methods and risk assessment tools.
The latter practice is associated with having a bereavement service to pro-
vide systematic ongoing support. A number of factors have been discussed
that limit the reliability of current methods of risk assessment. Following
this discussion, it is suggested that assessment may be reframed as an on-
going process of understanding, and responding to, individual ways of cop-
ing rather than predicting outcome. This recognizes that the experience of
bereavement is multidimensional and that the expression of grief is
contextual.
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28
Bereavement support services

David Kissane

A natural continuity ought to exist between support for the grieving process
among patients and their carers during palliative care and its maintenance
for the bereaved after the death. Health care organizations caring for the
dying have an invaluable opportunity to deliver such seamless continuity of
care and thus minimize the rates of morbid consequence arising in the
bereaved (Wilkes 1993). The configuration of bereavement support services
is the practical manner in which this ideal is achieved.

Nurses at the coalface of clinical care are intimately involved with not
only the dying but also their loved ones and carers – those family members
and friends who subsequently become the bereaved. Moreover, knowledge
of and familiarity with these people enables nurses to sustain a supportive
role during that peak of emotional distress, the early phase of bereavement.
Their contribution to any programme of bereavement support is crucial to
its success (Foliart et al. 2001).

The nature of grief and the mourning process has been described (see
Chapter 22) as has the care of the newly bereaved person present at the
moment of death (see Chapter 23). The district nurse’s perspective on
bereavement support is also covered in Chapter 26. Here the focus is on the
formal and informal support services provided by hospices and specialist
palliative care services, with particular attention being paid to the nurse’s
role given the principles, stated above, of continuity of care and the nurse’s
intimate, prior connection with those who become bereaved.

Aims of bereavement support programmes

The goal of these programmes is to deliver relevant and effective support to
the bereaved in a manner that is both clinically appropriate and cost-
effective. A targeted response is necessary to reach certain groups whose
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needs might otherwise be neglected, while a preventive approach is worth-
while for its capacity to reduce costs significantly by assisting those at high
risk of a pathological outcome before more serious difficulties arise. Three
broad levels of care of the bereaved therefore emerge:

1 Generic support for all the bereaved provided by the whole treatment
team and broad community.

2 Targeted support for those at high risk to prevent morbid grief.

3 Specific interventions for those experiencing complicated grief.

Such a multi-level approach helps to separate generic support from specialist
bereavement services as well as ensure that programmes are indeed focused
in a cost-effective manner.

Appropriate credentialling of staff holding special skills is required to
competently deliver the highest or third level of bereavement care provision
in which specific interventions are applied when complicated grief has inter-
vened. In contrast, team education and in-service up-skilling about
bereavement care underpins the generic delivery of support to all involved
with a hospice or palliative care programme. The middle level of bereave-
ment service provision is addressed by a mixed contribution from general
and specialist staff.

Potential staff involved with bereavement support programmes include
both generalist and specialist palliative care nurses, the general prac-
titioner, the allied health team incorporating social worker, psychologist,
psychiatrist, occupational therapist, pastoral care worker or chaplain and,
finally, the team of trained community volunteers. The palliative care med-
ical consultant, and for that matter others such as the medical oncologist,
surgeon or consultant physician, are generally the least involved beyond
ensuring that the members of the team are appropriately engaged in such
relevant supportive work. An understanding of the operation of bereave-
ment support services is highly pertinent to nurses working in hospice and
palliative care.

Generic bereavement support programmes

These services are intended for all of the bereaved in a non-discriminatory
manner. They form the bedrock of any bereavement support programme,
and are the common starting point when a new palliative care service is
established. Key components of such a generic programme include: (i)
attendance at the funeral; (ii) expression of sympathy via cards or telephone
calls; (iii) brochures about grief; (iv) follow-up visits to the home; and (v)
commemorative services as the year unfolds (Wilkes 1993; Payne and Relf
1994; Foliart et al. 2001).
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Attendance at the funeral

Not only is the funeral a key social ritual in which the life of the deceased is
celebrated, but it also symbolizes continuity for the living, albeit without the
family member that has died. Such rituals have great cultural relevance and
personal meaning to the bereaved, who are usually therefore touched by the
presence of representatives of the health care team (Vachon 1995). However,
ethical, practical and time/cost constraints impact on decisions about such
attendance, and they should be considered on a case-by-case basis.

By their very nature, funerals are time-consuming and necessarily costly
in terms of the staff time involved in attendance. Does a single person repre-
sent the team, or do they feel the need for companionship as well? It quickly
becomes burdensome to the palliative care service if two or more staff attend
every funeral. Routine consideration of whether the service needs to be
represented and who should be involved is therefore desirable.

First, where a series of health care teams have been involved in the
patient’s and family’s care, identification of who was primarily involved
seems sensible. For instance, sometimes an oncology service has had several
years of intense involvement in contrast with the palliative care service’s
final week. Knowing that the oncology nursing staff intend to attend the
funeral can free the palliative care team from unnecessary duplication. Simi-
larly, a long period of time with the home care team might contrast with a
short time as a hospice in-patient. In different circumstances, a patient dying
from stroke or respiratory disorder may have had negligible contact with any
service, in which case attendance may signify willingness to help in a manner
that both inspires the family and connects staff with needy relatives.

What are the reasons for involvement in a funeral service? While the
health care team hopes to benefit the bereaved through attendance, no harm
should ever be caused by intrusiveness (Kissane and Bloch 2002). The latter
might arise when the palliative care service has been viewed ambivalently by
the relatives, sometimes associated with treatment complications or poor
health outcome. From time to time, particular staff ‘get offside’ with rela-
tives due to some attitudinal or personality clash. In any setting of conflict,
the bereaved will want respect and privacy, which may lead to an active
decision that the palliative care service will not be represented at the funeral.

How might attendance prove beneficial to the bereaved? Generally, it
symbolizes connectedness with and concern for the bereaved, conveying
considerable respect while also providing an opportunity for the attendee to
invite continued contact: ‘Please let me know if I can be of assistance.’
Where the attendee has both known and cared for the deceased, their pres-
ence communicates powerfully a commitment to remain supportive of the
bereaved. They may later be the logical choice for contact should the
bereaved perceive difficulties to be developing.

The literature on clinician burnout also identifies attendance at
funerals as a means of the health professional attending to their own grief
(Vachon 1995). They may have lost a person they felt especially attached
to. An ethical caution is needed here, however. When the actions of any
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professional are directed to their own rather than the patient’s or family’s
needs, there is a potential danger of abuse through boundary transgression.
Careful reflection about the motivations of the professional serves to guide
this decision making. If personal gain was the primary reason for attendance
at the funeral, some alternative approach to grieving with their professional
colleagues is warranted, exemplified by a debriefing group for staff (Demmer
1999). The ethical rationale for nurses’ attendance at funerals ought to be its
potential benefit to the bereaved.

A common quandary is the level of involvement during the funeral
service. Attendance at the church or funeral parlour for a commemorative
service has different connotations to presence at the graveside, which, in
turn, is different from returning home with the bereaved for a wake following
the burial. What meaning does each level of involvement convey and what
message does it give to the family? Differences exist here between the doctor
or nurse providing physical health care and the chaplain or pastoral care
worker dealing with the spiritual and religious aspects of the ritual. In
general, it is sufficient for clinical staff to pay their respects in association
with the commemorative service and then discreetly withdraw to allow the
family to grieve with their own community and friends.

From time to time, conflict arises within palliative care teams about who
should attend. On what basis does one select between a nurse who has had
daily contact for several weeks and a social worker who has had a single,
extended session? Generally, the greater the sense of connectedness, the
more supportive that person’s attendance will be perceived. However, con-
sideration might be given to future support needs, and where greater risk
prevails of morbid outcome, one professional could be of greater potential
benefit than another. In such decisions, the focus is clearly ethically based
on the needs of the bereaved rather than the staff members involved.
Occasionally, joint attendance evolves, worthwhile when one is relatively
inexperienced and likely to benefit from a colleague’s support until greater
experience is established.

In summary, then, palliative care teams do well to discuss the who
and why of funeral attendance in every case of death, so that cogent rea-
sons underpin any staff attendance, rather than having random, or worse,
routinized patterns prevail.

The sympathy card or telephone call

Often, nurses will be off duty at a time when a patient with whom they have
been considerably involved dies. In these circumstances, a telephone call to
the bereaved from a key individual will be greatly appreciated over sub-
sequent days. For a team, however, a sympathy card enables several to sign
where multiple phone calls would be inappropriate. Furthermore, a message
of continued availability for advice and support can be added helpfully. This
not only serves as a source of reassurance but, not surprisingly, key nurses
become the first point of contact when relatives are distressed, because these
nurses have been prime sources of support during the final illness of the
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deceased. In this sense, the card or telephone call symbolizes an important
link (Wilkes 1993).

Sometimes the final admission of a dying patient breaks continuity for
nurses who may have been involved for months. They are not present at the
time of death but learn about it over the next few days. Calls or correspond-
ence are then a sensitive means of expressing sympathy to the bereaved once
death has occurred. Hospices or home care services around the world
employ a number of variations on this theme dependent on local conditions.
When several deaths occur each week, staff may have a fortnightly or
monthly card writing session. Attention to some systematic process ensures
that families are not overlooked because of temporary circumstances. Some
teams select the primary author of the correspondence from within their
core group, based on who knew the relatives best or felt some affinity to the
carer. Others see this as a duty of the nurse in charge.

Whatever the local method, documentation of this activity fosters com-
pliance and ensures that the process is not postponed. All services discover
that care of the current workload of patients takes precedence over those
lost, and the bereaved are readily neglected by well-intentioned people
(Lattanzi-Licht 1989). Implementation of a structured process with its own
documentation protects against avoidance, delay or neglect, and later facili-
tates follow-up when periodic memorial services are being planned for these
relatives and friends of the deceased.

The anniversary of the death is another occasion when a card offers
support and may provide an opportunity for someone who is struggling to
be directed to appropriate care (Gibson and Graham 1991). A systematic yet
personalized method of generating such cards is essential.

Brochures and educational material

Information about what to expect emotionally and the normal course of
mourning is greatly appreciated by the bereaved. A survey of Californian
hospices identified that over 90 per cent offer educational material routinely
(Foliart et al. 2001). Many hospices also permit library books to be
borrowed by the bereaved.

Follow-up visits

Where community teams have supported a dying person and their family in
the home, follow-up visits to the bereaved are greatly appreciated (Longman
et al. 1989; Matsushima et al. 2002). The activities of the district nurse are
considered from this perspective by Birtwistle in Chapter 26. From the point
of view of the team, dialogue about such practice is worthwhile when allied
health members have also been involved. Is there confidence about the resili-
ence of the bereaved, or some concern about risk, which warrants consistent
follow-up? Is a general practitioner involved? Does the team know the gen-
eral practitioner’s usual practice regarding follow-up of the bereaved? Has
this been discussed or is it worth a call to clarify? Especially when a nurse has
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concern about the welfare of a recently bereaved carer, discussion with the
general practitioner usefully engages that person in a plan of continued
preventive care.

What is the ideal timing of follow-up visits to the home of a widow or
widower? No single guideline will suffice as circumstances can be so varied.
A visit 1–2 weeks after death is most common, but some of the bereaved
will stay with other relatives for a time, making a visit 1–2 months later the
practical option. Insight into family plans is clearly helpful here.

The content of conversation with the bereaved is worth special com-
ment. Not only should the nurse ask about their welfare and coping, but
questions that review the dying process are also valuable. Thus:

• How do you think X’s death evolved?

• Were there difficult moments for you?

• Were you left with questions about what happened?

• Did you talk to the doctor about what would go on the death certificate?

• How did the funeral go?

• Are there family members you are concerned about?

• How are you coping now?

This conversation, typically occurring over a cup of tea or coffee, will pre-
cipitate active grieving, and the nurse should feel quite comfortable about
the normality and appropriateness of this. Within appropriate cultural
norms, tearfulness should be understood as natural, even desirable, and with
time and patient listening, the nurse will generate a sense of valuable sup-
port. Beyond affirmation of the appropriateness of grief, accompaniment
is the key therapeutic activity; solutions are generally not needed, as the
context now exists that grief will unfold over many subsequent months. A
new phase of life has been entered into which the bereaved will be required
to effect considerable change and adaptation, but there is plenty of time
in which to accomplish this (Parkes 1998). The nurse might conclude
the visit by offering congratulations about the care and dedication given
to the dying relative. An offer of availability in the future – ‘simply call me if
needed’ – sustains the continuity of the preceding care. The nurse can thus
be a genuine reference point of enquiry should problems develop.

Memorial services

As many societies have become less religious, a tradition of palliative care
teams running memorial services has been established (Matsushima et al.
2002). The rationale is to both provide a multi-denominational ritual to
facilitate normal grieving and to provide a contact point as time passes at
which staff have the opportunity to meet the bereaved and check on their
overall coping. Nurses are a pivotal part of this process because of their
personal knowledge of the relatives involved. If the local culture has a very
high level of involvement with religious ceremonies, exemplified by Buddhist
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ceremonies in Japan, the spirit of bereavement care may be embodied in the
existing ceremonies (Matsushima et al. 2002). Nonetheless, palliative care
staff can be actively involved.

Dependent of the size of any palliative care programme, these com-
memorative services are usually conducted every 6 months or yearly. Prac-
tical considerations such as the size of a chapel and what is manageable for
the staff usually prevail. Planning may be designated to key staff members,
but a team is generally needed to cope with the multiplicity of arrangements.
Planning becomes systematized once a few have been conducted.

When the team meets, the list of potential invitees is reviewed for the
relevant period, and invitations are issued on behalf of the programme.
Some services select team members who will be remembered by the bereaved
to sign the invitations, using linkages that foster attendance.

Chaplains usually assist with the content of the ceremonies, which can
combine prayers, songs or hymns and readings from a variety of religious
traditions. Families are often invited to write the name of their deceased
relative in a commemorative book, these names being read out at an
appropriate moment during the ritual. Family members can be invited to
come forward and light a candle in memory of their loved one. Having
medical, nursing or allied health staff read Scripture or other spiritual
prayers and poetry during the ceremony is appreciated by the families and
proves to be one way of ensuring that such staff attend. Once medical practi-
tioners appreciate the benefits of the memorial to families and enjoy hearing
how they are coping several months after their relative’s death, they tend to
return for subsequent memorials. The serving of refreshments following the
ceremony is a sine qua non of the format, as it facilitates reunion.

Attendance by the bereaved at such memorial services tends to signify a
reasonable adaptation to the loss. Non-attendance, when based on avoidant
mechanisms, may be associated with the development of complicated grief.
Hence a review of those who apologized or did not attend is as important a
feature of the bereavement support programme as the memorial itself. What
is known about the mourning of the non-attendees? Did any of them carry
high risk factors for the development of complicated grief ? A team member
could make contact to review the coping of any who appear to be a concern.

The memorial programme has many covert benefits for the contributing
staff through building cohesion, a spirit of generosity and a spiritual dimen-
sion to the team-as-a-whole. It is generally perceived to be a worthwhile
extra-curricular activity for the multidisciplinary team.

Targeted support for those at high risk

Factors that increase the risk of complicated grief developing in the
bereaved are described in Chapter 27 by Relf and are summarized here in
Table 28.1. The goal of this aspect of a bereavement support programme is
to select and apply a preventive model of care to counter and minimize the
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likelihood of morbidity in a proactive and cost-effective manner. To opti-
mize compliance with such a programme, standardization of the risk
assessment procedure is strongly recommended (Payne and Relf 1994). In
the early 1990s, surveys of palliative care teams revealed that only between
one-quarter and one-third utilized a standardized risk assessment pro-
cedure, and for 85 per cent of these it was done by a nurse (Gibson and
Graham 1991; Payne and Relf 1994).

Such targeted support can be delivered individually, or via a group or
family approach. Usually time-limited in design, the therapeutic approach is

Table 28.1 Classification of evidence-based risk factors for the development of
complicated grief in the bereaved

1. Antedecedent factors

Nature of the carer’s personality and individual vulnerabilities

� Their coping style and prior history in dealing with loss (e.g. anxious worrier or
low self-esteem)

� Any past history of psychiatric disorder (e.g. depression)
� The build-up of cumulative experiences of loss

Nature of their relationship with the dying patient

� An ambivalent relationship (e.g. anger and hostility at alcoholism, gambling,
infidelity, financial ruin)

� An overly dependent relationship (e.g. clinging and possessive from basic
insecurities)

� An avoidant relationship (e.g. distant and awkward in an insecure manner)
� An unrecognized relationship (e.g. secret)

2. Decedent factors

Nature of the death

� One that is untimely in the life cycle (e.g. death of a child)
� Sudden or unexpected at that time (e.g. event-related, such as sepsis or

pulmonary embolism)
� Traumatic (e.g. large bedsores with debility)
� Stigmatized or disenfranchising (e.g. AIDS or suicide)

3. Post-death factors

Nature of their family

� Dysfunctional (e.g. poor communicators, high conflict, poor cohesion)
� Reconstituted in a problematic manner (e.g. remarriage creating ambivalent step

relationships; estate and legal conflicts)

Nature of their support network

� Isolated from extended family and friends (e.g. new migrant)
� Alienated from neighbours (e.g. perception of poor community support carried

by the individual)
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commonly supportive-expressive or psycho-educational in its application.
The former utilizes the notion of encouraging active grieving through the
sharing of thoughts and feelings with the counsellor; the latter offers infor-
mation about the nature and course of the grief journey, a group environ-
ment being selected as a means of the bereaved sharing their experiences
with others in a comparable predicament (Lieberman and Yalom 1992;
Lund and Caserta 1992).

Credentialling processes require the choice of a therapist who has
been formally trained in bereavement counselling for these models to be
competently applied. Nurses, however, make a valuable contribution as
co-facilitators of a bereavement group, particularly when they bring a sense
of continuity through having known the deceased relative.

Preventive individual therapy with the bereaved

Where factors indicative of high risk for morbid outcome are present in the
bereaved, a preventive approach in which a counsellor provides a limited
number of sessions (for instance, six) over the next 6–12 months has been
shown to reduce morbidity (Raphael 1977). There are certain risk factors
that point to the appropriateness of an individual model of preventive sup-
port: (a) personal vulnerabilities, for instance a past history of depression or
an anxious worrying style with limited coping reserves; (b) ambivalent rela-
tionships, including a lot of anger; (c) the disenfranchised, where the loss
cannot be openly acknowledged and publicly mourned (Doka 1989); and (d)
a degree of avoidance or shyness, suggesting they will be less willing to join a
group environment.

The danger of an individual model is the development of dependence on
the counsellor, for which reason this approach is often combined with a
group or family approach for the added socialization the latter can provide.
Sometimes two or three individual sessions will build up sufficient trust in
the counsellor to allow movement into a group that this counsellor also
facilitates.

The therapy model in individual preventive interventions is generally
supportive-expressive, with the work of several theorists serving as a guide
(Melges and Demaso 1980; Mawson et al. 1981; Raphael 1984; Worden
1991). Attention is given both to nurturing the expression of grief through
remembering and sharing stories and, in parallel, adjustment to life without
the deceased through active coping. Stroebe and Schut (1999) have termed
this the dual process model of coping with loss.

Preventive group therapy with the bereaved

Group therapy is very cost-effective and serves to connect the bereaved
with others caught up in the loneliness and isolation that often follows
loss of a significant companion. Risk factors that point to the value of a
group approach include: (a) a poorly supportive social network, where
the individual is isolated or alienated from others; (b) an overly dependent
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relationship with the deceased, leaving the bereaved isolated and vulnerable
as a result; and (c) an identifiable subgroup within society, who will profit
from linking with others that share a comparable experience of loss.
Examples of the latter include the spousally bereaved (Lieberman and
Yalom 1992), adolescent or sibling groups (Stokes et al. 1997) and relatives
of people who have committed suicide or died in a traumatic natural dis-
aster (Schwab 1995–96; Goodkin et al. 1996–97). Strong satisfaction is gen-
erally reported with any group experience, but it varies with both the group’s
objectives and its setting (Hopmeyer and Werk 1994).

Group approaches can be facilitated by a trained counsellor or operate
at a self-help level, incorporating the assistance of volunteers. The greater
the risk of morbid complications for the bereaved, the more important that
the former criterion operates; the latter approach can complement an indi-
vidual supportive programme run by a trained counsellor (Thuen 1995;
Foliart et al. 2001). High participant satisfaction with bereavement support
groups is relatively strongly related to the quality of group leadership
(Thuen 1995). Self-help groups need the wisdom of experience to draw the
wary into a safe environment, avoid cliques, provide variety and foster
socialization. Directed activities such as a walking group, which concludes
with refreshments and discussion, appeal to some of the bereaved. Organiza-
tions such as Cruse, Solace and Compassionate Friends are very helpful to
bereavement counsellors in running such group programmes (Kirschling
and Osmont 1992–93; Wheeler 1993–94).

The models of therapy used when a trained counsellor leads groups
include psycho-educational, supportive-expressive and psychodynamic
(Yalom and Vinogradov 1988). Hospice programmes will typically adopt the
psycho-educational approach because of its time-limited nature (six to eight
sessions) and its ability to reassure the bereaved about normal grieving
through some informational content. All groups deliver support and the
opportunity for expression of feelings about the loss. Facilitators foster
cohesion through the use of refreshments and active invitation to the mem-
bers to exchange their contact details. A successful short-term bereavement
group will have its members continue to support one another long beyond
the formal life of the group.

Short-term groups are usually closed in that new members are not added
once the group process has begun. Longer-term groups may be open, with
new members (who are generally more recently bereaved) being added as
some more senior members withdraw. In the latter setting, the relative
improvement of older group members is used therapeutically to support the
fragility of more recent members, while a psychodynamic approach may
make use of patterns of relationship evident across a life span to provide
insight into problems that repeatedly interfere with relationships in the pres-
ent. Longer-term groups are generally conducted by regionally based
bereavement counselling services rather than smaller hospice programmes
and they seek to meet the needs of the especially high-risk bereaved (Foliart
et al. 2001).

Group processes address unmet dependency needs in the lonely
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bereaved through connecting them to a network of people rather than a
single therapist. The greater the homogeneity of membership in age and
other social circumstances, the more easily connectedness will develop.
Care needs to be taken whenever a group becomes unbalanced through a
member being noticeably different in some characteristic and potentially
challenging to integrate with others. Formal training in group therapy is
invaluable to ensure that facilitators develop a healthy and nurturing
environment.

Preventive family therapy with the bereaved

As the family is often the primary social network of the bereaved, identifica-
tion of families at high risk of morbid bereavement outcome enables adop-
tion of a family-centred model of care in keeping with the goals and rhetoric
of the hospice movement. Risk factors that identify families suitable for a
preventive family approach include: (a) a dysfunctional method of relating
as a family unit through poor communication, cohesiveness or conflict reso-
lution (Kissane et al. 1994, 1996); (b) a stage in the life cycle when the family
especially matters to the health and development of its membership – for
instance, the death of a child or adolescent (Davies et al. 1986); and (c) the
cumulative experience of losses through multiple illnesses, disabilities or
deaths in a family that is stretched to its limits, including a stigmatized or
traumatic death – for instance, death from AIDS, suicide or homicide
(Walsh and McGoldrick 1991).

The model of therapy is typically brief (four to eight sessions) and its
focus can be supportive-expressive (Paul and Grosser 1965) or directed to
the family’s functioning (Kissane et al. 1998). The latter approach, termed
family-focused grief therapy, makes use of a screening strategy that identi-
fies families at greater risk of morbid outcome through the routine adminis-
tration of the Family Relationships Index (FRI; Moos and Moos 1981), a
12-item pencil-and-paper questionnaire that informs about family function-
ing. The FRI is completed when the patient is first admitted to the palliative
care or hospice unit. Continuity of family work is then established before the
death of the ill family member, and the therapist’s intimate knowledge and
memory of this deceased person is hugely advantageous to later work during
bereavement. Optimizing family functioning while promoting sharing of
grief facilitates the development of a supportive environment with those
most touched by the death – the immediate family (Kissane and Bloch
2002).

Therapists leading such family interventions need formal training in
family therapy and typically come from such disciplines as social work or
psychology. However, the co-therapy approach strengthens the overall
application of family-focused grief therapy when it combines input from
clinical staff with a detailed understanding of the care needs of the dying
family member. The nurse plays a useful role here. Moreover, co-therapy
deepens the involvement of the multidisciplinary team with the family in a
therapeutically powerful manner.
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Grieving families who have lost a child benefit clearly from a family-
centred approach to support. Black and Urbanowicz (1985) in the UK and
Davies et al. (1986) in the USA provide outstanding examples of such fam-
ily-oriented approaches. A family approach to bereavement support is also
remarkably suitable for many adult families who have lost a parent and seek
to support more effectively their remaining parent.

Specific interventions for those experiencing complicated grief

Most specialist bereavement counselling is with the 20 per cent of the
bereaved who develop some form of complicated grief (Middleton et al.
1993). No longer is the intervention preventive, as the morbidity associated
with such distortion of normal grieving calls for specific interventions to
alleviate the distress.

Chronic grief is well-suited to a cognitive-behavioural model of therapy
where greater socialization is accomplished by activity scheduling and
the bereaved person is drawn out of an entrenched pattern of retreat
and avoidance. Depression as a complication of grief is appropriately
treated with antidepressant medication alongside psychotherapies (see
Chapter 14). Traumatic grief warrants desensitization to the cues that
trigger recurrent distress. Special skills are needed in responding to these
forms of complicated grief (Raphael et al. 2001).

An important nursing role is the recognition of poor coping and the
sensitive referral of people with complicated grief to specialist bereavement
counsellors – psychologists and psychiatrists – for appropriate interventions.
Resistance to referral may be based on avoidance, fear, ignorance of the
possible help available or a sense of stigma about needing help. Here the
trust that the nurse has established as a sensible and caring advocate will
help the bereaved accept guidance about appropriate referral.

Efficacy of bereavement support services

Since early descriptions of the possible profile of bereavement support
services in hospice care (see, for example, Parkes 1981), few studies have
evaluated their efficacy (Lattazi-Licht 1989; Longman et al. 1989; Rognlie
1989; Longman 1993; Hopmeyer and Werk 1994; Payne and Relf 1994;
Thuen 1995; Bromberg and Higginson 1996; Payne 2001; Matsushima et
al. 2002). Evaluations of bereavement support services tend to report high
levels of satisfaction with the care provided (Longman et al. 1989; Hopmeyer
and Werk 1994; Thuen 1995), but there are several methodological difficul-
ties with such endeavours, particularly the social desirability of such a
response.

The majority of palliative care or hospice programmes in the UK, the
USA, Canada, Australia and New Zealand now accept bereavement support
as integral to their services. The current challenge is to integrate this support
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to deliver continuity of care rather than have bereavement support added on
as ‘an extra’ after death.

A survey by the Californian Hospice and Palliative Care Association
identified that volunteers accounted for almost one-quarter of bereavement
staff (Foliart et al. 2001). Payne (2001) explored this contribution of
volunteers to bereavement support in New Zealand. While two-thirds had
generic volunteer training, only one-third had specific training in bereave-
ment and most (71 per cent) recognized previous personal bereavements.
That half found their work emotionally distressing and one-quarter had
problems with ‘boundaries’ points to the imperative for both training and
supervision. Volunteers are a valuable asset, but sound training is an
imperative.

In the USA, 55 per cent of a random sample of teaching hospitals
reported some form of bereavement support, generally provided by a
social worker or chaplain (Billings and Pantilat 2001). A comprehensive
survey of hospice settings across Japan found that three-quarters provided
some form of bereavement follow-up, most frequently using cards (84 per
cent) and memorial services (59 per cent) (Matsushima et al. 2002).
Nurses were actively involved. The prevalence of social groups was 35 per
cent, telephone calls 32 per cent, home visits 22 per cent, individual coun-
selling 22 per cent, self-help groups 11 per cent and family counselling 8
per cent.

Guidelines for setting up bereavement services

Where services are establishing bereavement support programmes, atten-
tion to published guidelines about their development can prove helpful.
The then National Association of Bereavement Services in the UK
published guidelines in 1994 (see Stewart 1994), the National Hospice
Organization in the USA in 1997 and the Centre for Palliative Care in
Australia in 1999.

Conclusions

In summary, the nurse makes a worthwhile contribution to bereavement
support services through the following approaches:

1 Generic bereavement support provided by the whole treatment team:

• attendance at the funeral;
• expression of sympathy via cards or telephone calls;
• availability of educational brochures about grief and bereavement;
• follow-up visits to the home;
• commemorative services.
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2 Targeted preventive support for those at high risk:

• when factors predictive of high risk of pathological or complicated
grief are present;

• individual grief counselling is suitable for the bereaved with (a)
personal vulnerabilities, (b) ambivalent relationships, (c) the dis-
enfranchised and (d) the avoidant;

• group approaches nurture socialization and reconnection when the
bereaved person is isolated or belongs to a homogeneous subgroup –
adolescent/siblings or the traumatically bereaved;

• preventive family approaches such as family-focused grief therapy
optimize family functioning and mutual support.

3 Specific interventions for those with complicated grief:

• identification and referral of the bereaved with complicated grief is
an important nursing role.

Evaluation of bereavement support services and demonstration of their
utility and efficacy remains a relevant research agenda.
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29
Families and children facing loss
and bereavement
Childhood bereavement services – a diversity of
models and practices

Liz Rolls

This chapter is concerned with the services designed to help children and
their families facing loss and bereavement. Although it is not known how
many children and young people are bereaved each year, a number of esti-
mates have been made. For example, Easton (2001) suggests that when the
deaths of parents, siblings, grandparents and other significant people are
taken into account, approximately 1.4 million children are bereaved annu-
ally. Winston’s Wish (2002) provides a more conservative estimate, suggest-
ing that 3 per cent of 5- to 15-year-olds have experienced the death of a
parent or sibling, equating to 510,000 children in the UK. Despite the
uncertainty about the number of children and young people affected by
the death of a significant person, there was a marked increase, during the
closing years of the twentieth century, in the number of services within the
UK for children and their families who had been bereaved (Rolls and Payne
2003).

However, ‘children’ are not a homogeneous group, and understanding
what is needed to support them is a complex enterprise. At the heart of the
development of services are implicit assumptions about the development of
children, that bereavement has an impact on them, and that supporting
children and young people following bereavement will have a favourable
influence on their present and/or future life. These assumptions provide the
basis for the development of childhood bereavement services, the models
and practices on which service provision is based, and for what is considered
‘best’ for helping bereaved children and young people.

Here, I use Bronfenbrenner’s (1992) bioecological model of develop-
ment to explore childhood bereavement services and their diversity of
models and practices. I begin by describing this model within the broader
context of theories of human development and their relationship to
bereavement theories. I then use the model to consider briefly some of the
ways in which loss and bereavement impact on children. Finally, I explore
the ways in which childhood bereavement services contribute, through
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Bronfenbrenner’s ‘ecological systems’, to meeting the needs of bereaved
children and their families facing loss and grief.

In this chapter, the terms ‘child’, ‘children’ and ‘childhood’ refer to
children, young people and young adults between the ages of 0 and 18 years.
The terms ‘parent’ and ‘family’ are problematic. Broadly, the term ‘parent’ is
used to mean biological and adoptive parents, while the term ‘family’ is used
to mean the ‘network of people in the child’s immediate psychosocial field’
(Carr 1999: 3), including those who play a significant role. However, the
broad use of these terms does not intend to ignore the variety of family
compositions within the UK, nor foreclose on later consideration of the
impact of the individual family constellation on a child who has been
bereaved.

Theories of human development and their relationship to
bereavement theories

The nature–nurture continuum of human development

Theories of socialization and development centre on a series of competing
models. In the more biologically deterministic models, development is seen
as a ‘forward-looking’ linear process, the outcome of which is adulthood.
Furthermore, there is a view that human capacities are genetically endowed
and immutable. In this model, the socialization of children involves training
– sometimes viewed as ‘taming’ – them to become a competent adult member
of society. Within this view, the focus is on children’s futures not their
present (Corsaro 1997). In contrast to viewing growth and development as
passive and unilateral, the constructivist or interpretive model of develop-
ment sees the child as an active, creative agent in their development,
‘appropriating information from her environment to use in organising and
constructing her own interpretations of the world’ (Corsaro 1997: 11). Cor-
saro argues that theorists such as Piaget ([1937] 1954) believed ‘that children
from the first days of infancy interpret, organize, and use information from
the environment, and that they come to construct conceptions (known as
mental structures) of their physical and social worlds’ (Corsaro 1997: 12).
Vygotsky’s (1978) socio-cultural view of children’s social development is
based on the idea that this is ‘always the result of their collective actions and
that these actions take place and are located in society’ (Corsaro 1997: 14).
Thus, rather than being appropriated by, and consumers of, adult society,
children are themselves appropriators of society through their active,
creative, social agency (Corsaro 1997).

Relationship of theories of human development to
bereavement theories

Clark et al. (1994) has identified three models, or typologies, of bereavement
theory:
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1 The ‘blunt trauma’ models of early perspectives on bereavement that
attempt to link adult psychopathology with the loss of a parent in
childhood.

2 The ‘shock–aftershock’ models in which bereavement is seen not as a
single event, but one that is mediated by determinants and the impact is
carried forward into adult life.

3 The ‘cascade’ models of bereavement, involving an interaction of the
specific meaning of the death, the child’s characteristics of resilience and
vulnerability, and the child’s stage of development.

The linear approach to development is paralleled in the ‘blunt trauma’
models of bereavement, while the interpretive models of development
underscore the ‘shock–aftershock’ and ‘cascade’ models. However, while
death is a universal event, the subjective experience of bereavement is not
only mediated through the interaction of the specific meaning of the death,
the child’s characteristics of resilience and vulnerability, and the child’s
stage of development. It is also embedded in the social, cultural and histor-
ical context in which it takes place. These models of development and
bereavement are limited in their capacity to illuminate the processes by which
individuals develop, and experience bereavement, in their immediate
environment within a particular social and cultural context. Stroebe and
Schut (1999) attempt to address this in their ‘dual process’ model of coping
with bereavement, arguing that, in particular, it is ‘useful to describe cultural
differences along the loss–restoration dimension’ (Stroebe and Schut
1999: 220).

Bronfenbrenner’s bioecological model of development

Bronfenbrenner (1992) has proposed an empirically testable ‘systems’ or
ecological model of development that does more than emphasize the
importance of the interpersonal, social relationships in the development of
the child, and their capacity to act on their social world. It outlines the set of
processes ‘through which the properties of the person and the environment
interact to produce constancy and change in the characteristics over the life
course’ (Bronfenbrenner 1992: 191; my emphasis).

The model is based on three propositions:

1 Human development takes place through processes of progressively
more complex reciprocal interaction, between an active, evolving
biopsychological human organism and the persons, objects and symbols
in its immediate environment.

2 The form, power, content and direction of these ‘proximal processes’
affecting development vary systematically as a joint function of the:

• characteristics of the developing person;
• environment; and
• nature of the development outcomes under consideration.
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3 Proximal processes serve as a mechanism for actualizing genetic potential
for psychological development, but their power to do so depends also on
the three factors stipulated in (2) (Bronfenbrenner and Ceci 1994: 572).

This notion of ‘social ecology’ – the mutual accommodation through the life
span between the changing environment and unique individual – occurs in
the context of four structures, or environments:

1 Microsystems: the immediate settings, of places and people, including
the activities, roles and relationships of significant people, that contain
the developing child.

2 Mesosystems: the processes between two settings each of which contain
the child, for example home and school.

3 Exosystems: processes between two or more settings, only one of which
contains the developing person, but which impacts on and influences the
processes of the setting within which the child is developing, for example
the parents’ place of work.

4 Macrosystems: the broad overarching cultural and subcultural
environment (Bronfenbrenner 1994).

These systems are outlined in Figure 29.1.

Figure 29.1 The bioecological systems (adapted from Bronfenbrenner 1994).
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Bronfenbrenner’s systems model of development outlines the dynamic
process through which the genetic endowment of the child is actualized
(Bronfenbrenner and Ceci 1994), and emphasizes the interrelated dynamic
between the developing person, the processes or interactions and the context
in which they occur, over and in time, and it is within this bioecological
system that the death of a parent or sibling, the bereavement experience and
childhood bereavement services are located.

The bereavement experience of a child

How a child experiences and responds to the death of a significant person,
what happens afterwards and the accommodation or ‘timely reconstitution’
(Christ 2000) that a child is able to make, is the result of a complex set of
processes or interactions between the significant relationships in, and fea-
tures of, the microsystems and the mesosystems of which they are a part.
Some of these include:

• who has died;

• the child’s characteristics – age and stage of cognitive and emotional
development;

• the circumstances surrounding the death, including how and what
children are told, and what life is like afterwards; and

• relationships with peers and school.

These factors, often referred to as ‘mediators’, appear to be most power-
fully associated with outcome (Christ 2000) and will be briefly explored
here.

Who has died and who remains

Worden (1996) puts parents firmly in the role of the ‘most significant
other’ for a child, suggesting that they are ‘in effect their partners in
negotiating the essential developmental tasks that will take them to adult-
hood’ (p. 9). The death of a parent is, therefore, one of the most funda-
mental losses a child can face (Dyregrov 1991; Worden 1996). When the
death of a sister or brother occurs, there will have been a history of a
complex set of sibling relationships, and their death presents a different
set of challenges for the bereaved child, who has been described as the
‘forgotten mourner’ (Hindmarch 1995). These include negotiating the
ambivalent feelings often found in sibling relationships, as well as feelings
of guilt and self-reproach (Dyregrov 1991). Furthermore, when a child
has died of a life-limiting illness, the well siblings will have already been
living in what Bertman (1991) calls ‘houses of chronic sorrow’ (p. 320;
citing Bluebond-Langner 1989). There may be long-term implications for
surviving siblings, who continue to report, 7–9 years after a child’s death,
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various behaviours that they attribute to the death of their sibling (Davies
1991) and for whom there is a higher risk of psychiatric disorder in
childhood (Rutter 1966) and in later life (Black 1996). However, there is
some debate about the links between adult psychopathology and the
bereavement of children in childhood (Harrington and Harrison 1999).
Furthermore, the relationship with the parent prior to death may have
been ambivalent and this will have an impact on the child’s grieving
(Dyregrov 1991)

As well as the relationship to the person who has died, the child con-
tinues in a relationship with those who remain. With the death of a partner,
the remaining parent, in experiencing their own grief, presents a grave crisis
to their child, in which

never again will the world be as secure a place as it was before. The
familiar design of family life is completely disrupted. The child suffers
not only the loss of the parent, but is deprived of the attention he
[sic] needs at a time when he craves that extra reassurance that he is
cared for.

(Grollman 1967: 15)

In the event of the death of a sibling, as well as experiencing the loss of
that relationship, the bereaved child will be in the environment of parents
who have lost a child, and on whom there are now ‘conflicting demands both
to let go of the parent role (in the case of the child who died) and, at the
same time, to continue to be a parent to the remaining sibling’ (Bertman
1991: 322). In grieving for their deceased child, Rubin (1993) suggests that
‘parents’ ability to maintain meaningful and balanced interaction with the
surviving children is far from assured’ (p. 285). Furthermore, they may put
an intolerable emotional burden on their remaining children (Pettle and
Britten 1995).

The active coping style of the surviving parent appears to affect out-
come for the child (Christ 2000), and although the death of a sibling does
not usually have the same developmental implications as the death of a
parent (Nagara 1970), there may be increased parental anxiety and over-
protection (Dyregrov 1991). Furthermore, while there were no significant
differences between children who had lost a parent compared to those who
had lost a sibling, there appear to be gender differences in the experience,
with boys more affected by the loss of a parent and girls by the loss of a
sibling (Worden et al. 1999).

The child’s characteristics

The child’s characteristics include their age, gender and cognitive and emo-
tional development, each of which differentiates and affects the experience
of bereavement. The characteristic of gender has been mentioned above, but
what will be briefly discussed here is the effect of the child’s cognitive and
emotional development on their capacity to understand death and to
mourn.
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On their capacity to understand death

Wass (1991) suggests that individual differences in children’s understanding
of death are a function of ‘maturation, life circumstances, experience,
adult–child interactions, and a host of other factors’ (p. 12). The capacity
to understand death as permanent, irreversible, inevitable and universal
comes with the child’s cognitive maturation (Dyregrov 1991). According to
Speece and Brent (1984), children under 7 years have a very limited under-
standing of the meaning of death, with children at 5 years conceiving of
death as reversible (Nagy 1948) and meaning disappearance (Anthony
1940), although Black (1996) argues that even very young children have a
concept of death. The idea of death as irreversible comes between the ages
of 5 and 7 years (Speece and Brent 1984) and the sense of its inevitability as
a natural biological process by 9–10 years (Nagy 1948). Noppe and Noppe
(1997) suggest that the meaning of death evolves throughout adolescence.
They link transformations in the death concept to the different develop-
mental tasks across the early, middle and later years of adolescence, in
particular to achieving emotional separation (younger adolescents), mas-
tery and control (middle adolescents) and intimacy and commitment (later
adolescents). However, Corr (1991) notes that while it is generally accepted
that adolescents understand death as final, universal and inevitable, this
capacity to conceptualize is different from understanding the significance
of it.

Indeed, Wass (1991) argues that ‘in a sense, the entire period of ado-
lescence is about death and loss, the loss of childhood and of the protective
warmth of the support coming with it’ (p. 27). The death of a parent in
adolescence, Abrams (1999) believes, ‘interferes at every level with the busi-
ness of being young and growing up . . . [and] . . . creates impossibly conflict-
ing needs’ (p. xiv). She argues that ‘the struggle is not only how to cope with
the bereavement itself, but also how to cope with it in the context of an
unaccommodating world’ (p. xiv).

On their capacity to mourn

There is uncertainty about the age at which a child has developed a capacity
to mourn. Bowlby (1980) argues that grief reactions can be seen in children
as young as 6 months, whereas others (e.g. Furman 1974) argue that this
capacity comes later. Furman (1974) also argues that the expression of sad-
ness does not require the child to have a concept of death. Christ (2000) has
identified developmental differences in mourning, which in the younger age
group (3–5 years) was related to their eventual acceptance of the finality of
death. However, some would argue that it is an unproven assumption that
children must grieve, and that a failure to mourn results in adult pathology
(Harrington and Harrison 1999). Furthermore, grief may be differently
expressed; for example, boys may have greater difficulty in showing and
expressing their feelings than girls (Dyregrov 1991).
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Circumstances around the death

The circumstances surrounding the death involve a number of aspects,
including how the person dies, how and what children are told and how
involved they are in the funeral, and what life is like afterwards.

How the person died

An anticipated death in which there is some warning helps lower anxieties
(Black 1998). By contrast, a sudden death is ‘a shock to the family system’
(Handsley 2001), placing the family under great strain. These deaths often
have a traumatic aspect resulting in a stronger impact on adults and the
desire to protect children from too much detail (Dyregrov 1991). Indeed,
children who have witnessed a violent death may develop post-traumatic
stress disorder (Pynoos et al. 1987) and the children of murdered parents
may well need specialized help (Black et al. 1992). The death of a parent or
sibling by suicide presents particular difficulties for a child, not only because
these are invariably violent deaths, but also because they challenge the
child’s notions of the world and what people can do (Dyregrov 1991). In
addition, murder and suicide are often accompanied by stigma and notori-
ety, which have consequences for the bereaved person’s future life, including
fears for their own safety (Riches and Dawson 2000).

How and what children are told and how involved they are in the funeral

Learning of the death is a significant moment (Worden 1996) and parents
are confronted with decisions about what, when and how to tell their chil-
dren about the events surrounding the illness and death, and although
children vary in their emotional and behavioural reactions, their responses
are strongly influenced by those of the surviving parent and other adults
(Worden 1996). Forewarning can help the child prepare (Black 1998), but for
many reasons parents will deny their children information (Black 1996; Sil-
verman 2000) or provide information at the time of diagnosis but not keep
the child updated (Dyregrov 1991). Black (1998) argues that children benefit
from attending funerals and other rituals, which are important mediators in
the course and outcome of bereavement, helping children to acknowledge
the death, honour the life of the deceased and provide support and comfort
for the bereaved children (Worden 1996).

What life is like afterwards

Death has an impact on the practical aspects of everyday life (Melvin and
Lukeman 2000), as well as on our ‘internal working models’ of the family
(Riches and Dawson 2000: 5). According to Worden (1996), positive
adjustment is associated with fewer daily life changes, but change is inevit-
able and may include changes in domestic arrangements such as who under-
takes the chores and household duties, in sleeping arrangements and in

562 Loss and bereavement



arrangements for mealtimes and bedtimes (Worden 1996). Death may also
involve more significant changes in the family’s financial status, creating
difficulties for the surviving members to manage (Corden et al. 2002).
According to Worden (1996), the most frequent changes are experienced in
the first 4 months, especially those related to chores, and there may be
increased resentment at added responsibilities, especially following the death
of a mother. However, this will depend on the quality of the pre-death
relationship. With changing roles between partners and including children
within the social economy of the household, this may not always be the case.
When the parent(s) are unavailable, the child needs support from outside,
and access to a replacement person can have positive effects on the
child (Dyregrov 1991; Melvin and Lukeman 2000), although the surviving
parent’s new relationships may present the child with difficulty.

Significant changes in communication patterns also occur, including
difficulty talking about the dead person or particular topics that may cause
distress, the censoring of information and who talks to whom (Moos 1995).
Balk (1990) argues that siblings, in trying to appear to cope, may not be
given opportunities to talk, but children may also understand the burden
under which the parent(s) struggle and adjust their behaviour accordingly
(Silverman 2000). In addition, parents may be unwilling to discuss details of
the death and their own feelings about it (Riches and Dawson 2000).

Child’s relationship to peer and school

Relationships with peers and school are important microsystems of the
child. Peers are a source of comfort, especially a friend who has had a similar
experience, older friends and friends who knew the person who has died. But
children may not talk to friends for a number of reasons, including their fear
of crying, awkwardness on the part of friends, their not knowing or caring
about the death, and it feeling too personal (Worden 1996). Late adolescents
talk to peers more than to parents despite greater closeness to parents than in
previous periods of adolescence (Noppe and Noppe 1997). The mainten-
ance of contact with other children at school is important, especially if there
is also parental grief (Walsh and McGoldrick 1991). However, many siblings
feel peers and teachers do not understand their feelings (Hindmarch 1995),
and school problems arise because of increased aggression, not being under-
stood by peers and teachers, and poor concentration (Pettle and Britten
1995).

Childhood bereavement services: an ecological ‘niche’ for
bereaved children and their families

Fundamental to Bronfenbrenner’s (1992) thesis is not the fact that life events
happen, but that our capacity to adapt and develop psychological health
rests on successful adaptation to events that have occurred. This adaptation
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– or its opposite, a failure to adapt – occurs in ‘ecological niches’, events that
are ‘favourable or unfavourable for the development of individuals with
particular characteristics’ (Bronfenbrenner 1992: 194). I now situate the
work of childhood bereavement services, as an ‘ecological niche’, within the
ecological systems of the bereaved child.

In this chapter, I use the term ‘childhood bereavement services’ in two
conceptually different ways:

1 A childhood bereavement service is an individual organization
comprising a number of paid and/or unpaid staff who provide some
level of intervention for children and their families. There are similarities
and differences between individual services in terms of what
interventions they offer to children and their families, how they are
organized and funded, and how they are staffed.

2 Childhood bereavement services are a structural form of health and
social care provision for children arising in the specific cultural and
historical context of the late twentieth-century ‘developed’ world.

Childhood bereavement services, as individual services and as a structural
form, engage in a variety of practices that impact, directly and indirectly, on
the environments of the child. In Bronfenbrenner’s ecological systems
model, childhood bereavement services, as a structural form, are always part
of the exosystem, whether or not a child has been bereaved. Once a child has
been bereaved, a childhood bereavement service may become part of the
mesosystems, in that it becomes a setting containing the child and in which
‘proximal processes’ between the child and childhood bereavement service
providers occur. This section will now consider some of the models and
practices of childhood bereavement services from these two conceptually
different positions. I draw on some of the data from the Clara Burgess
Charity Research Study in which I was principal researcher. The aim of this
qualitative research project was to identify and explore the key issues
involved in providing UK-based bereavement support services for children.
The three objectives were to:

• identify the needs of the ‘primary’ (bereaved children and their
care-givers) and ‘secondary’ (school and emergency service) users;

• examine the procedures and processes that contribute to meeting the
needs of the service users; and

• identify the features that contribute to the development and maintenance
of a childhood bereavement service within a community.

Childhood bereavement services in the mesosystems

Once a child ‘uses’ a childhood bereavement service, it becomes a setting in
the mesosystems. Here, I broadly outline some of the differences between
services as organizations, describe the variety of ways in which services are
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offered to children and, finally, identify some of the ‘proximal processes’ in
which service providers engage.

The organization of childhood bereavement services

Childhood bereavement services, as individual service organizations, are
structured in several different ways. For example, 85 per cent of services
are provided through the non-statutory sector and 12 per cent of services are
provided through the statutory sector, with a small group of services (2 per
cent) being offered as joint initiatives between two organizations, within a
sector or between the statutory and non-statutory sectors. Services are
staffed by either paid or unpaid people, or a combination of both, with a
diverse range of professional backgrounds, including counsellors (46 per
cent), nurses (42 per cent), social workers (39 per cent), doctors (23 per cent),
psychologists (10 per cent) and other professional groups (33 per cent),
including occupational therapists, art and play therapists. The way in which
services are organized is a feature of structural location, size and whether
functional activities that support the organization, such as fund-raising and
human resource management, are located within the childhood bereavement
service or within the larger organization of which the service is a part. Ser-
vice structures vary, with those that are located in a host structure, such as a
hospice or as one part of the broader provision of a charity, being more
informal, more fluid and less hierarchically structured than those that are
organizations in their own right (Rolls and Payne 2002).

How services are offered

The majority of services (86 per cent) are offered to children between the
ages of 0 and 18 years, with some services restricting their provision to a
banded age group. Of the 16 services that offered support with respect to the
death of a sibling only, 14 were hospices. The majority of services (71 per
cent) worked with children who had been bereaved through any cause of
death, including murder and suicide. Of the 26 services that restricted their
work to children who are bereaved because of deaths from a life-limiting
illness, including AIDS, cancer and motor neurone disease, 22 were hospices.
In addition, 73 per cent offered a service to children irrespective of whether
the death was sudden or anticipated, and of these 35 per cent were hospices.
Some services (20 per cent), however, only worked with children whose
bereavement had been anticipated, and the majority of these services (89 per
cent) were located within hospices (Rolls and Payne 2002). Pre-bereavement
support was offered by 64 per cent of services (Rolls and Payne 2003).

Services are offered in different modes: individually or in groups, with
the child only or with families. Table 29.1 shows the matrix of activity and
the percentage of services that offer each combination. Within this matrix of
service provision, there is a further refinement of how services are organized:
between the child and the parent, individual and group work, and the types
of activities within them. This is illustrated in Figure 29.2.
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Service focus is always on the child, but parents need to have their feel-
ings recognized (Monroe 1995), and the extent to which the services focuses
on the bereavement needs of parents varies between services. It may be
undertaken in a parents’ group, as part of family work, or parents may be
referred to an adult service such as Cruse.

The ‘proximal processes’ or interventions

As well as structuring service provision, service providers engage in a pur-
poseful relationship with the child, and it is through these relationships,
together with the associated objects and symbols that are generated in a
range of activities, that the child’s bereavement is ‘processed’. The relation-
ships and activities are not random, and while the specific activities may
differ between services, and within services between service providers, they
are purposeful. Three underlying objectives of the activities will be discussed
here:

• remembering the person who has died;

Figure 29.2 The matrix of childhood bereavement service provision.

Table 29.1 Percentages of services offering specific modes of intervention

Intervention With the child With the family

Individual work 62 86
Group work 45 64

Source: Rolls and Payne (2003).
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• understanding and expressing feelings; and

• normalizing the experience and reducing isolation.

REMEMBERING THE PERSON WHO HAS DIED

Services help children remember through a number of activities, including
creating a ‘memory jar’, making a special box into which important items
can be placed or making and decorating a photograph frame. What is crucial
to these activities is not just the making or collection of the artefacts, but
helping the child talk about the meaning these have for them (Riches and
Dawson 2000). This process supports the ‘continuing bonds’ (Potts et al.
1999), helps create a narrative, and also forms part of helping a child under-
stand, give names to and express their feelings. Many services offer annual
‘remembrance days’, while others, such as hospices, keep a photograph
album of all the children who have died.

UNDERSTANDING AND EXPRESSING FEELINGS

Riches and Dawson (2000) argue that opportunities for mentally processing
the traumatic changes and unfamiliar feelings that the loss of a significant
relationship brings are crucial. This includes both an opportunity for ‘cogni-
tive mastery’ of the event, as well as stimulating emotional coping (Dyregrov
1991). There are many creative ways in which services help children under-
stand and express their feelings, such as through the use of storytelling,
puppets, ‘anger walls’ or other games, watching and talking about videos,
and through other symbolic activities.

NORMALIZING THE EXPERIENCE AND REDUCING ISOLATION

Riches and Dawson (2000) suggest that there is a need to appreciate the
normality of parental and sibling grieving, and both parents and children
often feel isolated in such an extremely important event. Wright et al. (1996)
argue that sibling groups can help overcome these feelings. Services usually
run age-specific groups within their group activities and children can become
supportive of each other both during the group sessions as well as
afterwards.

Childhood bereavement services in the exosystems

Childhood bereavement services, as structural forms, are in the exosystem of
all children. Exosystems are those environments which do not contain the
child, but which have an impact on those that do. Services have relationships
with others who have a relationship with the child. Some of the ways in
which childhood bereavement services influence the systems surrounding the
child include:

• The mesosystems: (1) offering advice and information to the families of
children who have been bereaved; (2) supporting schools where either a
member of staff or a child has died, or where a child has been bereaved.
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• The exosystems: educating and training health, social care and other
professionals, including teachers, police and other emergency service
personnel.

• The macrosystems: influencing the social constructions, cultural
assumptions and beliefs about childhood bereavement.

These influences are outlined diagrammatically in Figure 29.3.

Advice and information to the families of children who have been bereaved

As we have seen, what and how children are told about events surrounding
the death is important, and parents may need help in thinking about what to
say to their child (Monroe 1995). Parents may also be confused about their
child’s response to the death, and uncertain how to help them understand
both the events surrounding the death and the confusing set of feelings they
are experiencing. Giving appropriate advice and information is, therefore,
crucial in supporting parents to respond appropriately to their children’s
needs and in helping them anticipate difficulties. Services clearly feel this is
an important aspect of their work, as 95 per cent of childhood bereavement
services in the Clara Burgess study offered information and advice to fam-
ilies who have been bereaved, while 88 per cent of services provided
resources, such as books and leaflets (Rolls and Payne 2003).

Figure 29.3 The influence of childhood bereavement services on the bioeco-
logical systems.
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Supporting schools where either a member of staff or a child has died, or
where a child has been bereaved

The school is an important setting for a bereaved child, either providing a
potential haven of peace and normality (Pennells and Smith 1995) or being
a source of increased distress and isolation (Hindmarch 1995). It is also a
social environment that influences the meaning of loss (Rowling and
Holland 2000). In some cases, the school community itself may be experi-
encing loss if one of its child or adult members has died. Schools that
provide both open discussions about life and death for its pupils, as well as
individual support if a death occurs, offer a protective moderating factor to
the bereaved child (Dyregrov 1991). In the Clara Burgess Charity Research
Study, 66 per cent of childhood bereavement services provided support to
schools where there had been a death in the school community itself or
where a child in the school had been bereaved. The level and type of support
will range from advising teachers on how to support the bereaved child to
supporting and assisting them in their own bereavement.

Educating and training health, social care and other professionals, including
teachers, police and other emergency service personnel

While children may not have access to, or want to use, a specialized
bereavement service, they are often in contact, in the course of their every-
day life, with a range of professionals, such as teachers, doctors, school
nurses and health visitors. Furthermore, groups of people, such as members
of the emergency services or members of specialist groups such as hospice
staff, will be in the environment in which the death had occurred. These
groups are, therefore, important mediators of help and information about,
as well as attitudes towards, bereavement. In the study, 32 per cent of ser-
vices offered education and training opportunities to this group (Rolls and
Payne 2003).

Influencing the social constructions, cultural assumptions and beliefs about
childhood bereavement

According to Riches and Dawson (2000), there is now an ambivalent and
contradictory attitude to death in modern society. On the one hand, death
is very present, for example in the mass media, while at the same time
serious discussion about our own deaths is still considered morbid. Mellor
(1993) argues that the idea of death as a taboo subject, put forward by
Gorer (1965) and Aries (1981), is no longer the case, and although death is
very present in Western societies, there has been widespread ‘sequestration’
of it into the private space (Mellor 1993: 11). Death has been removed
from public space and communal religious practices (Aries 1981) into hos-
pitals (Illich 1976) and has become a technical matter (Glaser and Strauss
1968; Giddens, 1991). Funerals are now organized by specialists (Hunting-
ton and Metcalf 1979) and rituals have been deconstructed so people do
not know how to act (Turner 1991). This privatization and subjectivization
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of the experience has consequences for individual experience, for as Mellor
(1993) argues, ‘the absence of death from the public space makes its presence
in the private space an intense and potentially threatening one’ (p. 21). Fur-
thermore, it is not only death and bereavement that are sequestered into
the private domain. Children themselves are subsumed within the priva-
tized nuclear family and hidden statistically from significant events that
affect them (for example, how many children are bereaved annually).
Qvortrup (1997) argues that this is because ‘they are not expected to have
a stake in the present, social, economic or political arrangements’ (p. 25).

Childhood bereavement services, individually and as structural forms, are
increasingly playing an important role in influencing and defining cultural
assumptions and beliefs about children and their experience of bereavement.
They are taking children seriously, conferring dignity and importance to their
experience and bringing children’s experience out of the private into the pub-
lic domain. They are increasingly advocating and campaigning on children’s
behalf at local and national levels, through the media and in government, as
well as providing a vehicle through which children’s own voices and experi-
ences can be heard in their own right. The services in the study considered this
an important aspect of their work, and all were able to engage in some way
in changing attitudes and beliefs about children who have been bereaved.

However, there is a paradox. In influencing the shared knowledge,
beliefs and attitudes about childhood bereavement, childhood bereavement
services are increasingly producers of culture. But at the same time, child-
hood bereavement support is becoming increasingly specialized, bureaucrat-
ized and functionally differentiated (Rolls and Payne 2002) and part of the
‘institutionalisation of bereavement support’ (Winkel 2001), where ‘expert
discourse manipulates private experience’ (Walter 1991: 39). In this capacity,
they are reproducers of culture.

Conclusions

In thinking about loss and differential grief in families, Gilbert (1996) poses
the question ‘we’ve had the same loss, why don’t we have the same grief ?’
She identifies the difficulty in understanding family dynamics in loss and
grief, and that in paying attention to the family as a system can result in little
attention being paid to the individual, intra-psychic processes. Locating this
brief review of the impact of bereavement on a child in Bronfenbrenner’s
(1992) ecological systems model shows that the event occurs in, and is medi-
ated by, a complex set of interrelationships within the microsystem and
mesosystems of the child. Thus, children in any one family will experience
the bereavement differently, not only because of the different qualitative
relationship that they had to the person who died, but because of the
proximal processes of the microsystems and mesosystems of which each of
them is a part. For example, the high rates of divorce and remarriage
may mean that a child will experience a number of family compositions.
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Figure 29.4 illustrates the potential sets of relationships between a child and
other family members when parents separate.

Bronfenbrenner’s (1992) ecological systems model offers an opportunity
to consider the child, and its respective systems and the relationships
between these systems, simultaneously, rather than foregrounding one at the
cost of another. It also identifies the primacy of relationship in mediating
experiences. Service providers, while situated in an organizational structure,
are a central group of people who can contribute to making order out of
chaos and help provide a language for, and meaning to, a child’s experience
of grief and loss (Riches and Dawson 2000).

Childhood bereavement services, as a form of social provision, have the
capacity to impact on the proximal processes within the mesosystems, exo-
systems and macrosystems surrounding a bereaved child. Bronfenbrenner’s
ecological systems theory provides a useful model to understand the set of
‘intimate relations and the importance of social support’ (Riches and Dawson
2000) as well as the dynamic of the processes by which these, together with the
ever widening set of social relations and cultural context, can, over time, enable
a bereaved child to accommodate and mature as a result of a death. It also
helps identify the ways in which childhood bereavement services, as individual
services and as structural forms of social provision, can provide favourable
ecological niches for the bereaved child and their family. Finally, services are
embedded in culture, but like the children with whom they work, they are active
and creative agents influencing and shaping the world around them.

This chapter has linked some of the theory related to children and
bereavement, and data from the Clara Burgess Charity Research Study, to a
model of human development. Box 29.1 identifies several questions that you
might like to use to help relate this to your practice.

Figure 29.4 A ‘family tree’ of potential relationships.
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Relevance to establishing a childhood bereavement service

Many factors need to be taken into account when establishing a childhood
bereavement service, including those related to how the service will be staffed
and funded. The bioecological systems model can help service providers and
practitioners to:

• clarify the different terrain, or ecological ‘field’, that surrounds each
bereaved child, even from within the same family;

• identify ways in which the respective ecological systems of the child can
be made as favourable as possible for their future development.

In addition, the model can help services to:

• establish services and plan strategies that impact on the different systems;

• evaluate their service activity from the perspective of the different
‘levels’ at which they intervene.

Box 29.2 identifies a number of points to consider when establishing or
developing a childhood bereavement service.

Box 29.1 Relating the bioecological systems model to practice

1 Think about your own professional background and the work you do (or
would like to do) with children who have been bereaved.

� Where would you situate this in the bioecological systems of the child?
� List the activities/interventions you use with children and their families.

How do you think these will influence the bioecological systems of the
child?

� In what ways could your work expand to influence other systems of the
child?

2 Consider a child who has been bereaved. Using the bioecological systems
model, what questions do you need to ask to assess the child’s need for
support and intervention?

Box 29.2 Broad points to consider when establishing or developing a
childhood bereavement service

� Where would you want to situate the work of your organization in the
bioecological systems of the child?

� List the activities/interventions your organization could use or develop
with children and their families. How do you think these will influence the
bioecological systems of the child?

� What sources of support could your organization provide to these other
systems?

� What do you need to have in place to do this?
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PART FOUR
Contemporary issues





30
Overview

Christine Ingleton and Jane Seymour

Changes in population demographics, health needs and reforms in health-
care delivery and work practices have had a major impact on the nursing
profession in many developed countries. Moreover, the transfer of nurse
education into higher education in the UK over the last decade and in North
America over the past 20 years has heralded substantial changes in the way
nurses are educated and prepared for practice. Nurse education in Australia
has also experienced significant changes since the 1980s, including transfer
of undergraduate preparation from hospital-based programmes to more
formal learning in the tertiary sector and, more recently, growth in post-
graduate degrees and clinical specialization (Lee et al. 2002).

In the UK, before the radical revision of the education strategy called
Project 2000 (UKCC 1987), nurses were taught in training schools attached
to hospitals. Two levels of qualification existed, enrolled and registered, and
separate courses educated trainees for four areas of nursing: general (adult),
sick children, mental health and mental handicap. Over 60 per cent of train-
ees’ time was spent in providing rostered service, during which time they
were responsible to a service manager. Thus nurse training has moved from
an apprenticeship model of preparation where trainees worked as ‘pairs of
hands’ to an educationally driven model of preparation where students
attend university-based courses.

The need for reform in nursing in the UK emerged from challenges in
four main areas: education, service, recruitment and retention, and changes
both in health needs and in the NHS. The reforms impacted both upon
education and service provision. Educationally, diploma level education was
introduced, replacing the previous two-tier system of enrolled and registered
nurses. The four specialist routes to qualification were replaced by a Com-
mon Foundation Programme (12–18 months) followed by a branch pro-
gramme in a chosen specialism. Students are now provided with a bursary
rather than a salary and are responsible to educationalists rather than
service managers.
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At the same time, increases in the age profile of populations, the rising
incidence of cancer and the worldwide spread of HIV/AIDS, point to an
increase in the need for palliative care in the coming years. As the need for
palliative care increases, so the need for general and specialist palliative care
education both pre- and post-registration continues to grow. However,
meeting those needs is particularly challenging because the nature of
palliative care means that teaching and learning about it can be complex
and problematic (Macleod and James 1994, 1997). Box 30.1 shows the par-
ticular challenges facing nursing in palliative care education both pre- and
post-registration. These will be discussed in turn.

Changes in the initial preparation of nurses

As noted above, palliative care education worldwide has undergone massive
reforms in terms of where and how nurses are prepared in both pre-
registration training and in subsequent continuing professional develop-
ment. In the 1980s, Field and Kitson (1986) conducted a survey of UK
schools of nursing to explore whether nurses are prepared educationally to
deal with dying patients, death and bereaved relatives. The survey was
repeated by Lloyd-Williams and Field (2002), the results of which are
highlighted in Box 30.2.

It is difficult to make direct comparisons with other countries, since
current data are not readily available. However, it is worth noting that the
average amount of time spent on death education in general pre-registration
nursing programmes has been estimated as 4.39 hours in Canada (Sellick et
al. 1996) and 19.25 hours in Australia (Yates et al. 1996).

The recent Draft Plan from the National Council for Hospices and
Specialist Palliative Care Services (NCHSPCS 2002) expresses concern
about pre-registration education and training and suggests that a number of
fundamental issues require attention: ‘Pre-registration nurse training in pal-
liative care consists of a core module in care of the dying which does not
specifically identify the role of palliative care as either a speciality, nor as a
“philosophical” approach to care. It is focused on the care of the patient
dying with cancer’ (p. 32). The NCHSPCS goes on to call for the following

Box 30.1 Educational challenges in palliative care education

� Changes in the initial preparation of nurses
� Changes in the continuing education of nurses
� The provision of general palliative care education programmes
� The scarcity of resources and teaching staff with skills in general palliative

care
� The paucity of evidence to indicate the effect of education on practice
� The distance and access to effective programmes of education
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elements to be incorporated into the pre-registration curriculum, as a
minimum requirement:

• a basic understanding of the role and function of the palliative care
team and when to transfer to that service;

• a basic understanding of the psychological support needs of patients
and their carers from pre-diagnosis onwards to ensure better arrange-
ments and working practices in out-patients and other departments, as
well as in the in-patient settings.

From the information that is currently available, it would appear that
palliative care education has not been incorporated adequately within
undergraduate training in the UK with any degree of uniformity. Given the
growing volume of work in both the acute and community sectors in provid-
ing care for those patients with chronic, life-limiting diseases, palliative care
education should take greater prominence than at present.

Changes in the continuing education of nurses

In the past, nursing has been viewed as a practice-based profession, with
little expectation of education beyond that needed to inform and perform
practical tasks. As the academic profile of nursing has developed, the num-
ber of post-registration practitioners seeking higher education courses to

Box 30.2 Results of surveys of UK schools of nursing examining palliative
care education in pre-registration training

The authors found that death education appeared to receive important atten-
tion in nursing schools and was provided at a level similar to that found in an
earlier survey of British medical schools (Field 1984). The mean hours of teach-
ing death and dying was 13.5 hours for students undertaking a nursing degree,
9.8 hours for students on traditional RGN courses and 6 hours for students on
the then enrolled nurses’ course. Medical students received 6.3 hours of formal
instruction about death and dying. More recently, Lloyd-Williams and Field
(2002) repeated the survey of nursing schools to explore the current provision
of palliative care teaching to undergraduate nurses and the results paint a less
positive picture some 18 years later. One hundred and eight questionnaires
were sent out, of which 46 were returned, yielding a disappointing 40 per cent
response rate. Diploma students received a mean of 7.8 hours (range 2–26;
median 4) and degree students 12.2 hours (range 3–42; median 9) of teaching
in palliative care during their undergraduate training. It was found that entry
level student nurses received little generic teaching in palliative care and the
teaching that did occur was mainly theoretical; palliative care knowledge was
not formally assessed in 76 per cent of the degree programmes and 82 per cent
of the diploma courses that responded to the questionnaire.
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update their academic qualifications to first or higher degree level has
increased markedly. Currently, a major issue facing registered nurses is the
ongoing challenge of maintaining professional competence in the context of
rapidly changing health care systems. In terms of continuing professional
development for nurses, a significant policy development within the UK has
been the introduction of what has come to be known as PREP (Post-
Registration Education and Practice: UKCC 1994). Since this development,
nurses have been required to undertake a minimum of 5 days study or
equivalent every 3 years. At the same time, all programmes of specialist
education for nurses have been required to meet the UK Central Council
(the statutory body for nursing, later replaced by the Nursing and Midwifery
Council) standards within the profession and, importantly, be linked to a
higher education accreditation system. Credits for appropriate prior learn-
ing (APL) and appropriate prior experiential learning (APEL) were intro-
duced, acknowledging and recognizing previous education, skills and
experience. Furthermore, the development of AP(E)L1 has greatly increased
the ability of students to gain credit for professional achievement and to
include this as part of their degree. The concept and principle of APEL was
first developed in the USA in the 1970s and 1980s. It recognizes that learning
has always taken place outside of education and training courses, and that
APEL offers a process for quantifying this learning and giving it credit.

A hallmark of AP(E)L is modularization of courses and programmes of
study. The modularization of programmes that have university approval has
impacted upon all courses, including those relating to palliative care. While
this mode of delivery does offer choice and flexibility for students, there is a
danger that learning may be seen as a series of fragmented and unrelated
chunks of content. To prevent this occurring, there is a need to consider
educational approaches that pay attention to the educational process as well
as the outcome, so that material from within modules is integrated into the
whole experience and practice (Sheldon and Smith 1996). In the context of
palliative care education, as with other educational programmes, there
remains the concern that the requirements of educational institutions
regarding course structure, credit levels and course validation may dominate
and skew what is being offered to students.

Arguably (in the context of specialist palliative care), maintaining the
balance between fostering growth ‘in spontaneity and opportunities for cha-
rismatic individuals whose training has not followed a set path’ (Sheldon
and Smith 1996: 102) and applying a more systematic approach to education
provision continues to be one of the most challenging aspects of specialist
palliative care education. As the NCHSPCS draft paper points out:

post registration courses in palliative care are in a state of flux with a
plethora of different certificates, diplomas, and degree courses all
accredited by differing institutions but with little or no common aca-
demic ‘currency’ or ‘transferability’. Rather than a shortage of courses
in palliative care there are too many, but with little or no central co-
ordination. Identifying a clear training pathway for nurses is difficult

582 Contemporary issues



and there is an urgent need to develop the training pathway for nurses
wishing to specialise in palliative care, with core training modules iden-
tified for nurses starting at D and E grade, and then moving on to the
higher clinical grades.

(NCHSPCS 2002: 3)

The provision of general palliative care education

Historically, adult palliative care has been largely confined to those patients
with cancer. Figures available for 1999–2000 in England suggest that 95 per
cent of palliative care services are delivered to cancer patients.2 While some
patients require specialist palliative care, the vast majority need general pal-
liative care focusing on holistic care provision and palliation of symptoms
(Lloyd-Williams and Field 2002). A greater awareness that most patients
with palliative care needs are cared for in general acute and community
settings rather than specialist palliative care settings might improve nurses’
impetus to access specialist training in palliative care.

The movement of the speciality away from patients with terminal cancer
to encompass those with other life-threatening illnesses has caused confu-
sion for those educators who have emphasized cancer-related palliative care
in their teaching, at the expense of a more broad based multi-professional
approach. Dowell (2002) suggests that education in palliative care should
reflect the principles and practices of palliative care and, therefore, should be
multi-professional in orientation, multi-modal in delivery and emphasize
process and outcomes of care. However, the gaps in palliative care education
discussed above, and assumptions that the knowledge base is wedded closely
to cancer-related palliative care, may lead to inappropriate teaching and lack
of multidisciplinarity.

Scarcity of resources and teaching staff with skills in general
palliative care

In some palliative care units, there is a scarcity of resources to support
learning, especially in the workplace. In many units, there are not the
finances to establish a library and employ a librarian; nevertheless, a model
of service provision could be considered before the purchase of costly
resources such as journal subscriptions and books. Journal subscriptions are
an annual, costly expense yet are essential in education, training and lifelong
learning of staff. Furthermore, textbook material may be limited. For
example, Ferrall et al. (1999) conducted a wide-ranging analysis of end-of-
life content in nursing textbooks and revealed that there was little provision
of information in undergraduate nursing textbooks on palliative care.

An additional constraint to the delivery of high-quality palliative care
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education appears to be lack of trained and experienced teachers to deliver
educational programmes (Yates et al. 1996; Lloyd-Williams and Field 2002).
In Lloyd-Williams and Field’s (2002) survey, 82 per cent of respondents felt
education about palliative care should be a core component of entry level
diploma or degree education, but they recognized significant problems in
providing such teaching: two-thirds indicated that they had difficulty in find-
ing appropriately qualified staff to teach the subject. Moreover, this scarcity
of teaching staff with skills in general palliative care, coupled with a lack of
specialist palliative care units providing clinical placements, limits further
educational provision in this area.

The paucity of evidence to indicate the effect on practice
of education

In considering the availability of palliative care education for nurses and
other health care professionals, studies have broadly focused upon two per-
spectives: first, examining whether nursing curricula incorporate teaching
about death and dying and, second, exploring nurses’ experience with dying
patients (Copp 1994). In the USA, Quint’s (1967) seminal work on the edu-
cation of nurses to care for dying patients highlighted the considerable
inadequacy of educational provision for nurses in this area. Quint’s land-
mark study has gone on to profoundly influence the way in which these
aspects of education have been incorporated and taught in schools of
nursing throughout the developed world.

Although education is considered an integral part of the work of pallia-
tive care teams, there is little evidence to indicate the effect on practice of
such education. Research examining the effectiveness of various education
programmes on care of the dying has frequently revealed equivocal results.
A recent review of the literature of studies related specifically to nurses’
knowledge of palliative care (Proctor et al. 2000) found only three studies:
one study conducted in Canada (Ross et al. 1996) and two studies conducted
in Australia (Redman et al. 1995; Farrell 1998). Studies evaluating education
often lack a theoretical basis, few employ controlled experimental designs
and are predominantly concerned with participants’ perceptions or assess-
ment of their knowledge base. One of the reasons for this could be that, in
common with research in palliative care generally, such research presents
methodological challenges. Issues relating to research in palliative care are
discussed in Chapter 35 by Ingleton and Davies. They highlight the method-
ological challenges researchers face in conducting studies in palliative care
and the reasons for these difficulties. However, if we subscribe to the view
that perceptions of increased knowledge, self-confidence and attitude
change are more reliable (and meaningful) than measurable differences,
there is substantial evidence to support the effectiveness of education in
palliative care (Kenny 2001; Dowell 2002).
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Distance, cost and access to effective programmes
of education

Access to continuing education is a challenge for nurses who have work and
family responsibilities, work shifts and may live a considerable distance from
institutions of higher education (Canadian Nurses Association 1997). In a
review of the evidence base for professional education for the cancer care
nurse in England and Wales, it was found that at any one time, half the
available places on English National Board specialist courses remain unfilled
(Blunden and Langton 2001). Clearly, further work needs to be carried out
to explain this lack of take up, which could relate to the difficulties nurses
have in obtaining release from work to attend such programmes and/or lack
of understanding of the need to undertake such specialist training if they
work in non-specialist areas. However, it should be noted that attendance of
staff members at educational courses and training does not necessarily
ensure that palliative care practice will improve at an organizational level. If
individual course members are to apply theory to practice, then certain
organizational factors need to be in place: appropriate management and
peer support, provision of financial resources and a collective commitment
to developing practice (Froggatt 2000). In Chapter 36, Froggatt and Booth
discuss the importance of the organizational context and organizational
support needed in helping colleagues to improve palliative care practice.

Obstacles to accessing courses could be overcome with further develop-
ment of more flexible modes of delivery, including providing work-based
educational preparation, problem-based learning and through the promo-
tion of inter-professional learning. These approaches are now discussed in
turn.

Work-based learning

The type of courses available and mode of delivery must adapt to changing
professional expectations; work-based learning in professional practice is
one way of responding to these changes. Work-based learning, in valuing
learning that takes place outside of an educational institution, and in inte-
grating practice with theory, offers an interesting alternative to purely aca-
demic university-based courses (Hargreaves 1996). Work-based learning
embraces a number of learning and teaching strategies that take place out-
side educational institutions and in students’ workplaces. One of the pri-
mary modes of work-based learning is through the use of on-line materials,
such as web-based resources. These are increasingly being employed to over-
come the traditional barriers to continuing education. The potential role of
the World Wide Web (see Chapter 34) in continuing nursing education is
now attracting global interest (Billings and Rowles 2001; Washer 2001;
Atack and Rankin 2002). A descriptive study of 57 registered Canadian
nurses’ experience with web-based learning found that while web-based
learning can be an effective mode of delivery for nursing education, a
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number of challenges were faced when using this mode of delivery (Atack
and Rankin 2002). For example, while access to the course from home was
reported as very satisfactory for the majority, work users encountered a
number of serious barriers, such as insufficient time and limited computer
access. In addition, registered nurses made significant gains in their learning
with email, internet, keyboard skills and word processing skills during the
16-week course. On the negative side, lack of computer skills, erroneous
perceptions of course workload and inadequate preparation for web learn-
ing were largely responsible for most withdrawals. The authors conclude that
teachers, peers, technology, course design and the learning environment are
key variables that influence learners’ experiences and success. Importantly,
they suggest that advanced preparation and ongoing support from teachers
and employers is required to make the learning experience a positive one for
nurses. This shift away from viewing educational institutions as the principal
places where learning takes place is discussed in Chapter 38 by Hopkins,
who provides examples of how nurse managers can work to integrate
learning into daily clinical practice in the palliative care setting.

Problem-based learning

Problem-based learning (PBL) is a method of group learning that uses true-
to-life problems as a stimulus for students to learn problem-solving skills.
More specifically, teachers facilitate learning in student-led group tutorials,
but do not provide specific content information. In a synthesis of all avail-
able evaluative research from 1970 to 1992, comparing PBL with more trad-
itional methods of medical education, Vernon and Blake (1993) concluded
that the results generally supported the superiority of PBL, especially with
regard to teacher attitudes, student mood, class attendance and academic
process. Increasing numbers of nursing programmes have adopted PBL in
various forms, because it is thought to promote higher-order thinking skills,
and combines theory with practice. In analysing the strengths and weak-
nesses of PBL, for both teachers and students, Frost (1996) argues that PBL
is more likely to bridge the gap between theory and practice, and equip
nurses with the skills demanded by an ever-changing society. PBL used in a
Canadian undergraduate programme nursing course was beneficial to stu-
dents who learned community health nursing by analysing increasingly
complex problems (Morales-Mann and Kaitell 2001). PBL in one Australian
nursing programme produced a role change as students became active, self-
directed learners with critical thinking and problem-solving skills (Little and
Ryan 1998).

Inter-professional learning

There has been much written recently about how changes in patterns
of health care delivery and structure of services have impacted upon the
development of the health professions globally. These changes have included
calls for collaboration between professions in health and social care. Inter-
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professional education is seen as one way forward in promoting professional
and proficient teamworking. As this need for teamwork has been recognized,
there is a need to change the way in which health care professionals are
educated. The impetus for this has arisen, in part, from the belief that separ-
ate training encourages different health professional groups to hold onto
their independence and autonomy, thereby detracting from effective team-
work. Cox and James explore the concept of boundaries and teamworking
in palliative care in Chapter 31.

The need for change has also been accelerated in the developed world
by the move towards shifting the balance from secondary to primary care
and the need to use resources effectively and in a timely manner. Taken
together, these changes have been instrumental in accelerating the growth
and development of inter-professional learning in health care settings.
Nevertheless, despite the growth and longevity of inter-professional learn-
ing, there is a lack of clarity surrounding the use of terms associated with
‘shared learning’. Inter-professional, interdisciplinary, multi-professional,
shared and collaborative (among others) are used interchangeably without
any general agreement about their meaning (Hammick 1998). A recent sys-
tematic review by Cooper et al. (2001) on interdisciplinary education for
undergraduate health care professionals revealed the literature to be diverse,
including relatively small amounts of research data and much larger
amounts of evaluation literature (Cooper et al. 2001). The researchers con-
ducting the review used methodological rating schemes to test for confound-
ing influences on the research studies. The number of studies found was
1421, but only 30 (21 per cent) were included in the analysis because of lack
of methodological rigour in the research and poorly developed outcome
measures. The review concluded that student health professionals were
found to benefit from interdisciplinary education with outcome effects pri-
marily relating to changes in knowledge, skills, attitudes and beliefs. Effects
upon professional practice were not discernible and education and psycho-
logical theories were rarely used to guide the development of the education
interventions.

As Sneddon points out in Chapter 33, in no other health care area is
learning alongside different disciplines welcomed so readily as in the field
of palliative care. In Lloyd-Williams and Field’s (2002) survey of under-
graduate teaching in palliative care, 22 per cent of respondents mentioned
the desirability for palliative care to be taught as a multidisciplinary sub-
ject, though translating this into action is more problematic. It is post-
graduate palliative care specialist education which has embraced the con-
cept of inter-professional learning most enthusiastically, with many
courses advertising themselves as having a multi-professional intake of
students.

This appears to reflect the holistic and team approach mirrored in pallia-
tive care practice, although how this multi-professional group is engaged in
the teaching and learning process is largely unknown. The wide variety of
approaches and levels of study at different institutions can make application
and integration difficult when applying learning to practice. Added to this, it
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is sometimes difficult to discern from the variety of course documents what
the underlying educational philosophy is, whether it is being carried through
in practice and whether there is any resonance of the educational philosophy
with palliative care (Sheldon and Smith 1996).

The crucial question that remains unanswered is how inter-professional
learning affects professional practice in palliative care. As yet there are no
answers to this question. What is clear from the evidence available in the
wider research literature is that a fundamental approach to inter-professional
learning is required, one that integrates the best external evidence with edu-
cational expertise and students’ choices. This highlights the need for greater
discussion from an early stage between educators, practitioners and students
to determine basic requirements (Cooper et al. 2001).

Inter-professional approaches to teaching and learning are increasingly
being used in the context of research training in palliative care as attempts
to strengthen the evidence base for the care and services provided to
patients and their families continue. Although palliative care research is a
growth activity with practitioners ever more involved in palliative care
research as the field expands, this expanded contact with research is not
without its pressures and problems, nor does this preclude the opportunity
to build upon what has been already achieved. These problems and
possible opportunities for advancing the contribution of nurses towards
research activity in palliative care is the focus of the next section (see
Box 30.3).

It is important to preface the following discussion by highlighting the
difference in skills and knowledge which may be required by nurses, depend-
ing on their contribution towards research-based activity. The majority of
clinical nurses are ‘consumers of research’; they require appropriate access
to research publications, libraries and sources of information to develop and
implement evidence-based practice. Arguably, only a minority of nurses are
‘research producers’ and, as such, research methods skills, ethical knowledge
and ability to disseminate findings are most relevant to their role. However,
clearly research education should equip all nurses to assess critically those
studies on which they plan to develop their practice.

Box 30.3 Problems and opportunities for advancing the contribution of
nurses towards research-based activity

� Nurses’ access to and use of research-based knowledge
� Developments in the acquisition of research skills
� Small-scale nature of studies conducted in palliative care
� Perceived dissonance between academic nursing and clinical practice
� Changes to ethical approval processes for research studies
� Expanding practitioner roles
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Nurses’ access to and use of research-based knowledge

Nurses’ access to and use of research-based knowledge is considered an
essential element of proposals to enhance the quality of health care
(Department of Health 1999). Researchers at the Centre for Evidence Based
Nursing at the University of York, UK (Thompson et al. 2001), conducted a
study in which they hoped to identify the sources of information actually
used by nurses, as well as those they said they used. Using a variety of data
sources from 15 different clinical sites (none were specialist palliative care),
three perspectives on information accessibility were identified. Human
sources – that is, people – were perceived by nurses to be more accessible
than text-based information. Clinical specialization was found to be associ-
ated with different approaches to information access and, in coronary care
units, nurses were more likely to find local guidelines, protocols and on-line
databases to be accessible than colleagues in general medical and surgical
wards. Perhaps the most worrying finding was how little of the available text-
based evidence had a research base, and how out of date the available text-
books were. In terms of what was not useful, no nurses viewed textbooks as a
useful resource and equally the role of local information files was not found
to be helpful. This was an important finding given that both of these
resources were very much in evidence on the wards. More worryingly, per-
haps, the internet, on-line databases and other library-based resources, such
as the Cochrane Library, were not viewed as having much utility for practice.
What emerged clearly from this study was that library skills and support to
enable nurses to make the most of the often extensive resources available in
each of the sites were seen as poorly developed. Physical access to research
information is a significant barrier to research. There are parallels here with
the findings relating to obstacles for nurses accessing continuing professional
education for nurses, discussed above. Physical access to research informa-
tion may present problems for specialist palliative care nurses who may not
have the same facilities at their disposal as those offered to their counter-
parts employed in large acute units, attached to university departments.

Developments in the acquisition of research skills

Corner (1999) believes that professionals of all disciplines feel they lack the
necessary skills to develop and execute robust research studies that are rele-
vant to practice, and may find it difficult to compete for publication in top
journals. In this way, nurses are not alone in finding the development of a
research base for practice challenging.

Nurses arguably already possess many strengths and much of the expert-
ise necessary to adopt the lead in practice. In particular, nurses possess the
skills and temperament necessary to foster research collaboration, rather
than competition (Corner 1999). This is crucial, as partnerships are essential
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to enable practice to develop (Bailey 1996; Corner 2001). Although the
potential benefits of collaborative research partnerships are well established
in palliative care, collaboration between health care professionals continues
to be exceptional in the wider health care context where it is generally agreed
that there needs to be an increase in interdisciplinary research projects.

Traynor and Rafferty (1997) sound a note of caution, however, at the
wholesale adoption of a multidisciplinary approach to research, expressing
their concern that in adopting a collaborative research framework nursing
risked losing its unique identity. However, perhaps more important than the
unique identity of nursing, is the contribution that nurses can make to the
development of a wider body of health care knowledge through research. In
2003, Rafferty et al., in an editorial in the British Medical Journal, reported
that nursing receives only 20 per cent of the resources allocated to a national
programme in teaching and learning of the Economic and Social Research
Council. They observe starkly that without targeted investment, nurses
‘will fail to deliver the benefits of evidence based practice’ (Rafferty et al.
2003: 833).

Nurses have already made great strides in advancing palliative care
knowledge in relation to the development of a number of key research
approaches (see Chapter 35), but perhaps no more so than in their contribu-
tion to qualitative research studies. In a review of the nursing contribution to
qualitative research in palliative care between 1990 and 1999, Bailey et al.
(2002) reviewed critically 138 papers from 50 journals using a tool developed
to assess both content and quality; in one part of this tool, reviewers
recorded open-ended comments on the strengths and weaknesses of each
paper. The authors presented a thematic analysis of reviewers’ comments on
a sub-group of 67 nursing papers from the main review. These were com-
pared with an analysis of comments on 29 papers from a comparison group
of papers from death studies, medical anthropology and sociology journals.
Patterns of positive and negative evaluations were identified and used to
generate an account of strengths and weaknesses in qualitative palliative
care research in nursing. The authors found that nearly half the papers
received were judged to be well written or to have a well-chosen topic. How-
ever, more than 40 per cent of papers generated negative comments about
key methods-related issues. Overall, Bailey et al. concluded that over the last
40 years qualitative research in nursing has become an increasingly import-
ant focus in providing evidence for practice. It should be noted, however,
that qualitative methods are not highly rated in Cochrane Reviews and thus
studies employing these types of methodologies from this perspective do not
count as ‘evidence’. This seriously devalues a significant number of research
studies conducted by nurses, which tend to draw heavily on qualitative
methods of enquiry.

Arguably, the move of basic and post-basic nurse education into higher
education institutions means that nurses are better equipped to conduct
more advanced studies into areas of their practice. From an initial faltering
start, the number of nurses undertaking doctoral level studies continues to
grow (Corner 2001; Ingleton et al. 2001) and this is a positive move towards
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providing an international network of nurses in key positions in practice and
academia, though much work remains to be done.

Small-scale nature of studies conducted by nurses in
palliative care

Although the need for practice to be based on reliable evidence rather than
anecdote has been recognized since the establishment of the modern hospice
movement, much of the research undertaken to date has been limited and
fragmented, with small-scale, single-centre studies being the norm. Ingleton
and Davies delineate some of the explanations for this in Chapter 35. Simi-
larly, much nursing research has been justly criticized as being small-scale,
under-funded and locally based. Practitioners are exposed more to palliative
care research as the field expands and larger numbers are now engaging in
post-registration education, which often means that they undertake their
own, small pieces of research (Daniels and Exley 2001). However, the extent
to which findings from these small-scale local studies are applicable to policy
development is unknown and many remain unpublished. Seymour et al.
(2003) suggest that synthesizing data from studies with similar aims and
designs highlights a methodological approach that may be valuable in pallia-
tive care research of this kind. They draw upon data on 37 patients’ expect-
ations and experiences of specialist palliative care services, as expressed in
in-depth interviews across three evaluative studies of specialist palliative
care services in the UK (Seymour et al. 2003). This approach provides an
exemplar for synthesizing findings from small-scale qualitative studies and
provides the possibility of demonstrating their applicability beyond local
and specific contexts, while recognizing that caution must be shown in
checking that methods of data collection and data analysis are comparable.

Perceived dissonance between academic nursing and
clinical practice

A predominant theme in the nursing literature is the dissonance between
academic nursing and clinical practice. Some writers have suggested that the
gap between the two sectors arises primarily because of the ‘ “idealised”
views of nursing held by academic nurses, which seem incompatible with the
“messy realities” of the practice world’ (Dunn and Yates 2000: 166). The
continuing tensions between academic and clinical nursing has resulted in
calls to develop models for minimizing these tensions and to enhance links
between academic and clinical settings. Establishing joint appointments is
one means suggested for addressing the ambivalent relationship that has
existed between academic and clinical nursing. The introduction of clinical
chairs, which are joint appointments at the professorial level with links to
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both the academic and clinical settings, is one means by which more active
cooperation between stakeholders can be achieved.

Dunn and Yates (2000) conducted a study to describe the roles of Chairs
in clinical nursing in Australia. Eight clinical professors were interviewed
using semi-structured telephone interviews. The participants highlighted the
diversity of arrangements between university and health sector partners in
establishing their respective roles. All roles included components of educa-
tion, research and politics, but the relative contribution of each of these
areas, and the viability of the posts, depended to a large extent on the ability
of post holders to maintain sustainable income sources and to consolidate
outcomes. Dunn and Yates conclude that although not a panacea, clinical
professorial appointments do provide, perhaps, one of the best opportun-
ities to bring together the major stakeholders in the nursing community:
clinical, academic and professional.

There are others grappling with the same issues surrounding nursing
scholarship and bridging the academic–practice divide in the USA (Brown
1995) and Australia (Roberts 1995). Possibilities in promoting scholarship
within clinical practice relate not only to the establishment of clinical nurs-
ing professoriates as described above, but also the establishment of nursing-
dedicated research wards and units, and maintaining the practice links of
university-based nursing staff.

There are other models of scholarship emerging in the USA, such as the
development of the National Center for Nursing Research, which
emphasizes health care and promotion. In the light of continuing emphasis
on evidence-based practice and clinical excellence, such a centre might
provide an invaluable interface between evidence and practice.

Changes to ethical approval processes for research projects

In many parts of the developed world, policy changes to the ways in which
ethical approval is sought are under review. In the UK, professional organ-
izations involved in health care research have now established research ethics
committees (first at local level and then at regional level) within the last
decade. More recently, new governance frameworks for health and social
care research and for research ethics committees (Department of Health
2002) have been developed in which it is made clear that attention to ethical
issues are central to the whole research process from commissioning to dis-
semination (Seymour and Skilbeck 2002). These frameworks set out stand-
ards and mechanisms to protect and prioritize the well-being and safety of
research participants, while at the same time creating an environment in
which high-quality research is nurtured.

While this extra scrutiny can be seen as a positive move to academic
excellence and rigorously conducted studies, it does present difficulties for
some student projects or small-scale studies. The time-frames for these
projects need to be scrutinized to take into consideration any comments or
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changes required by research ethics committees and research governance
frameworks. This may make such projects difficult to complete. Already,
additional aspects of research governance, such as the need for project
research staff to hold honorary NHS contracts, even when working on
projects involving minimal or no actual presence on NHS premises, have
added to the difficulties of conducting research in the NHS.

Similar arrangements exist in Australia where the National Health and
Medical Research Council (NHMRC) considers the ethical issues associated
with research. Organizations in Australia that receive public funds adminis-
tered by the NHMRC are required to establish another tier in the form of
human research ethics committees to review research proposals involving
humans. Lee and Kristjanson (2003), writing about human research ethics
committees in Australia and the discomfort of the members of these com-
mittees who have no experience of palliative care, warn that committees may
disallow access to palliative care patients and families as they perceive the
notion of conducting research with this group as abhorrent. The authors,
reflecting on 20 years’ experience of presenting applications to human
research ethics committees, call for a less adversarial approach to gaining
ethics approval and an acknowledgement of the rights of palliative care
patients, families and health care workers to choose to be involved in
research.

Arguably, changes to research governance will have major implications
for the type of research conducted in the future. Research projects involving
staff members/professional groups have been the mainstay of undergraduate
nursing and many postgraduate nursing projects. This has been a deliberate
strategy to avoid the involvement of patients and to obviate the risk of their
‘research fatigue’ in research active environments (Watson and Manthorpe
2002). With the new difficulties envisaged in gaining ethical approval, this
situation is likely to continue.

Expanding practitioner roles

Expanding practitioner roles to academic teaching and research has mark-
edly changed the nature of nursing work roles and careers. Reflecting this,
and writing from an Australian perspective, Roberts (1995) argues that, ‘in
an ideal world of nursing scholarship, the scholar would be a practitioner,
researcher and teacher. The model of integrated scholarship . . . [or] all-
in-one scholar is a wonderful idea, but requires considerable amounts of
support’ (p. 218). For specialist nurses working in cancer and palliative care,
the recommendation that research should be an integral aspect of their role
has been outlined for some time. This may pose challenges and tensions
within normal working practices. For example, Daniels and Exley (2001)
conducted a small qualitative study with a group of specialist nurses at an
independent hospice involved in palliative care research. From the inter-
views, the most important issue in ensuring the success of the research study
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were efforts to facilitate collaborative relationships between researchers and
practitioners. Daniels and Exley reflect on their experiences and the diffi-
culties they encountered, primarily with regard to obtaining informed con-
sent from patients to take part in the research, and conclude by suggesting
guidelines for conducting good quality research in palliative care.

The role of specialist nurses in palliative care

During the past 20 years, there has been a significant expansion in the num-
ber of specialist nurses practising in many areas of patient and family care.
The designation of ‘specialist nurse’ is currently conferred on individuals
with a wide range of knowledge and skills, with very different roles, remits
and titles, and with diverse backgrounds in terms of education preparation.
Accompanying this trend is a growing international literature concerned
with the specialist nurses in palliative care (Colquhoun and Dougan 1997).
As we have seen in Chapter 2, modern specialist palliative care services
began earlier and have developed further in the UK than in other parts of
Europe (Clark et al. 2000). One particular example of this is the number of
palliative care clinical nurse specialists working in the UK, particularly those
employed with initial support from the UK charity Macmillan Cancer
Relief, normally referred to as ‘Macmillan nurses’ (see also Chapter 36).
These posts have been influential in the models of specialist palliative care
nursing adopted in other countries.

Macmillan nurse role

Macmillan nurse posts were first developed in the UK in the mid-1970s and
have been established in both hospital and community settings. From being
introduced as nurses with special responsibility for caring directly for ter-
minally ill people and their families, the role of the Macmillan nurse has
changed gradually to that of the clinical nurse specialist in which clinical,
consultative, education, research and supportive functions are combined
(Seymour et al. 2002). This evolution has, in part, occurred in response to
the recognition that palliative care is a right for everyone with life-limiting
illness. The parallel emergence of professional guidance on the development
and definition of specialist nursing roles has been encouraged by wider
policy initiatives emphasizing accountability and responsiveness to need.

Caddow (cited in NCHSPCS 1996) suggests a framework for the clinical
nurse specialist role that has been widely accepted and adopted by Macmil-
lan nurses. This involves considering the role as having four main elements:

• advice and information;

• consultative visit, preferably with the health care professional who has
referred the patient – these are usually single visits unless otherwise
requested;
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• a short-term series of interventions with a patient or family – the inten-
tion is then to withdraw;

• ongoing multiple problem situations requiring continuing intervention
and assessment.

Although the work of Macmillan clinical nurse specialists in palliative care
is now well established, there has been little research into a number of key
areas of the role.

Evaluation of the Macmillan nurse role

The extent to which Macmillan nurses can meet the ideals of specialist
practice is little understood, although problems of role clarity and role over-
load have been linked to clinical nurse specialist posts more generally (Poole
1996; Bamford 2000). As Skilbeck and Seymour (2002) point out, there is
little evidence about the character of Macmillan nurses’ clinical work with
patients; most work has concentrated on specific aspects of their duties, such
as work patterns, referral trends, levels of support and stress, or have been
small-scale evaluations. The extent to which generic Macmillan nurses are
adapting to these new demands was addressed as part of a major evaluation
study of UK Macmillan nursing in 12 sites in the Trent and Thames regions
of the UK, commissioned by the UK charity Macmillan Cancer Relief. As
part of this evaluation, Seymour et al. (2002) examined the extent to which
Macmillan nurses are adapting to new working practices and procedures
brought about by policy initiatives (Department of Health 1999, 2002).

Drawing on data from semi-structured interviews with 44 Macmillan
nurses and 47 of their key colleagues, the study found differences of expect-
ation between Macmillan nurses and their managers about the appropriate
focus of their work, which led to problems of role ambiguity and role con-
flict. Moreover, Macmillan nurses were found to lack resources with which
to develop an educative and consultative role and that problems existed in
co-working with newly appointed cancer site-specific nurses and palliative
medicine colleagues (Seymour et al. 2002). The authors conclude by point-
ing to a need to clarify the nature and scope of the Macmillan nurse role, to
attend to issues of teamworking and to improve the skills of non-specialist
staff in palliative care.

As part of this evaluation and acknowledging that there has been little
research into the organizational context in which these nurses operate and
the implications for the services they deliver, data were also collected about
the Macmillan nursing care mix, nature of interventions and organization of
workloads. The results showed a wide variation in the intensity of input into
care of individual patients by Macmillan nurses. For the majority of
patients, one or two contacts were undertaken with the purpose of resolving
a particular problem or need. This variety of input was observed in the
context of a caseload in which two-thirds of patients died within 200 days of
referral to the services (Skilbeck et al. 2002). The evaluation also showed
wide variation in organization and management of their practice (Clark et
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al. 2002). It would appear that there is a need to clarify the Macmillan
nurse’s role to ensure that their expertise is used effectively and efficiently.
Other literature highlights the need for clarity over lines of responsibility,
strategic planning and adequate resource allocation. These are all essential
factors for nurses to accommodate change effectively. Overlaying these
elements is the changing landscape of expanding roles and policy directives
surrounding nurses’ practice. For example, in recent years a range of risk
management strategies has been introduced into health care settings in
response to growing litigation and a transfer of the associated costs to health
care providers. Within this context, nursing is being primed to play a more
effective and central role in care delivery by developing new ways of working
and promoting quality care through the use of clinical protocols, or care
pathways, as a means of delivering evidence-based practice. The final section
of this overview will explore the ways in which care pathways are being used
and whether they offer the potential to improve palliative care delivery for
patients and families.

Clinical protocols/integrated care pathways

The development and use of clinical protocols, or integrated care pathways
(ICPs) as they have come to be known, has attracted substantial research
interest. There appear to be three main reasons for the drive to develop
these protocols: risk management, the speedier integration of research into
practice and the standardization of practice to provide a more cost-effective
and efficient health care system (Lawton and Parker 1999).

Widely accepted and used in the North American health care system,
ICPs are increasingly being used in the UK. In the USA, advocates of
pathways have placed them within an overall strategy for managed care,
arguing that they result in resource efficiency while maintaining quality and
managing costs. In the UK, rather than emphasizing the resource efficiency
aspect, pathways are seen as a tool to implement clinical governance (see
Chapters 37 and 38), which aim to improve the quality of care and ensure
that clinical care is based on the latest research evidence (de Luc 2000).

Sometimes referred to as ‘care maps’, ‘critical paths of care’ or ‘antici-
pated recovery paths’, ICPs document any changes to the expected course of
events through a variance sheet (Fowell et al. 2002). Riley describes the
integrated care pathway as fulfilling the following functions:

determines locally agreed multi-disciplinary practice, based on guide-
lines and evidence where available, for a specific patient client group. It
forms all or part of the clinical record, documents the care given and
facilitates the evaluation of outcomes of continuous quality monitoring.

(Riley 1998: 2)

Lawton and Parker (1999) conducted a study to investigate the percep-
tions of doctors, nurses, midwives and health service managers towards the
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proposed development and implementation of clinical protocols. Twenty-
four focus groups were convened across three hospitals in the UK. The effect
of ‘proceduralization’ on professional autonomy and on the working rela-
tionships among professional groups emerged as an important theme.
Importantly, the study revealed that successful implementation of protocols/
guidelines depends on achieving the right balance between standardizing
practice and allowing professionals to use clinical judgement.

De Luc (2000) reported on a quasi-experimental case study of two care
pathways developed within one NHS Trust. In this study, de Luc makes a
comparison of clinical care delivered before and after the introduction of
the two pathways and the views of staff involved in the development and
operation of the two pathways. Overall, the conclusions from this study are
mixed. The findings suggest that the development aspects of pathways offer
the easiest and most immediate route for change, including the development
of multidisciplinary teamworking, design of clinical documentation and
updating of clinical practice. The author points out that a considerable
ongoing commitment of time and effort is required in the operation of
pathways once implemented to engender a culture of continuous monitoring
and comparing the standards of care provided. While these elements are
ascribed to by many advocates of ICPs, they are rarely reflected in the
increasing descriptive literature on pathways.

In the context of palliative care, Ellershaw et al. (1997) has piloted an
ICP for the last 2 days of life and much of the developments since have been
based on a variant of this influential work. Building on this work, Fowell et
al. (2002) report on a pilot study to introduce a Wales-wide implementation
of an ICP for the last 2 days of life. This occurred in four different care
settings crossing the voluntary and statutory sectors. They found that initial
analysis of 500 variance sheets generated by the ICP for the last 2 days of life
indicate that the management of pain, agitation, excess respiratory secre-
tions and mouth care may be problematic. However, while presenting an
optimistic view of the use of ICPs, Fowell and colleagues acknowledge that
further development work is needed on the variance sheet as a potential
tool for the collection of data, as well as the need to establish inter-rater
reliability across care settings.

In the USA, care pathways have been developed for hospice patients
who die within one week of admission (Peterson and Hartman 2000). The
problem here is that it is difficult to predict with any degree of accuracy
when people are in their last week of life.

More generally, however, few evaluations have looked at either costs of
development and implementation or, importantly, the efficacy of care path-
ways in changing practice and improving outcomes (Campbell et al. 1998).
The need for systematic evaluations to measure the effectiveness of pathways
has been cited by many writers in the international literature (e.g. Ebener et
al. 1996).

In the context of palliative care, critics of ICPs suggest that, left
unchecked, there is a danger that the ‘process of dying’ may be reduced to a
number of flow diagrams (algorithms as they were called in some palliative
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care journals) and a series of boxes ticked by professional carers instead of
recognizing the importance of spontaneity and creativity in palliative care
(Kelly 2003). Importantly, the question still remains as to whether the intro-
duction of pathways results in the benefits ascribed to them by their sup-
porters and whether they warrant investment in time and resources to
develop them.

Ultimately, though, for ICPs to be successfully introduced into palliative
care settings, an integrated multi-professional approach and an open, flex-
ible and participative culture is required. Otherwise, they may be viewed as a
‘paper exercise’ and merely another type of clinical audit tool; an approach
to care that does not seem to resonate with philosophical statements about
the individuality of patient needs.

In the remainder of this chapter, we introduce the eight chapters that
form the final section of the book. The chapters are wide-ranging in char-
acter and set out contemporary issues in the fast-changing field of palliative
care.

Overview of chapters in Part Four

Multi-professional working is said to be a key component of effective pallia-
tive care and it is generally recognized that the complex needs of patients
and their families can best be met by a well-coordinated team of various
professionals. In Chapter 31, Cox and James explore the concepts of bound-
aries, roles and teamworking within which palliative care is delivered. They
detail how, over the last 30 years, the palliative care team has changed con-
siderably in both its constitution and complexity. These changes have
stemmed, in part, from patients’ and families’ increasingly high expectations
of health care provision, in terms of power sharing, improved information
giving, increased choice and better patient-centred care. However, the
authors make the very salient point that these expectations will continue to
be mediated by the fundamental need for human warmth and attention at
times of vulnerability, when the needs for support and the potential desires
to opt out by adopting a ‘sick role’ may be heightened.

As palliative care professionals are asked to respond to demands to
extend their work beyond a focus on cancer, it follows that there is either a
need to spread the effort further with few additional resources, or that there
is a need to pay greater attention to the allocation of resources to those most
in need, however these needs may be defined. Either way, this can add
increasing pressure and stress to the daily work of palliative care profes-
sionals. While occupational stress and ‘burnout’ are common phenomena
across health care settings, and are certainly not unique to palliative care,
there are some characteristics of palliative care as a speciality that require
specific attention. While acknowledging the significant work undertaken on
occupational stress and burnout in palliative care, Aranda’s chapter on
occupational stress and coping strategies departs from influential work
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(most notably by Vachon) by exploring the relationship between the
underlying philosophy of palliative care, what counts as ‘stressful’ and the
meaning of this for nursing work in palliative care. Understanding how we
perceive stress is critical to how the subject is approached. Aranda suggests
that stress occurs at points of dissonance between the beliefs and values of
the individual and their capacity to deliver care according to those values.
The absence of a strong evidence base for preventing and managing the
impact of this dissonance means that specialist palliative care services need
to foster a flexible and varied approach to the provision of support in the
workplace. Encouraging nurses to identify their personal approach to stress
should be regarded as an overt part of professional development.

In Chapter 33, Sneddon focuses on education to prepare practitioners
for a specialist role in palliative care, drawing on contemporary experience as
a provider of multi-professional education in the UK and comparing experi-
ences from other disciplines and contexts. She makes the point that palliative
care has expanded greatly in the past 10 years, but not always in a coordin-
ated way. In doing so, she suggests that it is timely to reflect on the future
learning needs of professionals specializing in palliative care. However,
Sneddon cautions educators to ensure that the education process mirrors the
caring philosophy of palliative care. She calls for the skilful management of
interpersonal learning opportunities, development of interpersonal skills
and the use of creative learning and teaching strategies that reflect reality, in
the delivery of specialist education in palliative care.

The use of creative learning and teaching strategies is the subject of
Chapter 34 by Ahmedzai, who explores the current role and future scope of
information and communications technology (ICT) in nursing as a vehicle
for offering flexible education and professional development. Ahmedzai also
looks at the role of information and communications technology in man-
agement, clinical practice and the nurse–patient interface. Ahmedzai quite
rightly gives prominence to the use of ICT vehicles and their possible uses in
specialist palliative care. The wide-ranging annotated description of current
websites provided will be of relevance to a multi-professional palliative care
audience. Ahmedzai concludes by reminding us of the speed at which com-
munications technology is progressing, the massive impact it is having on all
parts of health care and the concomitant challenges wrought by these devel-
opments, not least where the variability in quality ranks as the number one
criticism.

The development of a wide-ranging and multidisciplinary programme
of palliative care research is crucial to a more evidence-based approach to
care. Within the broad field of palliative care, nursing is beginning to emerge
as an important focus. In Chapter 35, Ingleton and Davies consider the
relationship between scholarship, research and practice within palliative
care. Although they concede there is still a long way to go, Ingleton and
Davies conclude that nurses are making a growing contribution to the wider
palliative care research community in terms of publications in international
academic and professional journals and presentations at international
conferences.
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Looking to the future, joint ventures between clinical and academic
centres and the establishment of designated research and practice units offer
the opportunity to reduce the much discussed theory–practice gap. Such
ventures are the focus of Chapter 36 by Froggatt and Booth. The authors
present an account of expert nursing and its development through research
and development in the context of palliative care. They draw on pro-
grammes of work undertaken when they were leaders of two national
Macmillan Practice Development Units based in the UK. They illuminate
practical examples of ways in which expert nurses in palliative care have
been supported, drawing attention to a number of challenges to developing
expert palliative care. While they do not dispute the need to have a sound
basis for the decisions made about the treatment and care delivered within
health care, they go on to suggest that an evidence-based practice approach
can be constraining. Arguing that the evidence based-practice movement has
narrowly defined the meaning of ‘valid’ evidence, they suggest it also places
the highest confidence in only one type of evidence – that obtained through
the conduct of randomized controlled trials.

Very few services escape the attention of resource management, clinical
audit and clinical governance; specialist palliative care is no exception. The
final two chapters of this part of the book deal with the interrelated issues of
policy, audit and management within palliative care services. The authors
of each of the two remaining chapters tackle these issues from the viewpoint
of national policy and management. Barker and Hawkett outline con-
temporary UK government policy, making links to audit, evaluation and
clinical governance. Drawing on her current work at the Department of
Health, Hawkett considers the connections between policy and clinical prac-
tice and offers pragmatic suggestions about how clinical nurses might influ-
ence the policy-making process. Policy making is, of course, always an
imprecise empirical process (Clark et al. 1997) and policy outcomes are
necessarily complex, often difficult to forecast and subject to a plethora of
influences, both predictable and unpredictable. As Barker and Hawkett show
here, the extent to which palliative care providers can engage with, and
influence, policy makers will be a crucial factor in shaping the future direc-
tion and form of palliative care. They delineate some of the difficulties in
assessing quality in specialist palliative care and provide some clarity on how
we variously define such potentially confusing terms as clinical governance,
clinical audit and quality assurance and, importantly, what these mechan-
isms mean for specialist palliative care services. Inevitably, the need to adapt
to an environment of greater scrutiny and performance review has driven
palliative care providers to develop more robust and responsive strategies for
effectively managing their teams.

In the final chapter, Hopkins picks up some of the themes introduced by
Barker and Hawkett. He presents a model for leading and managing nursing
teams, within the constraints of a changing policy environment. The model
is derived from a review of nursing and human resource management litera-
ture, and from an empirical study undertaken by the author in a UK volun-
tary sector specialist hospice. The study, using a mixed-methods approach to
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data collection and a grounded theory approach to data analysis, produces
aggregated themes that form the basis of a model of nursing leadership and
management. Hopkins’s model focuses on five components of nursing man-
agement as the key activities in improving the quality of nursing care
delivered.

Notes

1 AP(E)L is the accepted way of referring to appropriate prior learning (APL)
and appropriate prior experiential learning (APEL).

2 Hospice Information Service (2002) Minimum Data Sets National Survey
1999–2000 (www.hospiceinformation.co.uk): accessed 16 October 2002.
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31
Professional boundaries in
palliative care

Karen Cox and Veronica James

A boundary is a demarcation of some kind. Specialist palliative care is a
small but important area in the growing complexity of bounded, com-
munity and acute care provision. It is an area which, with the patient and
family seen as a whole unit, prides itself on the delivery of care through
multidisciplinary teamwork. Thus, from the beginning, a tension arises.
Patients and families want us to see them as a whole, and work in collabor-
ation with them to meet a range of changing physical, psychological and
domestic needs. They also want us to work with each other, seamlessly
across the boundaries of general services and specialisms, acute and com-
munity, professions and organizations, without bands of fragmented
specialists marching up the path. There is a danger that, despite a notion of
teamwork, organizational fragmentation overrides the core purposes of
palliative care – the central work with patients, or users, and families. Obvi-
ously, there must be considerable numbers of people, often working
part-time, involved in running any 24-hour service efficiently and effectively.
Yet the greater the number and types of professions and occupations, the
greater the demarcations – and the greater the need for a team approach. So
how should lay and professional expertise, community and in-patient organ-
izations, and curative and palliative care intersect to focus on the family as
the unit of care?

In this chapter, we explore the concepts of boundaries, roles and
teamworking within which palliative care is delivered. We first consider the
definitions of team and teamwork. Both these terms conjure up images of
positive working relationships and a shared common goal. However, teams
are complex and the work of the team in palliative care needs to be
centrally concerned with the patient (or user) and family as key team
players, albeit with a variable interest in decision making. Other members
of the team, affected by funding, political and organizational agendas,
contribute within the context of committed professional and occupational
teams, intra- and inter-team boundaries, and external influences. We
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explore these issues further by considering the palliative care team within
the overall perspective of patient and carer involvement in health and
palliative care, taking account of new ideas of ‘teams’, their leadership
and coordination.

Background

Over the last 30 years, the palliative care team has changed considerably.
Traditionally, the focus of care delivery was within the setting of the hos-
pice, which meant that the professionals involved worked in close proximity
and were bounded by the physical space within which they worked. In
addition, the nature of health care delivery at that time with its medical
domination meant that the health care professionals involved, such as
nurses and doctors, had fairly well-defined roles and responsibilities. This
combination of a relatively clear demarcation between the contribution
made by each of the team members and the physical boundary of the
hospice meant that the palliative care team was relatively easily defined and
understood. There are now, however, a multiplicity of palliative care set-
tings and changing roles within the palliative care team. The relatively
straightforward concept of health care provision (institution-based care led
by medical staff) has shifted with the growth of broader-based public provi-
sion to a complex pattern of interrelated services (Payne 2000). Specialist
teams for palliative care now do not simply reside in hospice settings. They
can be found in acute and community settings, in public and private care.
Teams work across disciplinary divides and institutional boundaries and
need to be able to liaise effectively between a range of health and social care
agencies (Clark and Seymour 1999). Similarly, shifts have occurred in rela-
tion to the roles and responsibilities of team members. Nursing in particular
has undergone an enormous shift in terms of extended and advanced nurs-
ing roles and nurses are taking on tasks that were previously the preserve of
their medical colleagues. Patients, users, consumers; family, lay and informal
carers; inequality, difference; ethnic minorities, cultural diversity, cultural
competence – these changes in terminology tell us something of the shifts
that have occurred regarding role boundaries and the place of the patient as
a team member since the modern hospice movement began in the 1960s.
While variations in patient choice and involvement have always occurred as
the result of different health insurance, funding and organizational systems,
new movements to involve patients (Gillespie et al. 2002) mean that pallia-
tive care providers will want to look outward to broader health contexts, to
see what patients and carers will be bringing with them to palliative
care. The palliative care team of today is, therefore, a transformed and
diverse entity.
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The established view of teams and teamwork in palliative care

Palliative care teams are an interesting example of teamwork in the health
care system. The National Council for Hospices and Specialist Palliative
Care Services (NCHSPCS 1995) suggests that teamwork is a key element of
specialist palliative care services. The current trend towards interdisciplinary
teamworking and collaboration has been identified as a particular strength
of specialist palliative care services, with hospice teams being described as
good examples of inter-professional work (Ajemian 1993). Inter-
professional work in this instance refers to people with distinct disciplinary
training within the health service working together for a common purpose,
as they make different, complementary contributions to patient-focused care
(Leathard 1994). Furthermore, writers in this area also note that teamwork-
ing in palliative care is essential, as it provides mutual support in what can be
emotionally draining work (in relation to caring for the dying) (Vachon
1987; Field 1989), as well as promoting enhanced clinical standards by
facilitating exchange of knowledge, ideas and experience (Woof et al. 1998).

The established view of the palliative care team is invariably presented as
a list of health and social care professionals from statutory and non-
statutory services. Pick up any palliative care textbook and it will talk about
team members and their roles, providing lists of professionals and their
potential input to the team (Corr and Corr 1983; Hull et al. 1989; Dunlop
and Hockley 1990; Saunders 1990; Clark et al. 1997; Faull 1998). Faull
(1998), for example, provides a list of professionals and identifies ‘who does
what’. This description of roles includes health care-based services, such as
medical roles (general practitioner, palliative care physician, hospital con-
sultants), nursing roles (district nurse, specialist palliative care nurse, Marie
Curie nurse, practice nurse, other nursing specialities), pharmacist, physio-
therapist, occupational therapist, social worker, counsellor, clinical psychol-
ogist and dietician. Social services-based roles include home help, meals on
wheels and voluntary organizations. Other services include private agen-
cies, spiritual advisors and complementary therapists, in addition to the
proliferation of services such as art, music and pets for health. Other
authors (e.g. Hull et al. 1989; Ingham and Coyle 1997) use diagrammatic
representations to convey the vast array of professionals involved in pallia-
tive care teams. These tend to be presented in a circular fashion, presum-
ably to get away from the idea of any hierarchy, with the patient and family
in the centre.

As can be seen from the UK Hospice Information Directory 2002,1 not
only are there national level teams of hospice leaders (for Africa, Australa-
sia, Europe, North America) and hospice administration, fund-raising and
management teams, but those delivering direct services have also divided
into multiple, separate teams within the hospice system. These teams have
drawn on an increasing range of medical and social care specialists from
broader health and social care services with the effect that there is now no
such thing as a ‘standard’ team.
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While the lists and diagrams many textbook authors devise to represent
these teams are useful for the reader who requires an insight into the variety
of potential roles in palliative care and an outline of their area of expertise,
they leave us asking a number of questions. There are two main ones that we
will concentrate on in this chapter. First, these lists identify a huge number
of people potentially involved and one has to question if the resulting com-
bination actually amounts to a palliative care ‘team’ or simply denotes a
loose grouping drawn from the multitude of specialist areas available within
the NHS, social services and beyond, who may contribute to the care of any
particular patient and their family. In addition, only limited reference is
made to how professionals may or may not interact with each other or
different agencies. Thus there is little attention given to issues such as ambi-
guity, overlap and conflict of roles, communication difficulties and leader-
ship issues. Second, where is the patient in all this? The ‘team’, as presented
in these texts, is invariably health care dominated, with little reference being
made to the users of services playing a real part in the team even though they
are now habitually claimed to be ‘central’ to the palliative care philosophy.

Limitations of the established view of palliative care teams

The absence of any critique of the development of palliative care teams
could be attributed to what Dunlop (1998) refers to as a ‘culture of niceness’,
which has been identified in particular with regard to voluntary hospices, as
well as a natural reluctance on the part of the professionals within a team to
expose their vulnerabilities. In effect, what we are left with is a limited under-
standing of the dynamics that are at play in specialist palliative care teams.
This is not to criticize those who have attempted to outline the various roles
involved in delivering palliative care services. Rather, it is an attempt to draw
attention to the limitations of such analyses and identify the complexity of
teams and the plethora of agencies and professionals involved in the delivery
of this particular aspect of health care. It is to raise the question of what, in
this context, does teamwork actually mean? To explore this question further,
we need to refer to some of the theory on teams, team development and
teamwork by social scientists and management theorists.

Theories of teams and teamwork

More people than ever will find themselves working in a team and health
care workers are no exception (Dechant et al. 1993). Indeed, many health
service providers have embraced team-based organization in an attempt to
create new modes of delivery (Manion et al. 1996). It is important, then, that
we understand how teams grow and develop and the contributions that are
required from individual team members for this to happen (Dechant et al.
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1993). However, defining ‘teamwork’ is not straightforward. The meanings
of ‘team’ and ‘teamwork’ are controversial (Payne 2000) and there is little
empirical evidence of what is effective teamwork (Opie 1997). A team is
often defined as a group of people with diverse but related skills and know-
ledge who associate for the purpose of directing, coordinating and develop-
ing the separate parts as well as the sum total of their expertise (Pritchard
and Pritchard 1994). In health care contexts, teamworking is often portrayed
as a way to tackle the potential fragmentation of care, a means to widen
skills and an essential part of the complexity of modern care (Firth-Cozens
1998). However, while the terms themselves may conjure up images of posi-
tive working relationships and a shared common goal, there is more to
building an effective team than simply putting together a group of people
(Zollo 1999).

Understanding teamwork and how it operates in health care delivery is
complex. Health care teams have to contend with what Payne (2000) identi-
fies as three paradoxes common to all types of teamwork. First, in the
building of team relationships we may become more inward looking and yet,
in care services, it is often also essential to build relationships with profes-
sionals in other agencies and teams. This is a common feature of many
palliative care teams which have to look beyond their ‘core’ of staff to
provide a comprehensive service for patients. Second, members of a team
often value it for the mutual support it offers in the face of the institutional
demands placed upon them, yet managers see teamwork as an instrument
for carrying out the organization’s objectives. Here again this can be seen as
an issue grappled with by many palliative care teams who work in a stressful
and demanding world and who often need to find support in like-minded
colleagues. Finally, Payne (2000) suggests that teamwork forces us to think
about our interactions with colleagues and yet, in the current health care
climate, teams and the services they deliver should be responsive to users’
needs. Again we can draw parallels with palliative care teams in that the
focus on teams and writing about teams comes from a professional perspec-
tive, with professionals talking about other professionals in the team with
limited reference to the users’ perspective of the team and its workings.
These three paradoxes mean that teamwork in health care settings is not
straightforward, as teams are often struggling with the tensions between
their own needs and the needs of the organizations and consumers whom
they are supposed to serve.

Teams in health care have been predicated on a division of labour in
terms of complex tasks. They are made up of individuals who have their own
area of expertise, traditions, professional interests, working practices and
professional regulatory requirements. Not only are teams made up of mul-
tiple professions, individuals with their own experiences, agendas and ambi-
tions, but they also function within a global organizational culture, which
demands more for the health dollar. This places increasing demands upon
teams in terms of efficiency and effectiveness and, as it is politically driven,
often operate on a short-term quick-paced agenda. Miller et al. (2001), in
their study of inter-professional and occupational practice in health and
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social care, identify organizational issues that influence teamworking. These
are: dependence on and response to recent government policies, the import-
ance of team-orientated structures and processes, the diversity of patient
populations, and the opportunities for the team to work closely. With the
growth in the number of diseases being brought under the palliative care
umbrella (HIV/AIDS, respiratory, renal, heart disease), it is little wonder
that teams, while often being seen as a positive part of the work of health
care delivery, can also be a source of angst and stress. Helping a team to
develop and understand what is influencing it and how to overcome conflict
is vital if a team is to survive. Palliative care teams need to be aware of the
many pressures that have shaped the way they have developed and continue
to shape the way they deliver services. Understanding how teams develop
over time is crucial to this process.

In relation to clearly bounded teams, there are two main views about
how teams develop: developmental and situational. Developmental views
argue that teams go through a process of building up towards being a team.
There are two versions of this view. The first, expressed by Brill (1976), holds
that a group naturally develops and ends up as a team and that the team-
builder’s work is to speed it on its way. The second is that team development
requires team-building to help overcome the barriers to effective teamwork-
ing (Shaw 1994). Probably the most cited and well-known developmental
view is based on Tuckman’s (1965) review of over 50 published papers on
group development. He noted that groups go through four stages: forming
(getting together), storming (rebellion and establishing roles), norming
(agreement over the group work) and performing (getting on with the work)
when they come together. Tuckman is careful to note that not all groups
work through all of the stages, and not all of the stages the necessarily
completed one after the other and in that order. Similarly, caution must be
used when attempting to apply his findings in the real world of teamwork.
The studies he reviewed were largely based on laboratory studies of small
groups, as opposed to teams that had been together on a longer-term basis,
had real tasks to deal with and were part of an organization with its own
distinct imposed structures and responsibilities.

Situational views (in contrast to developmental views) suggest that
different kinds of teams and teamwork are appropriate to different situ-
ations in which teams are placed. Team-building in this view requires an
understanding of the factors that the team face and involves designing a
plan of action, taking into account members’ preferences, the type of work
and the organization (Burrell and Lindström 1987). Situational views see
team-building as responding to and improving work environments.

Building teams and teamwork in palliative care

In many respects, elements of both approaches are necessary if we are
to build teams to work in health care settings because of the demands of
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service delivery and the range of different disciplines, backgrounds and
organizations involved. Payne (2000) presents an interesting alternative to
the models of team development and teamworking set out above but which
contains elements of both. He argues for open teamwork, which combines
the established view of teamwork with the concept of networking. Payne
suggests that teams cannot just be about interpersonal relations between
professionals working together, but require team members to reach out
towards community, user and wider professional networks and to under-
stand the contexts within which they are working. This concept of team-
working maps nicely onto palliative care where a core team may be required
to interact with other teams, individuals and organizations in the course of
its work. We will return to this later.

Teamwork is also affected by members’ roles and the way in which
members interact with each other (interpersonal relations). Early research
in this area typically concerned the role of individual team members as
opposed to how they interacted with each other. For example, Benne and
Skeats (1948) refer to three types of group member: those who help the
group to achieve its task, those who develop group cohesion and those
concerned with personal needs. Later work focused on the effect of differ-
ent personality types or behaviours on the functioning of the team
(Brill 1976).

A major advance in the understanding of member roles within a team
came in the early 1980s. Based on research among management teams,
Belbin (1981) identified eight roles that were necessary for a successful
team (company worker, chair, shaper, plant, resource investigator, monitor
evaluator, teamworker, completer-finisher). Belbin suggested that a suc-
cessful team will have all or most of these eight roles within it and that, if
significant roles are missing, the team will not function well. Most people,
however, have both main and secondary roles and, therefore, can contrib-
ute in multiple ways. Which roles they take on depends on other skills in
the team (Payne 2000). Although Belbin’s work has been highly influen-
tial, there are a number of cautions which must be applied. First, people
are not always consistent and the roles they take on may change. Second,
Belbin’s model suggests that only changing team membership achieves the
desired roles, and thus does not offer an intervention that can help an
existing team make progress (Clark 1994). More recent work has focused
on skills and competencies as the primary issues affecting the functioning
of the team and refers to styles of the team members, such as contribu-
tors, collaborators, communicators and challengers (Parker 1990; Spencer
and Pruss 1992; Margerison and McCann 1995). These kinds of role pref-
erences are possibly more helpful than Belbin’s team roles when consider-
ing the issue of teamwork in palliative care, where the team may be made
up not only of individuals who work and meet together on a daily basis,
but may also contain elements of distant working across organizational
and professional boundaries. It may be useful for readers to consider their
own teams in this way and note which role preferences they take on as
well as considering their colleagues. Understanding where one another is
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coming from and how to use the strengths of individual team members in
particular circumstances can make for a more effective and responsive
team.

Another issue facing palliative care teams is the changing nature of
health care professional roles. Contributions within a team are often
shaped by how people see themselves within the team and where they
locate the team’s and their own boundary. For those involved in palliative
care, the changing place and pace of care delivery, the increasingly vast
array of individuals involved, and the changing roles and boundaries of
health care professionals, mean that roles within the team are constantly
changing. The place of the physician as the leader of the team is shifting
and the rise of consumerism has secured the place of the patient and family
at the centre of the team. Nurses are increasingly seen as the leader or
coordinator of care in the palliative care setting, primarily because of their
close proximity to the patient and family (Ingham and Coyle 1997). Indeed,
nurses are now pioneering new approaches to care delivery and organiza-
tion in palliative care, including nurse-led clinics for patients with breath-
lessness (Corner et al. 1995), managing ascites (Preston 1995) and the
prescribing of medications. This shift in professional boundaries – that is,
nurses taking over from the traditionally medically led service – is likely to
have an impact on the team dynamics in terms of its development and
functioning.

Teamwork in palliative care (as in any area of health care) is multi-
layered, delivered by a range of professionals, in a range of settings and from
a variety of perspectives. Different individuals will be more or less important
at a particular point in time according to the needs of the patient and their
family. The palliative care team may be better viewed as a kaleidoscope of
roles and skills, of teams within teams and of blurred boundaries, that will
look different according to the needs and place of the individual and family
they are caring for. This description does not fit neatly with the earlier
descriptions of teams and teamwork, which present teams as fairly static
entities. In contrast to the view that we have presented and Payne’s (2000)
concept of open teams, the older established view of teams took no account
of the moving array of roles suggested here. Our kaleidoscope approach to
viewing teams can, however, be disconcerting, as it raises questions about
overall responsibility and issues of coordination. As such, it requires excel-
lent communication skills and a clear understanding of each others’ skills
and abilities, collaborative practice – including conjoint problem solving,
shared record keeping and shared accountability (Kedziera and Levy 1994) –
an ability to cross organizational and professionals boundaries and to give
up ownership of ‘the patient’. This kind of teamwork requires members of
the team to be more reflexive (Opie 1997). Being reflexive in this sense
requires teams to review and critique their performance and move beyond
familiar ways of working with each other (Opie 1997). Opie (1997) suggests
that reflexive practice may be particularly important in complex cases or
when the team believes that its work with the client is not progressing as well
as it might.
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Patients and the palliative care team

We now turn to the second of our concerns about teams and teamwork as
traditionally described in the literature, which relates to the place of the
patient and family in the health care team. It is natural that health care
practitioners and researchers consistently conceptualize their own work in
terms that position ‘the patient’ at the ‘centre’ of their approach, and this
can be seen in a number of the familiar models of the palliative care team
referred to earlier in this chapter (Corr and Corr 1983; Hull et al. 1989;
Dunlop and Hockley 1990; Saunders 1990; Clark et al. 1997; Faull 1998).
However, if we wish to deliver the best possible palliative care services, it is
surely crucial to ask whether in reality patients are so consistently at the
‘centre’ of palliative care teams in practice, and the best way to do so is to
explore patients’ own experiences of the team and their place in it.

As previously stated, palliative teams consist of a range of health and
social care professionals who deliver care in a variety of different settings. In
practice, however, individual patients and their families may not see the
complete cast of characters that health care professionals regard as
the ‘team’ or, indeed, perceive that they are in fact also part of this ‘team’. In
the course of their dying trajectory, they may come across only one or two
leading players, with other individuals only having bit parts. Professionals
may be aware of all the others in the team and what is available, however the
patient is likely not to have any idea about the characters ‘backstage’ and the
alternatives available to them. The patient’s perspective of the team is there-
fore likely to be very different to that of the professionals. Patients’ and
families’ perspectives, as the users of palliative care services, are likely to
throw a very different light onto our professional constructs of the palliative
care team. It is important, then, for us to consider what the team looks like
from the patient’s perspective if the team is to have any meaning at all.

In a systematic review of the impact of specialist palliative care provi-
sion on consumer satisfaction, opinion and preference, Wilkinson et al.
(1999) identified 83 studies relating to work undertaken in North America
and Europe. The team noted that consumers were more satisfied with all
types of palliative care, whether provided by in-patient units or in the com-
munity, than provided by general hospitals. However, the majority of the
studies they reviewed were based on small-scale local studies that mainly
focused on a single hospice. There was little research in relation to home care
or other forms of palliative community-based services. In addition, there
was little reference to patients’ and families’ perceptions of the palliative
care team, rather the focus was on comparing place of care (i.e. hospice
versus hospital), the satisfaction with specialist community services and
preference for place of death.

The review concluded that there were few consistent trends in consumer
opinion on and satisfaction with specialist models of palliative care. This
lack of a consumer perspective may be related to some of the method-
ological difficulties of collecting information at a vulnerable time in patients’
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and families’ lives (Fakhoury 1998). However, this kind of information is
invaluable to providers of palliative care services, as it can present a unique
perspective on the quality of the service, access to care provision, problem
areas and service successes (Wilkinson et al. 1999). In examining consumer
perceptions of teamwork, more consumer-oriented, qualitative approaches
that take a longitudinal perspective may be one way to begin to uncover
some of the experiences of being cared for by a palliative care team. This
would allow for exploration of the concept of a team approach to care as
perceived by the patient as well as exploring who they perceive to be
responsible for which aspects of their care at different points in their illness
trajectory. This kind of information can be used to develop more successful
models of palliative care teams and team practices.

The effectiveness of palliative care teams

We noted earlier that various writers on interdisciplinary teams in palliative
care suggest that such teamworking impacts positively on the quality of care
received by dying patients and their carers, and that it is beneficial for staff
(Vachon 1987; Hull et al. 1989; Hockley 1992; Opie 1997; Woof et al. 1998).
There is little empirical evidence, however, to suggest that interdisciplinary
teams improve patient outcomes (Opie 1997; Zwarenstein and Reeves 2000).
The bulk of the literature presented earlier in relation to palliative care
teams tends to be descriptive, focusing on team composition, teamworking
and changing working practices, but with little reference to whether these
teams are effective or not. In addition, the growth of palliative care services
has in the main been unplanned and un-evaluated. Developments have
largely been in response to local pressure, public demand and fund-raising
activities and, while they are becoming an increasing part of mainstream
provision, are often still situated in the voluntary and independent sectors
(Faull 1998). As a result, there are now a wide variety of models and
approaches to delivering palliative care. However, because of the haphazard
approach to service development, there has been limited evaluation of the
effectiveness of this kind of service provision. In the current health care
climate, it is no longer sufficient to simply claim that the service you are
delivering is effective. Services now have to provide clear evidence to this
effect. For palliative care teams, this means being able to demonstrate clin-
ical effectiveness, quality services, service-user involvement, collaborative
working and cost-effectiveness. Questions on these issues are increasingly
being asked of palliative care services and are a subject of debate among the
palliative care community (NCHSPCS 2001).

Service level evaluations have not been able to demonstrate the superior-
ity of specialist services over non-specialist services in palliative care
(Robbins 1997). Indeed, many of the basic comparative studies, taking into
account outcomes, measures of performance and cost, have not been carried
out for palliative care services (Robbins 1997). A systematic review under-
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taken by Hearn and Higginson (1998), focusing on specific palliative care
interventions, demonstrated improved outcomes for those cared for by spe-
cialist teams rather than standard care. In the 18 studies that they
reviewed, they noted that effectiveness of the team was evidenced by an
increased satisfaction on the part of patients and carers, better symptom
control, a reduction in the number of days per hospital stay, more time
spent at home and an increased likelihood of patients dying in the place of
their choice. On this basis, Hearn and Higginson (1998) concluded that the
palliative care approach does have an impact on the quality of care
delivered. However, whether this was attributable to the fact that it was a
team providing such interventions is debatable. It is notoriously difficult to
identify which particular elements of the team or its approach are
most effective. Similar work that has attempted to evaluate the impact of
teamwork in specialist stroke services or breast care teams has identified
analogous problems.

Measuring the effectiveness of health services is not straightforward.
‘Effectiveness’ itself is a multi-layered concept that can be approached from
numerous perspectives, although ‘value for money’ and ‘health gain’ often
emerge as two of its essential elements. Evidence of what might constitute
‘effectiveness’ is also a matter of debate, since the significance of one
patient’s experience, as compared with evidence produced by a large-scale,
multi-centre randomized controlled trial of a large population, may be more
or less appropriate and valuable to health care practitioners, depending
upon the purpose and nature of the particular study. Health service research
suggests that the complex and multi-faceted nature of health care means
that traditional experimental approaches may be inappropriate for certain
kinds of enquiry (Fitzpatrick and Boulton 1994; Klein 1996). Alternative
approaches grounded in more naturalistic methods, such as pluralistic
evaluation (Smith and Cantley 1985), may be more appropriate when out-
puts are less quantifiable and the process is also of importance. In addition,
there is a real need to consider the user perspective in relation to the
effectiveness of services. How do patients and families perceive the care they
receive? What worked for them, what did not work as well? These how, what
and why questions are important if we are to understand anything about the
processes that are underway as palliative care is delivered and received.
Simply relying on quantitative measurable outputs is not enough if we wish
to be able to answer these more complicated in-depth questions. It appears
that if we are to achieve any meaningful evaluation of palliative care teams,
there is a need for a multi-method approach that embraces both quantitative
and qualitative research data to help us identify how and why something is –
or is not – effective.

Specialist palliative care teams pose another challenge for researchers.
Specialist input in palliative care is invariably provided in addition to main-
stream care. In some instances, they work alongside the mainstream care-
givers or may simply provide additional resource in terms of information,
advice or equipment. The point is that it is very difficult to identify a ‘pure
effect’ – that is, make any comparison between the specialist service and the
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routine services as the two are often so intertwined. In addition, patients
who do not receive any input from the specialist team may receive care of the
same standard from mainstream services provided by numerous practi-
tioners who have received additional education and training in palliative
care. Hospices, for example, are no longer providing care that is radically
different to mainstream health services (Seale 1989). This dispersal of pallia-
tive care knowledge has caused an interesting dilemma for palliative care
teams. If professionals outside the specialist team are capable of providing
the care and support traditionally within that team’s domain, what is to
become of the specialist team? In addition, if these same teams cannot
provide evidence of their effectiveness, how can they defend the need for
their existence?

Evaluating the effectiveness of specialist palliative care teams might
appear, then, to be an impossible task. Yet palliative care teams, like all other
branches of health service provision, need to be able to demonstrate their
effectiveness to survive. They cannot continue simply on the basis of what
has gone on in the past. What appears to be vitally important is that, first
and foremost, there needs to be a clear definition of specialist palliative care
teams (and this, as noted earlier, is notoriously difficult to achieve in the
palliative care setting because of the plethora of professionals involved).
Second, it is important to identify which elements of the team can be
meaningfully assessed in relation to concepts of ‘effectiveness’. Only with a
clear definition and an identification of the assessable elements can any
progress be made towards examining the effectiveness or otherwise of the
specialist team in palliative care.

Conclusions

Patients and families have increasingly high expectations of health care pro-
vision and what services should offer. These include higher expectations of
power sharing, improved information giving, increased patient choice and
better patient-centred care (Gillespie et al. 2002). These will continue to be
mediated by the fundamental need for human warmth and attention at times
of vulnerability, the family support and tension created by illness, and a
desire to adopt the ‘sick role’, with its version of opting out. Underpinning
these changes is the challenge to the idea of ‘professional/expert’ and ‘lay’
boundaries, which, in turn, cause us to think anew about ‘team’ inputs. As
palliative care continues to face the call for broader delivery of palliative care
started in the mid-1980s, beyond the traditional cancer focus a wider range
of teams will face the challenge of collaborative working. While users and
families may welcome the different professionals who offer support, there is
also the danger of intrusiveness as well as fragmentation. One thing remains
certain, however – palliative care teams need to develop new models of
practice and evaluations of that practice if the successes of their past are to
be mirrored in their future. In summary:
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• There are now a multiplicity of palliative care settings and changing
roles within the palliative care team.

• Teams need to reach out towards community, user and wider profes-
sional networks and to understand the contexts within which they are
working.

• Teams need to become reflexive in their practice and regularly review
their functions and processes.

• Evaluations of teams are required that consider its effectiveness as well
as the user perspective in order to develop future successful models of
teams.

Note

1 See Help the Hospices and St Christopher’s Hospice (2002) Hospice Information
Directory (www.hospiceinformation.info).

References

Ajemian, I. (1993) Interdisciplinary teamwork, In D. Doyle, G. Hanks and� N. Macdonald (eds) Oxford Textbook of Palliative Medicine. Oxford: Oxford
Medical.

Belbin, R.M. (1981) Management Teams: Why They Succeed or Fail. Oxford:
Heinemann.

Benne, K.D. and Skeats, P. (1948) Functional roles of group members. Journal of
Social Issues, 4(2): 41–9.

Brill, N.I. (1976) Teamwork: Working Together in the Human Services. Philadelphia,
PA: Lippincott.

Burrell, K. and Lindström, K. (1987) Teamview: A Teambuilding Programme
(original Swedish edition, 1985). Hove: Pavilion.

Clark, D. and Seymour, J. (1999) Reflections on Palliative Care. Buckingham: Open
University Press.

Clark, D., Hockley, J. and Ahmedzai, S. (1997) New Themes in Palliative Care.
Buckingham: Open University Press.

Clark, N. (1994) Teambuilding: A Practical Guide for Trainers. London:
McGraw-Hill.

Corner, J., Plant, H. and Warner, L. (1995) Developing a nursing approach to the
management of dyspnoea in lung cancer. International Journal of Palliative
Nursing, 1(1): 5–11.

Corr, C.A. and Corr, D.M. (1983) Hospice Care: Principles and Practice. London:
Faber & Faber.

Dechant, K., Marsick, V.J. and Kasl, E. (1993) Towards a model of team learning.
Studies in Continuing Education, 15(1): 1–14.

Dunlop, R.J. (1998) Cancer: Palliative Care. London: Springer.
Dunlop, R.J. and Hockley, J.M. (1990) Terminal Care Support Teams: The Hospital–

Hospice Interface. Oxford: Oxford University Press.

Professional boundaries in palliative care 617



Fakhoury, W.K.H. (1998) Satisfaction with palliative care: what should we be aware
of? International Journal of Nursing Studies, 35: 171–6.

Faull, C. (1998) The history and principles of palliative care, in C. Faull, Y. Carter
and R. Woof, Handbook of Palliative Care. Oxford: Blackwell Science.

Field, D. (1989) Nursing the Dying. London: Routledge.
Firth-Cozens, K.J. (1998) Celebrating teamwork. Quality in Health Care, 7 (suppl.):

S3–S7.
Fitzpatrick, R. and Boulton, M. (1994) Qualitative methods for assessing health

care. Quality in Health Care, 3: 107–13.
Gillespie, R., Florin, D. and Gillam, S. (2002) Changing Relationships: Findings from

the Patient Involvement Project. London: King’s Fund.
Hearn, J.H. and Higginson, J. (1998) Do specialist palliative care teams improve out-

comes for cancer patients? A systematic review. Palliative Medicine, 12: 317–32.
Hockley, J. (1992) Role of the hospital support team. British Journal of Hospital

Medicine, 48(3): 250–3.
Hull, R., Ellis, M. and Sargent, V. (1989) Teamwork in Palliative Care. Oxford:

Radcliffe Medical.
Ingham, J.M. and Coyle, N. (1997) Teamwork in end of life care: a nurse–physician

perspective introducing physicians to palliative care concepts, in D. Clark,
J. Hockley and S. Ahmedzai (eds) New Themes in Palliative Care. Buckingham:
Open University Press.

Kedziera, P. and Levy, M. (1994) Collaborative practice in oncology. Seminars in
Oncology, 21(6): 705–11.

Klein, R. (1996) The NHS and the new scientism: solution or delusion? Quarterly
Journal of Medicine, 89: 85–7.

Leathard, A. (1994) Going Interprofessional. London: Routledge.
Manion, J., Lorimer, W. and Leander, W.J. (1996) Team-based Health Care Organisa-

tions: Blueprint for Success. Gaithersburg, MD: Aspen.
Margerison, C.J. and McCann, D. (1995) Team Management: Practical New

Approaches, 2nd edn. Oxford: Management Books.
Miller, C., Freeman, M. and Ross, N. (2001) Interprofessional Practice in Health and

Social Care: Challenging the Shared Learning Agenda. London: Arnold.
National Council for Hospice and Specialist Palliative Care Services (1995) Informa-

tion Exchange, No. 13. London: NCHSPCS.
National Council for Hospice and Specialist Palliative Care Services (2001) What

Do We Mean by Palliative Care? A Discussion Paper. London: NCHSPCS.
Opie, A. (1997) Thinking teams, thinking clients: issues of discourse and representa-

tion in the work of health care teams. Sociology of Health and Illness, 19(3):
259–80.

Parker, G.M. (1990) Team Players and Teamwork: The New Competitive Business
Strategy. San Fransisco, CA: Jossey-Bass.

Payne, M. (2000) Teamwork in Multi-professional Care. London: Macmillan.
Preston, N. (1995) New strategies for the management of malignant ascites.

European Journal of Cancer Care, 4(4): 178–83.
Pritchard, P. and Pritchard, J. (1994) Teamwork for Primary and Shared Care: A

Practical Workbook, 2nd edn. Oxford: Oxford University Press.
Robbins, M. (1997) Assessing needs and effectiveness: is palliative care a special

case?, in D. Clark, J. Hockley and S. Ahmedzai (eds) New Themes in Palliative
Care. Buckingham: Open University Press.

Saunders, C. (1990) Hospice and Palliative Care: An Interdisciplinary Approach.
London: Edward Arnold.

618 Contemporary issues



Seale, C.F. (1989) What happens in hospices: a review of research evidence. Social
Science and Medicine, 28(6): 551–9.

Shaw, I. (1994) Evaluating International Training. Aldershot: Avebury.
Smith, G. and Cantley, C. (1985) Assessing Health Care: A Study in Organisational

Evaluation. Milton Keynes: Open University Press.
Spencer, J. and Pruss, A. (1992) Managing Your Team: How to Organise People for

Maximum Results. London: Piatkus.
Tuckman, B. (1965) Developmental sequences in small groups. Psychological

Bulletin, 63: 384–99.
Vachon, M.C.S. (1987) Occupational Stress in Caring for the Critically Ill, the Dying

and the Bereaved. Washington, DC: Hemisphere.
Wilkinson, E.K., Salisbury, C., Bosanquat, N. et al. (1999) Patient and carer prefer-

ence for, and satisfaction with, specialist models of palliative care: a systematic
literature review. Palliative Medicine, 13: 197–216.

Woof, R., Carter, Y. and Faull, C. (1998) Palliative care: the team, the services and
the need for care, in C. Faull, Y. Carter and R. Woof, Handbook of Palliative
Care. Oxford: Blackwell Science.

Zollo, J. (1999) The interdisciplinary palliative care team: problems and possibilities,
in S. Aranda and M. O’Connor (eds) Palliative Care Nursing: A Guide to
Practice. Melbourne, Ausmed.

Zwarenstein, M. and Reeves, S. (2000) What’s so great about collaboration? We need
more evidence and less rhetoric. British Medical Journal, 320(7241): 1022–3.

Professional boundaries in palliative care 619



32
The cost of caring
Surviving the culture of niceness, occupational
stress and coping strategies

Sanchia Aranda

Palliative care nursing occurs in a context of significant human suffering,
suffering in which nurses are both witness and participant. As palliative care
nurses, every day we deal with people facing one of life’s greatest challenges
– people who are often distressed, in pain and struggling with questions of
meaning. We are not immune to this suffering and, for most of us, our
reason for working in this field is a desire to make a positive difference in the
lives of dying people and their families.

We work in a setting that for the rest of health care is associated with the
failure of modern medicine to hold death at bay. Our work is also often
hidden from view in a social context where there is both a fascination with
death and an avoidance of its proximity. We are lauded for the work we
do because others see it as distasteful, yet the skill of our work is seen as
hidden (Aranda 2001), innate rather than learned. Nursing in palliative
care is even described as the quintessential spirit of nursing (Bradshaw 1996)
– potentially little more than attention to the basics. For me, such beliefs
minimize the complexity of our work and undermine the skill – a skill that
is a combination of disease knowledge, clinical expertise and human
compassion.

Believing that palliative nursing is natural rather than learned leads to
what I consider to be a clear paradox in the self-perception of palliative care
nurses – on the one hand, this is something everyone with a bit of humanity
can do and, on the other, it is hard work and skilled practice. This paradox
means we work in a constant balance between emphasizing the ordinariness
of what we do and having to defend the need for skilled nurses in the delivery
of palliative care. If nurses are to survive and even thrive in this context,
attention must be paid to the skills and supports required to do this.

While occupational stress and burnout are common phenomena across
health care and certainly not unique to palliative care, there are some char-
acteristics of palliative care as a specialty that require specific attention. In
this chapter, while acknowledging the significant work undertaken on
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occupational stress in palliative care (e.g. Vachon 1987, 1995, 1999), I seek to
depart from this work through an exploration of the relationship between
the underlying philosophy of palliative care, what counts as stressful and the
meaning of this for nursing work in palliative care. It is from an understand-
ing of this relationship that I argue for greater emphasis on self-knowledge
and reflective capacity, both within individuals and teams, as the key
mechanism for surviving and thriving as a palliative care nurse.

Stress in palliative care nursing

Stress in palliative care workers has received ongoing attention in the litera-
ture since the seminal work of Mary Vachon (1987). Terms associated with
stress in health workers include compassion fatigue (Welsh 1999), burnout
(Payne 2001) and chronic grief (Saunders and Valente 1994; Feldstein and
Gemma 1995). Much of the descriptive work on stress in palliative care has
focused on the identification of specific stressors and a summary of such
stressors is presented in Box 32.1. While there is some evidence that levels of
burnout are low in palliative care nurses and that stressors contribute to the
burnout that does occur (Payne 2001), how we understand stress is critical to
how the subject is approached.

Theoretical understandings of occupational stress and coping

Vachon, the leading author on occupational stress in palliative care, utilizes
the person–environment fit framework to understand work stress in pallia-
tive care. This framework works from the principle ‘that adaptation is a
function of the “goodness of fit” between the characteristics of the person
and the work environment’ (Vachon 1999: 93). This framework requires an
exploration of the needs of the person and the resources available to meet
these within the environment and also a comparison between the abilities
of the individual and the demands of the work environment. Essentially,
stress occurs when the demands of the environment exceed the abilities of
the person or when the environment cannot meet the needs of the indi-
vidual. This framework makes intuitive sense in considering occupational
stress in palliative care because it acknowledges that this field is built on a
set of values and beliefs, about the care of people who are dying, which
must at some level be shared by individuals who choose this work. These
beliefs and values include a valuing of each individual, a belief that dying
can be a time of personal growth and that quality of life in dying is a central
goal of care.

However, the person–environment fit framework is limited when
attempting to understand the nature of stress in palliative care more specif-
ically. While it is sometimes said that working with the terminally ill is stress-
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ful (McNamara et al. 1995), it is not necessarily more so than in other
specialist areas of health care. Why do some situations cause stress for one
individual and not another? Why is a certain type of situation more stressful
for the same individual at one time than at another? Lazarus and Folkman
(1984) developed the transactional model of stress and coping that can help
to answer such questions. They argue that individuals constantly appraise
events in their environment in relation to the potential impact these events
have for them. Stressful events are those that are appraised as indicating a
threat, challenge or harm for the individual, thus it is the appraisal of the
situation by the individual rather than an inherent characteristic of the situ-
ation that leads to stress as an outcome. Coping is anything the individual
does ‘to regulate the distress (emotion-focused coping) or manage the
problem causing distress (problem-focused coping)’ (Folkman 1997: 1216).

Box 32.1 Sources of stress

Environmental factors

� Working conditions
� high workloads
� staff shortages

� Inadequate preparation for work situation
� Inadequate preparation for care demands
� Lack of time to relax or grieve
� Poor or negative interrelationships between staff
� High levels of organizational change
� Lack of management support or appreciation
� Role conflict or lack of role clarity
� Role change
� High levels of uncertainty

Patient factors

� Role overlap with family members
� Nature of the patient’s illness
� Patient’s emotional state
� Family’s emotional state
� Nature of the death

Personal factors

� Demographic variables often listed but relationship unclear
� Gaps between ideals
� Feelings of inadequacy
� Personality disorders
� Identification with the patient
� Provision of care that was not optimal
� Accumulated grief
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Benner and Wrubel (1989), in their book The Primacy of Caring, draw
on Lazarus and Folkman’s (1984) transactional model of stress and coping,
arguing that stress occurs when things matter to the individual. Essentially,
when the things that you hold to be important are threatened or challenged,
stress is the result. If we apply this to stress in palliative nursing, we begin to
see some of the daily stress facing nurses in this field. If what matters to you
draws from palliative care philosophy, such as the ability to spend time with
patients and families, the ability to alleviate symptoms, having the time to
bring closure to a relationship with a patient by attending a funeral, then
anything that reduces your capacity to do this is a potential cause of stress.
While this may appear obvious, it is rarely brought out in work on stress in
palliative care.

McNamara et al. (1995) offer a sociological perspective on stress that is
consistent with both the person–environment and transactional models but
which allows a closer examination of how the philosophical basis of pallia-
tive care both sets up what counts as stressful and frames the mechanisms
through which nurses and others deal with stress. Essentially, their work
draws from Saunders and Baines’s (1983) contention that ‘if we are to
remain for long near the suffering of dependence and parting we need also
to develop a basic philosophy and search, often painfully, for meaning even
in the most adverse situations’ (pp. 65–6). Thus the ability to work in pallia-
tive care in the long term is understood by McNamara et al. (1995) as
residing in ‘the development of a value system that supplies meaning and
direction’ (p. 223). This shared value system becomes the group’s work
driver and is closely related to their sense of efficacy and of having done a
good job. For McNamara et al. (1995), ‘(p)erceptions of stress and strategies
for coping, therefore, are not entirely idiosyncratic, but are grounded in a
learned logic that is systematically shared’ (p. 224). From this perspective,
stress relates to threats to the practitioner’s ability to deliver care according
to these shared values and perhaps also to challenges to the shared strategies
for dealing with such threats.

The values-based perspective on stress offered by McNamara et al. is
afforded more theoretical strength by the recent work of Folkman (1997) on
meaning-focused coping. Drawing on research with partners of men with
HIV, Folkman argues that even in the event of an unfavourable resolution of
a stressful event, such as a diagnosis of a terminal disease, individuals can
modify the stress response through meaning-focused coping efforts. These
efforts include positive reappraisal, revisited goals, spiritual beliefs and posi-
tive events. Significant similarities can be drawn here between the global way
in which palliative care philosophy is an attempt to reappraise the negative
outcome of death through emphasizing the growth possible in the face of
death or acceptance of death and reconciliation of a life well lived (positive
reappraisal), focusing on short- rather than long-term goals such as living
day to day to the maximum (revisited goals), belief in an afterlife or having
made a contribution that will be remembered (spiritual beliefs), or making
opportunities for positive events in an otherwise distressing situation such as
developing a memory book for a loved one (positive events). Thus stress in

The cost of caring 623



palliative care can be understood as intimately linked to the practitioner’s
capacity to personally engage in meaning-focused coping. I would argue also
that the practitioner’s experience of stress may be related to the degree to
which their clients engage in meaning-focused coping, as it is through such
coping efforts that patients can be understood to directly assume the values
inherent in the delivery of palliative care.

The importance of understanding the relationship between palliative
care values and stress becomes critical if one accepts my previously argued
view that the philosophical basis of palliative care suffers from a lack of
critique and in many respects is ideological rather than rooted in reality
(Aranda 1998a). I have argued that values such as acceptance of the inevit-
ability of death, the family as unit of care and excellence in pain and symp-
tom management are often used in the language of palliative care but that
little evidence exists to support the achievement of these values in practice
(Aranda 1998a). More recently, I have argued that indeed several tyrannies
of palliative care act to reduce open critique and thus leave the field in
danger of further ideological stagnation (Aranda 2001). What is important
from this for a discussion of stress is that without this critique palliative care
nurses are more at risk of stress as care systems develop increasingly in ways
that threaten their value system, but these systems are unable to be openly
challenged. Much of this lack of open challenge relates to what I have
previously referred to as the ‘tyranny of niceness’ (Aranda 2001).

The ‘tyranny of niceness’

The ‘tyranny of niceness’ is referred to by Street (1995) as a culture that
involves ‘being nice; not making a fuss; smiling a lot; speaking in a sympa-
thetic voice even if you go away and complain about the person afterwards;
not letting on that you think the other person is being unfair; and always
putting the other person first even when you know they are a “user” ’ (p. 30).
Street argued that for nurses in units where the tyranny of niceness operated,
there was a blurring between being nice and being caring such that to be
genuinely caring meant always being nice and fitting in with the unit/service
expectations. What she found in her research was that although everyone on
the study unit described the environment and people within it as nice, very
few nurses felt as if they were good enough to be a part of the team and did
not see themselves as fitting in. Importantly, she described how the expect-
ation of always being nice prevented constructive critique and debate with
others.

Being nice or good is a central value in palliative care. This is in part
linked to the strong historical links between palliative care and religion, but
also to the highly moral nature of palliative care philosophy. Thus one of the
central, but perhaps unwritten, values of palliative care is being nice. Indeed,
people who work in palliative care often make a distinction between the
good of their world and the bad of mainstream health care. For example, in
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the study of McNamara et al. (1995), one of the nurses said: ‘sometimes we
live in a false world, everybody in hospice is so “nice”. When you get outside
of it, you find it’s all a bit of a shock’ (pp. 229–30). Added to this is the voice
of believing palliative care to be work that is somehow unable to be under-
stood by others or would be a burden to them. As another nurse from the
above study said: ‘You know it’s not arrogance that we don’t confide in our
families. What we do is special and only we can understand really what it’s
like. We don’t want to burden them with something they don’t need to know’
(pp. 232–3).

Thus the pre-existing drive towards being nice in palliative care has the
potential to exacerbate the tyranny of niceness in ways that cover over or
even silence critical thought about organizational and practice issues. The
increasing gap between what we value and what we do as a result of health
care reforms, such as mainstreaming and increased economic pressures,
increases the potential dissonance between our capacity to deliver care
according to our core values and the reality of our practice world, a disson-
ance that is difficult to fight against while the tyranny of niceness is operant.

The value of being nice or good is lived out in palliative care through
the central value of the good death and understanding the challenges to
our ability to deliver the good death is critical to understanding stress in
palliative care nursing.

The good death

The good death is an ideal commonly associated with the efforts of palliative
care practitioners to achieve positive outcomes in the lives of people who are
dying and has received significant commentary in the palliative care litera-
ture (e.g. McNamara et al. 1994; Payne et al. 1996). Elements of a good
death vary, but include open awareness of impending death, acceptance or
adjustment to this, engaging in preparation for death, talking with others
about death and making final farewells. Good death in this palliative care
sense is in contrast to the use of the term within the euthanasia debate,
where the emphasis is on a quick, painless exit.

McNamara et al. (1995) present an excellent account of the relationship
between stress in palliative care nursing and ideas about the good death. In
the context of their study, a good death referred to one where there was ‘an
awareness, acceptance and a preparation for death’ undertaken by the per-
son who was dying, characteristics I would argue are centrally linked to
Folkman’s ideas about meaning-focused coping. Many of the nurses in their
study recalled stories of deaths that reinforced their belief that ‘there must
be a better way to die’ and precipitated a decision to become a palliative care
nurse. Thus an inherent part of becoming a palliative care nurse appears to
be a commitment to achieving a good death for patients, often contrasted
against previously encountered bad deaths. However, notions of a good
death are largely ideological and it is common for patients to die deaths that
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may be in keeping with how they have lived their lives but might not fit with
images of a good death. Patients may also not engage with attempts to
portray their situation in a more positive light, becoming depressed and
demoralized rather than actively embracing the growth palliative care
portrays as possible at the end of life.

McNamara et al. (1995) articulated five threats to a good death that act
as sources of stress for palliative care nurses. The five threats related to
societal values and reactions, organization of the work environment,
exchanges between nurses and patients and their families, exchanges
between nurses and their families, friends and colleagues and personally
facing death. Drawing on these threats I suggest that understanding the
oppositions at the heart of these threats helps us to understand stress in
palliative nursing as it relates to the good death. Centring on a simplistic
binary split between good and bad, these oppositions are:

• dissonance between social reactions to death and the values of palliative
care; and

• dissonance between the organization of the work environment and the
values of care delivery.

While clearly binary oppositions overly simplify reality, they can be a helpful
way of understanding the tensions that exist in practice.

Dissonance between social reactions to death and the values
of palliative care

The first and fourth threats articulated by McNamara et al. (1995) concern a
dissonance between the values of palliative care and the values of society
and social reactions to what palliative care nurses do, both in terms of the
nurses’ relationship to society as a whole and to individuals within their
family and friendship group. The binary opposition is that society generally
sees death as a negative experience, while palliative care nurses have adopted
a value system that reappraises the meaning of death in a more positive
light, a natural part of life and not inherently negative. This then leads to a
perception of isolation within the field of palliative care and a sense of not
being understood. McNamara et al. report that some nurses felt unable to
speak openly about their work in situations outside of palliative care
because people did not want to be confronted by death in social situations.
They suggest that nurses ‘perceive stress, in this context, to be related to “the
general society’s” non-acceptance of death and, implicitly, to the ensuing
disregard for their system of values’ (p. 229). These feelings extended for
some nurses into not feeling able to confide in family and friends, turning
instead for support to fellow workers.

Essentially, these threats see the ‘good’ palliative care workers happily
embracing death while bad society seeks to push it from view. Additionally,
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individuals within society are seen as lacking the capacity to understand or
would be burdened by what palliative care nurses see and do. Indeed, the
anthropologist Julia Lawton produced a powerful thesis arguing that soci-
ety’s inability to cope with the realities of dying is an important driver of the
hospice movement. In her work (Lawton 1998, 2000), she argues that bodily
disintegration resulting in incontinence and other forms of boundary loss
are unacceptable to society, resulting in the sequestration of dying people
within hospices. Palliative care nurses, particularly those who work in the
hospice setting, can thus be understood as dealing with those aspects of
death that society shuns. Obviously social attitudes to death and dying are
not this simplistic. What is important though is that when palliative care
nurses perceive themselves to be isolated from society, family and friends
through differences in values about dying and death, through their different
life experience or through fears about not being understood, they become
isolated from the very social environments that provide them with necessary
time out from this potentially draining work.

Spending more and more time in the company of other palliative care
nurses because of a shared value system may be counterproductive in other
ways. McNamara et al. (1995) reveal that some nurses identify a ‘level of
dishonesty’ or a ‘conspiracy of silence’ around admitting to feeling personal
pain or struggles with their work. The meaning-focused coping inherent in
palliative care approaches to death portray a positive reappraisal of a nega-
tive situation that is not always easy to sustain and workers are likely to feel
pain as bonds with patients and families are broken through death or when
they cannot achieve a ‘good’ death for the patient. Taking the moral high
ground in relation to palliative care values may also mean a reluctance to
admit that this work involves personal struggle. In my work with Mary (see
Box 32.2), she felt unable to talk about her struggles in caring for Lucy
within the nursing team. While discussion sessions were held within this
team to allow nurses to talk about their work, there was a perception that the
team leader was holding back. This senior nurse was a nun and appeared to
Mary to be trapped in a missionary approach to her work that meant her
own needs were always secondary. In the team, this resulted in role expect-
ations that meant personal needs were always subsumed to the needs of the
patient. Thus on the surface and in the rhetoric of the group, team members
understood themselves to be supportive of each other; in reality, much of
each nurse’s personal struggle was silenced.

Nurses in a study of nurse–patient friendships in cancer and palliative
care were asked to consider this issue of team openness to personal struggle
and the provision of support when it was raised by Mary (Aranda 1998b).
At the group meeting where this was first discussed, Tessa suggested that her
team was safe and allowed everyone to discuss personal feelings. However, at
the following meeting Tessa expressed a modified view. Her discussions with
one of her nursing colleagues over the ensuing weeks revealed that this nurse
felt censored in the team and this had led to her hiding her feelings from
the group. Tessa identified that safety and support were conditional within
their nursing team with conditions set around behaving in certain ways and
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premised on length of time in the team. While palliative care teams may
indeed be supportive in general and aim for a degree of openness and sup-
port not usual in team settings, achievement of this is hard work. The
tyranny of niceness prevented this nurse disclosing her feelings because
admitting them and thus criticizing the team for its lack of support for her
would not be nice behaviour and would place her outside of the group.
When we assume our teams to be supportive and fail to acknowledge the

Box 32.2 Case study

Mary was an experienced home-based palliative care nurse who, at the time of
her participation in a research project on nurse–patient friendship, had just re-
entered nursing after an experience of professional burnout. During our first
interview she recounted the story of her work with Lucy, a young woman with
terminal cancer that had led to significant weight gain and quadriplegia. Lucy
had been a model and found these alterations to her body very distressing. Her
husband, David, also found the changes distressing and this led to less and
less contact between them and little involvement in Lucy’s physical care. Mary
described how in caring for Lucy her efforts focused on maintaining feelings of
worth and personhood in the face of such degrading tasks as enemas and
faecal disimpaction. In addition, Mary recognized Lucy’s loss of physical con-
tact with David and tried to meet some of these needs through massage and
touch. She found herself spending more and more time delivering care to Lucy,
making her late for other clients and often providing less than her usual care to
them in order to fill the enormous care needs of Lucy, even past the time when
it would perhaps have been appropriate for Lucy to be in the hospice. When
Mary raised her concerns over Lucy within the nursing team, the response was
usually one of giving her a break from the care, which served to silence Mary’s
concerns as she did not wish to be replaced or to stop caring for Lucy. Mary’s
reflections on her situation were in contrast to another nurse from this team
who also participated in the study. Jane’s reflections showed a concerned
team willing to assist Mary; however, the nurse lacked the skills to know how to
openly critique what was happening. The first interview for this study occurred
many months after Lucy’s death but resulted in a significant delayed grief
response for Mary, requiring several sessions of grief counselling to work
through the many issues that had resulted in Mary’s burnout experience.
Mary’s resolution of her experience was also aided by her continued participa-
tion in the research project, providing extended opportunities for her to reflect
on this and other experiences with patients who were dying. At the end of the
study, Mary said that prior to this she probably had an in-built desire to rescue
patients from their experiences (to provide a good death) and that she no
longer felt this level of responsibility and was able to work to make a difference
in their lives but understood that she could not make this happen always
(Aranda 1998b).

This is a real case but the names are pseudonyms and the identity of the
setting is not revealed in keeping with the ethical requirements of the study. All
participants signed a consent form acknowledging that the work would be
used in subsequent publications and that their identity would not be revealed.
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level of work required to create a supportive environment, the end result can
be a significant dissonance between what we say, do and feel, generating
potential for individual and team stress.

Dissonance between the organization of the work
environment and the values of care delivery

Vachon (1987) argues that patients are not the major source of stress in
palliative care and that the real problems are the work environment and the
nurse’s occupational role. The desire to assist the patient to achieve a good
death is often thwarted by the work environment and role factors. Work
environment factors include the involvement in care of individuals who
appear not to share the values of palliative care, such as medical specialists
who continue to treat the cancer beyond what the nurse considers reason-
able. Indeed, attempts to avoid this source of stress are present in arguments
that cancer treatments have no place in hospice settings, an argument that
seeks to separate palliative care from mainstream health care, perhaps
because of conflicting values (Biswas 1993).

Such arguments are based on a simplistic division between, for example,
the ‘bad’ oncologist using yet more chemotherapy and the ‘good’ palliative
care nurse wanting to protect the patient from harm. The patient is passive in
the argument, ignoring both the patient’s role in the decision and the com-
plexity of balancing the side-effects of cancer treatments against the benefits
that might be gained in terms of pain and symptom relief. All too often there
is no attempt to openly discuss the apparent conflict between the various
practitioners involved, a discussion that could lead to mutual understanding
and hopefully improved sharing of patient care. The absence of conflict
resolution in such situations leaves the palliative care nurse to deliver care in
ways that are not consistent with his or her value system as the patient’s
acceptance of ongoing treatment is understood as indicating a lack of
acceptance of death. While clearly patients can still be accepting of the
inevitability of death while continuing to seek treatments that will either
lengthen life or reduce symptoms, such choices are not always well accepted
in palliative care.

Similarly, the work environment in palliative care is becoming increas-
ingly mainstreamed, adding new pressures of workload that threaten the
provision of time – a highly valued aspect of the palliative approach to care
and a key factor in ensuring a good death. Palliative care is asked to respond
to criticisms about being a form of deluxe dying for the few (Johnston and
Abraham 1995) and to demands to extend their work beyond a focus on
cancer (Clark and Seymour 1999). This means either spreading the effort
further with few additional resources or greater attention to the allocation
of resources to those most in need however this is defined. Ultimately,
either outcome can add increasing pressure to the daily work of palliative
care nurses. In Australia in the 1980s, a community palliative care nurse
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undertook a direct care role providing holistic care to about four patients a
day, leaving sufficient time for prolonged visits with patients who needed
this. Today, this same nurse is more likely to be sharing care with a general-
ist community nurse, have a role that is more case management than direct
care and will visit six to eight patients in one day. The case management
role also reduces the level of direct physical care that is provided and on
observation this significantly reduces delivery of many of the comfort
elements of palliative care, such as extended touch through massage
(Brown et al. 2002).

Similarly, acute palliative care units focusing more on acute symptom
management than care of the dying are gradually replacing in-patient hos-
pices. Length of stay is reducing, patients may be receiving treatments such
as intravenous antibiotics and patients who are not immediately dying may
be transferred to nursing homes or go home when this might not be con-
sidered ideal. This reality threatens ideas about a good death by reducing the
time spent with the patient, fracturing holistic care and reducing the pallia-
tive nursing role to monitoring of outcomes of acute treatments, such as
intensive pain management. The result is greater dissonance between the
shared values of palliative care and the daily reality of nursing work, a
dissonance that threatens the meaning of our work and is thus likely to
result in greater stress.

A further area of dissonance between the work environment and the
values of palliative care is an increasing social acceptance of euthanasia as
an end-of-life option. The modern hospice movement is significantly influ-
enced by Christian values and the field’s public position is thus overtly
anti-euthanasia. Nurses want to see patients achieve a good death, yet the
palliative definition of a good death rules out both euthanasia and
physician-assisted suicide. Opting for a quick exit through euthanasia is seen
to portray a life without meaning, while a significant part of palliative care
work is about helping patients to obtain meaning in the face of death. Work
stress can result when caring for patients with differing values about end-of-
life decisions, when caring for patients who refuse to engage in a search for
meaning in their death or when the nurse is not personally opposed to
euthanasia.

Our earlier work around palliative care nurses’ attitudes to euthanasia
showed that not all were opposed to hastening death (Aranda and
O’Connor 1995), demonstrating a potential dissonance between the nurse
and the value system operating in the organization. In addition, at least three
nurses in this study believed that they had been involved in euthanasia in the
workplace. Leaving aside the more complex legal concerns this raises, from a
stress perspective there are palliative care nurses who believe they have con-
tributed to a patient’s death but work in an environment where these issues
are rarely discussed in open and frank ways.

The philosophy of palliative care and its anti-euthanasia position makes
it very difficult for palliative nurses to hold views even moderately supportive
of attempts to hasten death, let alone to discuss these in the workplace.
However, it is possible for people with a desire for assisted death to be cared
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for within a palliative care environment (Aranda et al. 1999) by encouraging
an open dialogue with patients that is respectful of their wishes and desires
but reinforces the legal constraints and value position of the palliative care
system.

The ‘good nurse’

The nurse’s role in a good death is one of involvement, provision of effective
symptom control to allow the person to live as fully as possible until death,
death that is pain-free and provision of an environment that allows death
that is peaceful and dignified (McNamara et al. 1995: 234). A significant
part of achieving this involves assisting patients to gain meaning in their
lives at this time. Good palliative care nurses are skilled in symptom man-
agement because a patient with few symptoms can live their remaining life
more fully. Good palliative care nurses are also willing to help patients talk
about their deaths, helping them to resolve issues in their lives and thus find
meaning in their deaths. Good palliative care nurses are also those who assist
the patient to find meaning through their relationships with others, facilitat-
ing family discussions, helping patients create legacies such as letters for
those they will leave behind, and bringing in others who can assist with
issues like spiritual conflict and psychological distress.

Living up to this image is not always easy and a significant component
of stress in palliative care nursing can be linked to not achieving a good
death vis-à-vis not being a good palliative care nurse.

Reducing stress in palliative care

Strategies for dealing with stress in palliative care nursing are frequently
discussed (e.g. Pearce 1998; Barnes 2001; Payne 2001). Box 32.3 provides an
overview of some of the strategies mentioned in the literature; however, it is
important to note that the evidence base for these strategies is poorly
developed and there is a critical need to research the impact of various
stress-reduction strategies. Significantly, coping efforts in palliative care are
understood in the literature as a shared responsibility between the individual
and the work setting. Nurses describe palliative care environments as being
more supportive than those in which they had worked previously (Newton
and Waters 2001).

While strategies such as ‘developing realistic perspectives’ about the
work (Byrne and McMurray 1997) and seeing the bigger picture (Vachon
1998) are recommended and appear intuitively appropriate, few mechanisms
to achieve such outcomes have been systematically evaluated. There is a
significant emphasis now being placed on self-awareness and reflective cap-
acity as critical tools in mastery over stress experienced in palliative care.
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Mary’s story is a clear example of the personal benefits that can be gained
through opportunities to safely reflect on how we work as nurses in palliative
care. Unfortunately for Mary, this did not occur until after a period of
significant distress and burnout, which was hardly ideal.

Some significant attempts to investigate structured approaches to
reducing stress in the care of people who are terminally are beginning to
appear in the literature. For example, von Klitzing (1999) compared the
development of reflective learning in a psychodynamic group with that of a
group of general nurses, although the reflections predominantly focused on
the care of people who were terminally ill. The study found that nurses could
develop reflective capacity in this supported process, with these reflections
becoming increasingly more high level when about the patient. Of concern
was that the level of reflection about the nurse herself decreased over time,
suggesting perhaps that this level of self-work may require specific emphasis
over time.

A popular self-awareness strategy employed by disciplines such as social
work and psychology is clinical supervision (see Chapter 38). In Chapter 38,
Hopkins deals with clinical supervision from a management perspective. Use
of clinical supervision in nursing was, until recently, largely confined to the
psychiatric setting. One of the possible reasons for this is that nursing was
largely understood as a collective profession, while clinical supervision was
seen to focus on the issues arising from dyadic relationships between an
individual practitioner and an individual patient. An interesting study from

Box 32.3 Strategies for managing stress

Within the palliative care unit

� Teamwork and team cohesiveness
� Selecting staff to ensure environment–person fit
� Professional development/education programme
� Clinical supervision made available

By the individual

� Seek counselling
� Attend a support group
� Attend regular clinical supervision
� Change roles or take time out from role
� Undertake more education
� Establish outside interests
� Balance work and home life
� Exercise
� Religious beliefs
� Understand personal boundaries
� Having a sense of mastery
� Finding meaning in work
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Sweden (Palsson et al. 1994) examined the use of group clinical supervision
in cancer care in terms of its effect in handling difficult situations. While
caution must be exercised in interpreting the generalizability of the results of
this qualitative study, they suggest an enhanced capacity to gain relief from
distressing situations through the clinical supervision process. In addition,
the nurses felt their professional roles and self-perceptions were confirmed
through the group, with signs of increased knowledge, a greater sense of
well-being and enhanced self-confidence.

Critical to the perspective taken in this chapter, the study of Palsson et
al. (1994) was theoretically linked to Antonovsky’s theory of sense of coher-
ence. The components of this theory are comprehensibility, manageability
and meaningfulness. I would argue that a strong sense of coherence can
equate to a nurse whose values and beliefs about his or her work are consist-
ent with the daily reality of practice, where he or she feels able to manage
the work demands in making a difference for the dying person and family
and where overall a sense of meaningfulness in this work is retained as a
motivation to continue.

Conclusions

The overriding premise of this chapter is that stress occurs at points of
dissonance between the values and beliefs of the individual and their cap-
acity to deliver care according to these values. The absence of a strong
evidence base to preventing and managing the impact of this dissonance on
work stress means that palliative care services need to foster a flexible and
varied approach to the provision of support in the workplace and to encour-
age nurses to identify their personal approach to stress as an overt part of
professional development.

However, it is clear from the literature that in palliative care a sense of
meaning in the work, of making a contribution and of helping the person to
die a good death, when not idealized, are fundamental to professional well-
being. The capacity to maintain a balance between making a difference and
accepting the limitations of what can be achieved requires a significant level
of self- and team-awareness. There is some evidence that this awareness can
be promoted through processes such as clinical supervision and structured
reflection. However, this reflection requires moving beyond the tyranny of
niceness to an open and penetrating critique of what we do, how we do it
and the effects of our work on both our patients and ourselves.
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33
Specialist professional education in
palliative care
How did we get here and where are we going?

Margaret Sneddon

In this chapter, I focus on education to prepare practitioners for a specialist
role in palliative care. I focus mainly, but not exclusively, on post-basic nurse
education in the UK. However, experiences from other disciplines and con-
texts, particularly medical education, will be used to draw comparisons or to
explore different ideas. Basic professional training programmes or short
courses aimed at generalists will only be discussed in as much as they have
influenced the development of more advanced education programmes. The
philosophy and principles of specialist professional education generally are
discussed briefly with fuller consideration given to key elements of palliative
care education and what constitutes best practice. The development of pal-
liative care education is then outlined. It is not my intention to provide a
historical account, but to consider the factors that have influenced, and will
continue to influence, how specialist education develops. This will give rise to
an exploration of the challenges to be faced in the future. In relation to the
provision of specialist education, recent experience as a provider of multi-
professional palliative care education is cited as an example, supported by
comments from current and recent students to provide the consumer’s per-
spective (permission was granted by the students concerned). Therefore,
what participants of specialist professional education programmes might
want or need from their experience is considered.

Specialist professional education

Education

Education is a complex concept that is difficult to define. It is not a discrete
event but a process with a humanistic basis intended to enhance the partici-
pant’s learning and understanding (Jarvis 1983). A humanist approach is
concerned with ‘human growth, individual fulfilment and self-actualization’
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(Quinn 1995: 100) underpinned by the work of theories such as Maslow’s
hierarchy of needs and Roger’s student-centred learning. Theorists argue
that the intrinsic value of education enables the individual ‘to travel with a
different view’ (Peters 1979: p. 8) on a journey to a destination where we
never arrive. Implicit to this concept is the notion that the person is changed
by the experience of education: they perceive and respond to subsequent
experiences in a different way. The change that occurs can arise from many
life experiences other than planned programmes of education. So when
embarking on a planned educational experience, our perceptions and needs
will be influenced by all of our past experiences. Recognition and affirm-
ation of prior learning and individual needs is a key principle of adult
education (Knowles 1984). Education, therefore, becomes an enabling
process for personal growth and learning for the individual.

Professional education

By necessity, professional education tends to be more focused on outcome
and professional growth, rather than process, individual needs or personal
growth, to ensure the professional develops the knowledge, skills and atti-
tudes that render them fit to practise in their particular field. For example, in
nursing we have progressed from a ‘training’ mentality where the aim was to
teach students to undertake specific tasks or procedures unquestioningly, to
one that more readily appreciates the need to learn how to learn, to develop
an enquiring mind, and to learn concepts and principles that can be applied
flexibly in different situations.

Over the years, there has also been a growing recognition of the need for
ongoing training and education to maintain satisfactory levels of practice to
such an extent that it is now underpinned by legislation. Ongoing or continu-
ing professional education (CPE) seeks in part to maintain the currency of
existing knowledge, the half life of which is suggested to be 2–5 years in
nursing (Ferrell 1988). It is also a means of extending knowledge and skills
by meeting identified needs in relation to the professional’s role or preparing
them for a new role. There has been increasing specialization in every branch
of health care as the knowledge base extends, making education beyond a
basic professional qualification a necessity. CPE generally involves mature
individuals with personal and professional life experience on which to ‘hang’
new learning. Usually, but not always, they have chosen to enter a particular
programme of learning because it is of relevance to them professionally and
so they are motivated to learn. They may have identified specific gaps in their
knowledge or expertise. All these characteristics pertain to the ‘adult learner’
as described by Knowles (1984).

From a manager’s perspective, there is little point in investing time,
effort and money in CPE if it does not have an impact on practice, preferably
beyond that of the individual. The subsequent ability to cascade knowledge
and influence the practice of colleagues provides added value to any educa-
tion programme. The focus on outcome, particularly achieving an impact on
practice, may appear contrary to the humanistic philosophy of education
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that focuses on the student’s needs. However, there is generally something to
be gained on both sides.

Specialist professional education

Specialist professional education may involve those working in a specialist
field of practice or those in the role, or preparing for the role, of specialist
practitioner. Whether catering for specialist practitioners or those working
in specialist fields, specialist professional education should seek to enable
participants to deliver best clinical practice. The outcome should be practi-
tioners who are able to assess comprehensively an individual’s needs, imple-
ment interventions and, based on sound evidence, evaluate the outcome.
Implicit in this is the ability to critically appraise research evidence and learn
from the outcomes, so that practice continues to develop. In addition,
specialist practitioners should also be able to influence practice through
teaching, dissemination of research and implementation of change. Yet a
recent study reported clinical nurse specialists in palliative care to be ‘poorly
prepared in terms of their educational background and information tech-
nology skills’ (Seymour et al. 2002: 390) in order to fulfil the teaching part of
their role. In nursing, specialist posts first appeared in the 1970s. There was
no clear pathway or training to specialism, with most acquiring their know-
ledge and skills on the job, through self-learning and often with little sup-
port from others. The roles of clinical nurse specialists just ‘kept growing
without any direction or control’ (Castledine 2002: 507). Their role is now
much more clearly defined and there are expectations that they will be
involved in teaching, advising, acting as a change agent, developing practice,
providing a voice for the specialty and being familiar with, if not actively
involved in, research activities. Such expectations are reinforced by stand-
ards for education of specialist practitioners in nursing that have been set
out by professional bodies in the UK (now the Nursing and Midwifery
Council). Specialist posts for allied health professionals have also been
developed within the past 10 years. However, these are rare outside specialist
palliative care units.

Palliative care education

Several writers have drawn parallels between the philosophy of education
and palliative care provision. Sheldon and Smith (1996) suggest that pallia-
tive care education should mirror that of the philosophy of palliative care
provision in that it is a ‘process that is with and for people rather than on
people’ (p. 100). Comparisons are drawn between students embarking on a
programme of study and patients with advancing illness, who are each
facing uncertainty with a potential for personal growth. This resonates with
Peters’s (1979) statement, that the analogy of a journey is often used in
relation to the illness experience. Both the student and the patient need
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support and companionship along the way. However, it is their journey; they
choose how they respond to the experience. Respect for their choices and
feeling valued as an individual is important for each within their own
context.

The holistic nature of palliative care should also be reflected in educa-
tion provision. James and Macleod (1993) suggest that the interpersonal
aspects of palliative care are more important to the patient than the more
easily addressed physical aspects. The value placed on positive human inter-
action means that the most important tools practitioners have are them-
selves. Therefore, palliative care programmes must equip them with the
interpersonal skills to meet the needs of patients and their carers, in addition
to knowledge of particular problems and how these might be addressed. So,
too, palliative care education must seek to enable students to achieve their
personal potential, as their effectiveness lies not only in learning the applica-
tion of strategies and techniques, but in responding intuitively as a fellow
human being. Knowledge and skills are insufficient without the appropriate
attitude, giving some credence to the saying ‘palliative care is caught, not
taught’ (Anon.). That is not to say that these abilities are innate and cannot
be learned – effectiveness lies in developing self-knowledge of their strengths
and limitations and developing confidence in using themselves and their
intuitive abilities. Such skills require an openness and willingness to explore
personal values, attitudes and fears. The ‘teacher’ must ensure time,
opportunity, a safe environment and trusting relationship to enable the abil-
ities to be cultivated. Clearly, this is difficult to achieve in short didactic
sessions with large groups of students. However, cultivating a safe environ-
ment is an important consideration when developing programmes that are
more comprehensive. In relation to nurse education, Jodrell (1998) high-
lights the need to address issues of clinical excellence, research, management
and leadership in education programmes to develop advanced levels of prac-
tice. In the UK, these elements are mandatory for the award of the Specialist
Practitioner Qualification for nurses, recordable by the governing body of
the Nursing and Midwifery Council. Similar requirements are stipulated for
doctors preparing for consultant posts. Although there is no such equivalent
qualification for other professions, the need to develop skills wider than the
area of specialty is well recognized.

Multi-professional working is said to be a key component of effective
palliative care (World Health Organization 1990). It is well recognized and
supported by a small number of studies that the complex needs of patients
and their families can best be met by a well coordinated team drawing on
various professional skills (Jones 1993). In no other aspect of health care is
learning alongside different disciplines so enthusiastically welcomed, despite
the absence of strong evidence that it facilitates more collaborative team-
working. Indeed, Ford (1998) suggests that multi-professional education was
moving from ‘an accepted principle to a necessary practice’ (p. 1167). How-
ever, multi-professional education is a term often used when all that has been
done is the drawing together of a disparate group of professionals in one
location (see Chapter 31). There may be minimal interaction of those involved.
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Inter-professional education is perhaps a more apt term for the more
desirable process that provides an opportunity for shared learning experi-
ences with a potential for breaking down professional barriers, enhancing
understanding of the role and strengths of others, enhanced communication
and collaboration through a more interactive process (Barr and Waterton
1996). These benefits are not achieved without careful planning and social
engineering. General principles of adult learning apply in relation to ensur-
ing relevancy and meaningfulness, but can present a challenge when differ-
ent professions are involved. Effort, creativity and consultation with others
with different professional backgrounds will help to ensure that each par-
ticipant is able to make a positive contribution and be valued within the
group. Problem-based learning with scenarios that reflect the real world of
practice and the complex needs of patients can be particularly effective in
multi-professional groups.

Growth of palliative care education

Although the birth of the modern hospice movement in 1967 was heralded
by the opening of St Christopher’s Hospice in London, the term palliative
care did not come into common usage until 1987 when it was recognized as
a medical subspecialty by the Royal College of Physicians in the UK (Scott
et al. 1998).

For many years, the main focus in palliative care education seemed to
be in spreading the word, achieving a measure of credibility and con-
vincing professionals in general health care settings that palliative care was
more than good basic nursing care of dying patients, an approach that was
often seen as criticism of their core skills. However, it was commonly
believed that staffing levels that enabled extra time to be spent with the

Box 33.1 Example of creative use of real situations (Wee et al. 2001)

Multi-professional groups of undergraduate students (medical, nursing, social
work, physiotherapy and occupational therapy students who are at least in the
second year of their training) are joined by an individual who is currently
involved in caring for a family member who is dying or someone who has
recently been bereaved. Facilitators include a palliative nurse lecturer, palliative
medicine consultant and lecturer in psychosocial palliative care. A senior
physiotherapist or occupational therapist also assists. Certain tasks are set to
encourage interaction and listening to the carer’s story, after which the stu-
dents reflect on key issues about the care provided. They then prepare a joint
presentation. Although involving undergraduate students, this approach has
considerable potential with more experienced professionals. However, this
approach involving carers or patients must be well planned and sensitively
handled by experienced teachers and practitioners.
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patient and pleasant surroundings were all that was needed; these were
considered luxuries unrealistic in busy hospital wards. Hospices were per-
ceived to be the only institutions that could offer the appropriate environ-
ment in which to die and the quantity of staff to spend a lot of time with
the patient and their family. The ability to facilitate care at home by spe-
cialist nurses such as Macmillan nurses was acknowledged, but only
because they had a much smaller case load and could spend more time
with the patients! It was clearly perceived as nothing to do with having
particular knowledge, skills or attitudes. Based on work such as that of
Mills and co-workers’ (1994) observational study of terminal care in the
acute setting, professionals began to acknowledge that there were many
inadequacies in care provision. This qualitative study recorded the care
provided to patients during the last week of life in several acute medical
and surgical wards in a busy general hospital. It highlighted a tendency in
some wards to follow the ‘medical model’ in that when cure was no longer
deemed possible and medical interest waned, so too did the nursing atten-
tion. Many examples of failure to address basic care needs, such as preven-
tion of thirst, were observed. It is interesting that although this study was
carried out in the mid-1980s, the results were not published until 1994, partly

Box 33.2 An example of acquiring professional specialty status for palliative
medicine in the UK

The Association of Palliative Medicine (APM), established in 1985 (Scott et al.
1998), lobbied for the specialty status of palliative medicine, developed a core
curriculum for medical training and a programme for trainee consultants, mak-
ing palliative medicine an appropriate career path for doctors. Although nurses
may take the credit for stimulating recognition for the need for improvement in
this area of care, the advances made would not have been possible without the
change of name and the recognition by the Royal College of Physicians.
Having a programme of medical training of specialists added credence to pal-
liative care and recognition that it was more than good basic nursing care. The
Association’s success in having palliative medicine included in the under-
graduate curriculum has ensured that the doctors of tomorrow will be better
equipped.

Specialty status required that the specialty be based on a sound body of
evidence, giving rise to research and many improvements in pain and symptom
control. This became a very useful hook with which to gain medical interest in
terms of education. However, this trend has given rise to concern that palliative
care is becoming too focused on symptom management and interventions and
risks losing sight of the whole patient and the philosophy of palliative care
(Dush 1990).

Despite the fact that one of the criteria for recognition as a medical spe-
cialty is a sound body of knowledge and skills, this was fairly weak in 1987
when palliative medicine was given such recognition by the Royal College of
Physicians. Little of what was practised was based on sound evidence and it
became necessary to address this urgently.
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because of resistance to the findings. It can be difficult for any professional
to accept that they may share responsibility for the delivery of care that is
less than optimal and this sometimes results in an attempt to shift blame to
the institution or other professional groups. This was also seen in an earlier
study in Canada by Mount (1976) that highlighted the views of various
professional groups, including doctors, nurses, social workers and clergy.
Each blamed the other for failure to provide good palliative care.

Despite an apparent reluctance to be overtly critical of their own prac-
tice, nurses were the first to become enthusiastic about palliative care edu-
cation. Their interest gave rise to many short courses, study days and,
later, professionally validated courses. Education for other professionals
was ad hoc until the first multi-professional university-accredited pro-
grammes came into being in the UK in 1994. One of these courses focused
on psychosocial palliative care and was geared in particular towards social
workers and nurses. The growth in academically accredited specialist pal-
liative care programmes has been substantial. No other branch of health
care has spawned so many specialist courses. Within 7 years of becoming
a medical specialty, Sheldon and Smith (1996) reported that there were
seven specialist postgraduate diploma or master’s programmes in the UK
and many others related to social work or nursing that included at least
one palliative care module. In addition, there were numerous profession-
ally validated courses for nurses. In 2002, the Hospice Information Service
records 13 degree level programmes in palliative care, several other degree
courses with opportunities to specialize in palliative care and many dip-
loma programmes and modules. Master’s specialist programmes have
remained static at seven (two by distance learning), probably reflecting a
relatively limited need at this level. However, there are more general pro-
grammes with significant palliative care components. Most are multi-
professional, although some specify they are for nurses and professions
allied to medicine, but not doctors. There is one postgraduate diploma/
master’s for doctors alone. At the time of writing, five institutions in
Scotland and considerably more in England and Wales offer professionally
validated courses with specialist practitioner qualifications for nurses in
palliative care. In addition, most hospices have an education department
to cater for the needs of their own staff and other professionals in the
locality. They continue to ‘spread the word’ and generate further interest
in education.

Many other countries have developed palliative care programmes.
Distance learning courses are available in Uganda, Kenya, Argentina and
South Australia. The USA has two master’s programmes, both for nurses,
and a multi-professional programme is currently being developed. Australia
has three multi-professional master’s courses. France has one diploma
course, but the rest of Europe is not very well served in terms of academic-
ally accredited programmes.
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Influencing factors

Several inter-related factors have stimulated expansion of palliative care
education, partly through awakening health service managers to the need to
equip health professionals in many areas of care with core palliative care
skills.

Political

The UK has a state-funded health care system, the National Health Service
(NHS), so there is a single employer who can determine educational
requirements. Reorganization of the NHS and initiatives driven by a need to
develop more cost-effective services, such as the Calman-Hine recommenda-
tions for cancer services (Expert Advisory Group on Cancer 1995), have
helped to shape the role of specialist nurses, requiring the development of
new skills in service and policy development (Seymour et al. 2002). In
addition, a clinical governance framework (discussed in Chapters 37 & 38)
for health and social care workers requires employers and individual profes-
sionals to ensure that practitioners are appropriately skilled to deliver qual-
ity care. Although most hospices are run independently of the NHS, most
seek to achieve the standards set nationally. To ensure staff are adequately
skilled, a number of strategies have been introduced. Individual profes-
sionals have been encouraged to undertake critical reflection on their
practice, a strategy that inevitably leads to identification of learning needs.
Statutory requirements for continuing professional development, such as the
Post Registration Education and Practice initiative for nurses (UKCC 1994),
have been introduced for most health professionals, stimulating an expect-
ation of continual learning throughout an individual’s professional career.
Evidence-based care is another requirement of clinical governance and is
also necessary for credibility, status as a medical specialty and for funding
reasons. Therefore, in addition to maintaining knowledge of new research,
skills in research appraisal and activity have been needed for all disciplines.

Economic

Charitable funding is one key reason why the UK has been able to develop
so many educational programmes. Macmillan Cancer Relief and Marie
Curie Cancer Care have supported many educational initiatives in support
of their aims to improve patient care. Although some short programmes
may generate income for an institution, longer award-bearing programmes
rarely do. Without charitable funding, or the free provision of teaching from
hospices, few of the existing programmes would have developed. Charities
have also played a key role in funding research, which, in turn, is constantly
raising new issues for professionals. The introduction of specialist Macmil-
lan nurses and Marie Curie home care nurses in the early 1970s and later
palliative care consultants into community and hospital settings were
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another significant influence in that general health care professionals gained
first-hand experience of the specialist skills. The nature of Macmillan Can-
cer Relief funding meant that posts were pump-primed for an agreed period
and then taken over by the institution, mostly in the NHS. In this way, more
and more specialist posts were able to be integrated into the health care
system. The potential for improved symptom management, particularly pain
control and early discharge, could not be denied and led to demands for
education in these areas.

Another factor relates to insufficient resources to enable all individuals
with palliative care needs to be cared for in specialist units. More and more
responsibility for providing palliative care is being devolved to other settings.
So there has been a move towards employing more specialists in acute and
community settings as a resource for generalist colleagues. As generalists
have also been keen participants of palliative care education, specialists per-
ceive a need to further their own education to remain confident in their
specialty and maintain credibility.

Social

The growing elderly population, increase in chronic life-limiting illnesses
and improved treatment for cancer has stimulated public demand for
improved palliative care provision. This is partly due to the example pro-
vided by hospices, but also reflects a growing awareness and interest in all
topics related to dying and death by the public and the media. The public are
also better informed about health issues generally through the internet and
more demanding of information and support. Recognition that palliative
care is appropriate in many disease trajectories other than just cancer has
added to the demand. Additionally, there is a desire to increase the choices
available to patients, including where they are cared for and where they may
die. The generally accepted belief is that most patients wish to stay at home
as long as possible, and also to die at home with adequate support, although
there is limited evidence to support this.

Limited charitable resources have curtailed significant expansion of
hospices. However, there is also a realization that palliative care should not
be the icing on the cake, but a core part of statutory provision, for which
resources are limited.

Expansion of knowledge base

Expansion of the knowledge base, which has in part resulted from educa-
tion, has also fuelled the need for more education. In learning more, know-
ledge gaps become more evident; more research is stimulated and knowledge
expands. The much needed development of research has necessitated con-
stant updating of professionals in addition to the acquisition of skills to
determine the quality of the research. This has changed the nature of pallia-
tive care education from a ‘recipe’ approach to managing symptoms
and problems on a more solid research base. It has also spawned several
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specialist journals in which research can be disseminated. Published in the
UK, but with international representation on the editorial boards, are
Palliative Medicine, Progress in Palliative Care, International Journal of
Palliative Nursing and Mortality and the European Journal of Palliative Care.
Outside the UK, we find the Journal of Pain and Symptom Control (USA),
Journal of Palliative Medicine (USA), American Journal of Hospice and
Palliative Care (USA) and Journal of Palliative Care (Canada). The growing
educational provision not only utilizes such journals as a learning resource,
but also feeds new knowledge into them as skills in writing and research are
developed.

What does the specialist or aspiring specialist want and need
from an education programme?

It is important to consider that whatever educationalists think should be
included in a programme of study may be at odds with what either partici-
pants or managers want. The tension between what students wanted and
what was required for master’s level study was apparent when the author
was developing and directing a multi-professional palliative care programme
at higher degree level, which began in the early 1990s. The programme
could be taken full-time over 1 year or part-time over 2 or 3 years for the
Postgraduate Diploma or Master’s of Science, respectively. This section
highlights key observations gained through that experience.

A needs assessment identified that research skills were not especially
highly valued by potential participants, including nurses, doctors, clergy and
allied health professionals. The main interest lay in pain and symptom
management, communication skills, emotional and spiritual care and

Box 33.3 What’s in a name?

Prior to 1987 when palliative medicine was a recognized medical specialty, this
branch of health care was generally referred to as terminal care and was con-
sidered the province of nursing. I well remember as a young nurse considering
anyone with cancer, especially recurrent cancer, being considered ‘terminal’
and of little interest to the medical profession. However, a change of termin-
ology enabled it not only to be an acceptable area of interest for doctors, but
also broadened the scope of involvement and reflected the emphasis on living
rather than dying. The result was that practitioners were required to adopt a
much more active role in enhancing quality of life rather than simply the quality
of death. Care was required over a much longer period, particularly as symp-
toms became more effectively controlled. In short, it was no longer enough to
care about dying people and their families, many diverse skills had to be
developed in addition to the resilience required to cope with such demanding
work.
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bereavement. Initially, these aspects provided the main content of the
programme. Generic skills such as critical appraisal and teaching were
integrated to some extent throughout and, it could be argued, covertly.

Since the programme began, participants have come from a variety of
professional backgrounds but fall into three broad categories:

• those already in a specialist role or specialist setting;

• those aspiring to be in a specialist role or setting;

• those generalists whose remit involves them substantially in caring for
people with palliative care needs.

The most common reasons for applying are:

• awareness that they could care more effectively, particularly in managing
pain and other symptoms;

• validation of their existing expertise and enhanced credibility through
gaining a qualification;

• to learn alongside members of other professions and enhance under-
standing of roles;

• to gain confidence in communicating with patients and relatives and
responding to emotional and spiritual distress;

• to gain understanding of disease processes and treatment strategies
(non-clinical professions, e.g. social work or clergy);

• to gain confidence in their knowledge base to enable them to teach
others; and

• to develop research or teaching skills (expressed by more recent
students).

It quickly became apparent that the generic component was insufficient if
the education was to have the desired impact on patient care. After 2 years,
a reconfiguration of the programme introduced a specific module on
teaching skills and more substantial input on communication skills, particu-
larly inter-professional communication, research, critical appraisal and
professional issues such as quality, ethics and implementation of change.

Rigorous evaluation of each module, and the overall programme, by
students and teachers and a reflexive approach by the programme director
sought to ensure that it was a positive learning experience for the students in
addition to meeting their educational needs and contributing to course
development. The impact on practice has been demonstrated through course
work. Examination of programme evaluations frequently identifies the
multi-professional nature of the programme as being most valuable.
Opportunities to work in groups has never been perceived as enough, indi-
cating the value placed on learning derived from fellow students. Students
state that they were attracted by the specific palliative care content of the
programme, particularly pain and symptom management. However, they
perceive ultimately that the communication skills and the professional issues
content has been more influential in changing their practice. The communi-
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cation skills module is experiential. Assessment of practical skills is under-
taken alongside that of their abilities to critically appraise their own practice
through a scoring system developed for the programme and through critical
analysis of their strengths, limitations and consideration of alternative strat-
egies. The perceived impact of the professional issues component relates to
three aspects. First, their enhanced understanding of ethical issues and deci-
sion making in relation to this. Second, their confidence and ability to seek
out and make judgements on published work and research, which they
frequently admit to accepting blindly prior to the programme. Third, how
they relate to other professionals and their understanding of differing
perspectives.

Despite the perceived value of the multi-professional approach, there
are limitations in respect of meeting the needs of some professional groups.
The uptake by some professional groups, such as clergy, social work, occu-
pational therapy, physiotherapy or other therapies is variable and, on
occasions, there has been only one member of a particular profession repre-
sented. Moreover, the evidence base for palliative care is dominated by
medicine and nursing. It can be very challenging for the isolated professional
and for the programme teachers to ensure their particular needs are met.

Recent changes to the course have resulted in a programme with con-
siderably more of a generic component, although all course work must be
focused on palliative care. The intention is that the programme should better
prepare students with the principles and strategies to enable them to take
responsibility for further learning and practice development. The change has
also been influenced by a need to rationalize existing education and utilize
resources more effectively, a strategy advocated by Koffman (2001) to help
encourage more learning from other disciplines and those outside the
specialist field.

How effective is specialist professional education in
palliative care?

In the second edition of the Oxford Textbook of Palliative Medicine (1998:
1205), Jodrell was critical of the fact that ‘the paucity of systematic evalu-
ations of educational programmes in palliative care has not improved since
the first edition of this Textbook’. This remains the situation. There is fairly
weak published scientific evidence to support a positive impact of education
on clinical practice, with most evaluations focusing on participant percep-
tions. However, Fuhrmann and Weissberg (1978) assert that perceptions of
increased knowledge, self-confidence, performance achievements and atti-
tude changes are more reliable than actual measurable differences and,
therefore, are valid predictors of behaviour. If this is accepted, then there is
substantial evidence in support of the effectiveness of education, particu-
larly if the evaluation is undertaken at some point after the education to
avoid the bias of ‘happiness indexes’ (Gosnell 1984). Just as it is difficult to
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measure many aspects of palliative care in a quantitative way, so it is with
education. Sheldon and Smith (1996) suggest that a positivist approach to
measuring the impact of palliative care education is pointless, as it is denies
the whole philosophy of promoting personal growth alongside safe practice.
It could be argued that the best evidence of personal growth and altered
attitudes and values must come from individuals themselves. Examples of
evaluations focusing on perceived impact after completion of the pro-
gramme include those of Sneddon (1992), Kenny (2001) and MacDougall
et al. (2001). All involved evaluation a few months after the education ended

Box 33.4 Portfolios as a learning and assessment strategy

A portfolio is a collection of evidence of learning and achievement. In the con-
text of the MSc/Postgraduate Diploma in Palliative Care run in Glasgow, it is
used to identify learning needs and to record the process of learning that
ensues. With much resistance from colleagues, portfolios were introduced as a
learning and assessment strategy at the outset. In view of the diversity of the
participants’ educational and professional backgrounds, portfolio learning was
considered a way of ensuring each individual’s learning needs could be identi-
fied and met. With support, each student was encouraged to reflect on existing
knowledge, skills and attitudes and identify priorities for learning that would be
meaningful to their own professional practice and then to plan strategies to
achieve their stated outcomes. Developing a portfolio was a new and daunting
concept for most and initially many were unable to see the point of it all. By the
end of the programme, with very few exceptions, students leave feeling very
proud of their achievements and delighted that they are documented in the
portfolio. The portfolios also provide evidence of a positive impact in practice
as a result of education. As the programme continues over 2 years, how under-
standing, attitudes and practice have changed is clearly demonstrated. There
is also little doubt that many practice initiatives would not have been imple-
mented had it not have been for the need to produce evidence of application of
learning to practice. Therefore, the portfolio acts as a prompt for practice
development. Despite their value as evidence, the portfolios are personal, no
copies are retained and for ethical reasons they have never been used to
systematically gather such evidence.

Using portfolios as an assessment strategy remains somewhat contro-
versial because of their subjectivity. However, the whole concept encourages
self-appraisal and, with clear guidelines on what is required, the standard is
generally very good. Educators are enthusiastic about the concept and it has
been used widely in nursing and medical education (Snadden and Thomas
1998) and very successfully in other palliative care programmes (Finlay et al.
1993). However, there has been little formal evaluation. One exception is pre-
liminary work by Challis et al. (1997), who reported that participants perceived
portfolio learning to be effective in meeting pre-determined objectives and
those arising from critical incidents in practice. It also appeared to stimulate a
more collaborative approach to learning. However, there was subjective and
objective evidence that maintaining the portfolio was more time-consuming
than more traditional methods of learning.
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and all reported changes in practice as a consequence of the education by
most of the participants, with specific examples provided. However, the stud-
ies by MacDougall et al. (2001) and Keogh et al. (1999) had a low comple-
tion rate for the final evaluation.

Sneddon’s (1992) study also highlighted the importance of factors other
than the education provided in determining if learning was applied to prac-
tice. Of the 36 nurses on the education programme, 64 per cent reported
changes in practice or ability to influence colleagues, giving specific examples
of doing so. Increased knowledge, skills and confidence were the main facili-
tating factors; shortage of staff and lack of support were the main inhibiting
factors. Presence or absence of support from nurse managers was a key
factor. Other inhibiting factors included:

• having no clear or effective strategy with which to instigate change
(sometimes giving rise to conflict);

• lack of credibility and authority in junior staff (staff nurses had more
difficulties than ward managers);

• negative or disinterested attitudes of colleagues (only some perceived it
as an opportunity to learn).

Sneddon’s (1992) results supported other findings that education is only
part of the equation (Keiser and Bickle 1980). Knowledge and skills gained
are not necessarily put into practice (Sanzaro 1983) and the individual must
be motivated to improve practice and be adequately supported to do so
(Lawler 1987). Sneddon also highlighted the need to prepare students to
negotiate and plan appropriate strategies for change. The need for support in
the work environment has also been demonstrated by Wilkinson (1991) and
Booth et al. (1996) in relation to the impact of communication skills courses.
Similarly, in a study of clinical nurse specialists in palliative care, Seymour et
al. (2002) identified a need for formalized support such as clinical supervi-
sion to enable specialists to fully develop their roles. Therefore, to reflect the

Box 33.5 Examples of manager support

Example of positive manager support
One manager who appeared really interested to hear the nurse’s views of the
course asked her to share her experience with colleagues and negotiated that
she spend time in a variety of wards to disseminate her new knowledge and
skills. There was no indication that the manager devoted a lot of time to staff
development, but the attitude and ability to convey a sense of support and
value was significant.

Example of negative manager support
Another nurse was bitterly disappointed to be told that there was no place for
what she had learned in the unit (care of elderly). For others, there was no
mention of the course on their return: ‘It’s as if I had never gone.’
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true impact of education, evaluation processes must take into account
factors other than the educational experience. Moreover, in programme
development, ways of overcoming the barriers need to be explored.

How planned education is delivered is another aspect that lacks rigorous
evaluation. It is accepted that effective palliative care depends on various
disciplines working collaboratively and communicating well, but there is
little more than anecdotal evidence that multi-professional education facili-
tates this. In addition, various distance learning initiatives have developed
with scope to develop more electronic means of learning. While these meet
the need of practitioners who are unable to access face-to-face teaching,
formal evaluation of outcomes of the various approaches would be useful as
they are not necessarily less expensive to provide.

What are the challenges for the future?

There is little doubt that the increasing prevalence of chronic life-limiting
illnesses will result in more people requiring palliative care and so demand
will continue to grow in the foreseeable future. So, too, will the need for
education. In view of the number of existing programmes, it is questionable
as to whether more are needed. However, palliative care programmes have
developed in an ad hoc fashion, not always driven by need in terms of the
various levels of provision. Therefore, rationalization and consideration
regarding the best way forward is essential. In view of the success of the
strategy of the Association of Palliative Medicine, perhaps some national
standardization of educational outcomes, programme components and
levels might overcome the inconsistency and ad hoc development of
additional programmes. This could be linked with career paths for the vari-
ous professions. Developing standards and employing benchmarking could
also be a way of encouraging greater collaboration between education pro-
viders. The core curriculum identified by the International Society of Nurses
in Cancer Care (1991) and endorsed by the World Health Organization
would be a useful starting point. However, this could now be informed by
the considerable experience of palliative care education gained in the past 10
years.

There remains a relatively weak evidence base for some aspects of pallia-
tive care, providing an insecure footing for education. It is essential that
professionals have opportunities to develop the appropriate skills to further
develop the specialty and become more active in research to enhance the
knowledge base. While more generic components would help to develop
these skills, there is concern that it may result in more dilute programmes,
which, in turn, may result in what Scott et al. (1998) warn are ‘anaemic
models of palliative care’ (p. 1187).

Specialist practitioners must have a sound knowledge of the specialty
and so any specialist education programme should include a strong palliative
care component that is underpinned by the philosophy to maximize quality
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of life of the individual patient and their family. Particular emphasis should
be placed on the interpersonal aspects of practice, to enable practitioners to
use themselves to maximum therapeutic benefit. Practitioners must also be
equipped to appraise the growing body of literature, evaluate practice and
implement change if they are to influence practice. Therefore, more general
managerial and professional skills should be developed in a specialist educa-
tion programme. The ‘cook book’ approach is inappropriate for this level of
education, as it is essential that specialist practitioners can apply their know-
ledge and skills flexibly in diverse situations and appropriate to the unique
needs of the individual. Because of its wide scope, there are particular
challenges for palliative care in terms of:

• time – potentially from diagnosis to the bereavement period;

• diagnosis – any chronic life-limiting illness;

• recipient – patient, family and support network;

• remit – physical, psychological, social and spiritual;

• philosophy of teamwork and support for colleagues.

The palliative care needs of people with diseases other than cancer (e.g.
dementia) are increasingly being recognized, and is likely to give rise to
demands for education relevant to these conditions. Education must
embrace this wider focus.

Finally, education is only part of the picture. Educators must work with
managers and practitioners with the aim of maximizing impact on practice.
This would involve continuing support during and following formal educa-
tion programmes. Creative approaches to programme evaluation need to be
developed, for example to utilize the available student-generated evidence of
impact on practice. Only by demonstrating effectiveness will comprehensive
programmes be selected by managers over short, sharp and much cheaper
courses.

Box 33.6 Core curriculum for palliative care suggested by the International
Society of Nurses in Cancer Care

� The politics of health care: death, society and palliative care
� Nursing theory: the nurse in palliative care
� Counselling theory and practice
� Interdisciplinary teamwork
� Pain and symptom management
� Loss and grief
� Spirituality
� Legal and ethical issues 
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Conclusions

Palliative care education has expanded greatly in the past 10 years in particu-
lar, but not always in a coordinated way. It is time to reflect on the future
learning needs of professionals specializing in palliative care, planning new
education or modifying existing education accordingly. Needs assessments,
involving practitioners, managers and service users, together with more cre-
ative approaches to evaluation of education should inform future develop-
ment. However, careful balance of generic and specialist components will
best equip students to maximize the impact of learning on practice and
enable further development of the specialty. Educators must be careful not
to lose the elements that distinguish palliative care in their programmes,
ensuring that the education process mirrors the caring philosophy of pallia-
tive care. Skilful management of inter-professional learning opportunities,
development of interpersonal skills and creative strategies that reflect reality
are necessary components of specialist education. Key learning points
include:

• The expectation of specialist palliative care education is that it will result
in a positive impact on practice, preferably beyond the individual par-
ticipant. Therefore, participants also need to be equipped with skills of
negotiation, change implementation, teaching and leadership.

• Learning in relation to psychosocial, spiritual and interpersonal ele-
ments of palliative care is not only the most difficult, but also the most
vital and valued by patients.

• Inter-professional education that is effective in facilitating collaborative
working requires careful planning and use of strategies to enable all
participants to make a positive contribution. Problem-based learning
reflecting practice is a useful learning strategy.

• Support in the workplace is critical to the implementation of learning.

• Development of educational standards nationally would aid the devel-
opment of a more coordinated approach to education.
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34
Information and communication
technology in nursing
Current role and future scope

Hilde Ahmedzai

In this chapter, I offer a basic introduction to concepts in information and
communication technology and some practical applications for nurses in
terms of relevant web materials and how to access them. I do not mean to
provide a critique of the specialist field of information and communications
technology in nursing. I begin by clarifying and defining some of the most
common terms used in this field. I then go on to describe and exemplify the
relevance of these technologies within various aspects of palliative care nurs-
ing. I also refer to research where this is applicable. A paper by Ada Spitzer
(1998) raised the following question: ‘Moving into the information era: does
the current nursing paradigm still hold?’ A few years have passed since this
publication, but it is likely that the question relating to nursing and the
transition into the information era is still valid in most industrialized coun-
tries today. The rapid growth of the information society and the closely
related information and communication technologies has had an enormous
impact on all areas of health care, including nursing. It is imperative that
all disciplines involved in delivering, managing or researching health care
assess their existing framework with the view of embracing and adapting
innovative developments to make further progress in the care of patients.

Information and communications technology in nursing

The UK Council for Health Informatics Professions define health informat-
ics as: ‘The knowledge, skills and tools which enable information to be col-
lected, managed, used and shared to support the delivery of healthcare
and promote health’. Norris and Brittain discuss the confusion that exists
between various terms like ‘medical informatics’, ‘health care information
management’, ‘health care informatics’ and ‘medical librarianship’. They
argue that the term health care informatics comprises (a) information for
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clinical purposes and (b) information for the management of health care. As
health informatics is becoming an increasingly important part of health
care, it is important that the nursing profession develop and take forward
these elements of health informatics which are applicable to nursing (see
Table 34.1).

Each health discipline operates within its own defined framework and it
is therefore important that the information and communication technologies
employed to support nursing interventions are developed and studied within
the arena of the nursing profession. Although it is useful and necessary to
build upon the knowledge base of health informatics, it is equally important
for the nursing profession to relate, adapt and further develop these theories
to support nursing interventions. This requirement does imply – both good
and bad – a further splitting and sub-specialization both within the field of
nursing as well as the field of health informatics. As a result, we have seen the
growth of nursing informatics becoming a recognized specialty in many
parts of the developed world.

Table 34.1 Stakeholders’ main areas of interaction with information and communication technology (ICT)

Stakeholder group ICT vehicle Potential value Considerations

Nurse practitioners Emails, websites,
discussion lists,
newsgroups, electronic
patient record, care
pathway systems,
videoconferencing

Information on request,
information sharing –
integrated care across
multiple providers,
procedures and
guidelines, professional
development

Privacy concerns,
incomplete data,
unregulated use of
ICTs, lack of standards
for vocabulary

Nurse researchers/
academics and
students

Websites, evidence-
based databases,
e-learning

Convenience, improved
out-reach

Quality of data,
confidentiality of data
storage, unethical
collection and use of
health care information

Nurse managers Patient admission,
discharges and
management, financial
systems, executive
information systems,
on-line databases and
statistics, on-line
policies

Public health agenda,
report generation, care
planning, resource
planning and costing,
automated collection,
structuring and
codification of data

Training for staff in ICT,
investment in
equipment, errors due
to failed or unavailable
technology,
performance testing

Patients Email consultations,
information portals,
discussion lists,
videoconferencing

Convenience, patient
empowerment,
increased patient
choice and involvement
in care

Patient acceptance,
access, privacy
concerns, quality of
internet resources,
incorrect self-diagnosis
and treatment, inequity
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Nursing informatics

Although this book is aimed specifically at nurses with an interest in pallia-
tive care, it would still be worthwhile taking a glimpse at another area of
nursing, namely that of nursing informatics. The term ‘nursing informatics’
originated from work by Scholes and Barber in 1980 and was approved by the
American Nurses Association as a nursing specialty in 1992 (Saba 2001).
Nursing informatics emerged as a result of the integration of information
science and computer science with nursing science. Saba and McCormick
define it as:

The use of technology and/or computer system to . . . process . . . and
communicate timely data and information in and across health care
facilities that administer nursing services and resources, manage the
delivery of nursing care, link research resources and findings to nursing
practice, and apply educational resources to nursing education.

(Saba and McCormick 2001: 226)

This definition suggests that, in spite of being a distinctive specialist field
that many might feel is distant from hands-on palliative care, nursing
informatics is highly relevant for palliative care nursing and it is important
that both fields are open to collaboration across the specialist boundaries. To
a certain extent, all nurses are regularly utilizing aspects of information and
communication technologies in the ways described above and, as such, are
taking part in the growing field of nursing informatics, often without having
any conscious notion about the connection. Before we investigate some of
the specific applications information and communication technology can
have for palliative care nursing, it is helpful to briefly describe the most
common vehicles that we currently use for these purposes. ‘Vehicles’, in
this context, refers to the various mediums or technical methods in which
information and communications are being processed.

Information and communication technology vehicles

Of all the various elements of information and communication technolo-
gies, the internet is crucial in linking it all together. The internet is basically
one vast worldwide network that links all other smaller networks together.
For us to get access to this big network, our personal computer has to be
connected to one of the smaller networks, which are provided by organiza-
tions like universities and national health services or by a variety of com-
mercial companies who act as internet access providers or internet service
providers.

Within a period of no more than 10 years, the internet has developed
from being a novelty for a few people to an increasingly pervasive part of
our lives and has vastly increased the rate at which information is obtained
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and disseminated, certainly in the environments of work and education, and
increasingly also in people’s own homes. However, estimated figures for
internet usage vary enormously throughout the world, with a total of 605.6
million people (about 10 per cent) linking up to the internet worldwide as
of September 2002. Looking at a few of the English-speaking countries
with high numbers of users, we find the following figures: for the UK in
September 2002 it was 34.3 million (57 per cent of the population), for
Australia in February 2002 it was 10.63 million (54 per cent), for the USA
in April 2002 the figure was 165.75 million (59 per cent) and for Canada in
March 2002 it was 16.84 million (52 per cent). On the other hand, the
situation is very different in other countries and examples of countries
with low numbers of users include Turkey in December 2001 (2.5 million
users, 3 per cent), Vietnam in December 2001 (400,000 users, 0.49 per cent)
and India in December 2001 (7 million users, 0.67 per cent) (Nua.com
2002).

The World Wide Web is often thought of as being the same as the
internet, although this is not the case. More specifically, the internet is the
infrastructure or the framework in which the World Wide Web functions as
only one of several vehicles used to exchange information between com-
puters that are connected to this internet system. The World Wide Web is
the interface, or the medium, we use to access text, graphics, moving
images and sound via documents called websites, which again consist of
individual web pages (Kiley 1999). Although the World Wide Web is mak-
ing the information available to us, we still need a so-called web browser to
enable us to access the various documents or web pages that have been
submitted to the World Wide Web part of the internet. A web browser, like
Microsoft Explorer or Netscape, enables us to make sense of all the coded
information hidden behind the web pages, so that we can navigate, or find
our way around, the various sections within individual websites and

Box 34.1 Section key points

Nursing informatics

� Computer science
� Information science
� Nursing science

Vehicles for information and communication technology

� The internet
� World Wide Web
� Electronic mail
� Mailing lists
� Newsgroups
� Internet relay chat
� Videoconferencing
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enables us to jump from one piece of information to another in exploring
the huge range of resources available. A popular term for this is ‘surfing
the net’, as we seem to effortlessly glide around different information
resources with one resource leading us onto the next one. We are, of
course, not dependent upon finding one website by the help of another
one, usually presented as ‘links’ on a website. The same way as a piece of
printed information can be identified by a title, an ISBN code and so on,
each web page is equipped with a specific code or address so that it can be
found directly. The term for this is URL (uniform resource locator), as it is
unique for each individual web page on the internet. For example, the
URL (website address) http://www.hpna.org/ has the following messages
embedded in it:

• ‘http’ (hypertext transfer protocol) tells the computer how it should
communicate with the internet, as http is a method of codes for writing
content for the internet.

• ‘www’ indicates that the information you are looking for is placed on the
World Wide Web.

• ‘hpna’ is the acronym for Hospice and Palliative Nurses Association and
relates specifically to that website.

• Finally, ‘org’ indicates that you are looking for a website belonging to an
organization and not a commercial site, as that would usually have ‘com’
at the end. Neither ‘org’ nor ‘com’ tell you which country the website
originates from, whereas for instance ‘ac.uk’ tells you that you are
looking for an academic (ac) institution in the UK.

Electronic mail (email) is another vehicle that has revolutionized the way
we communicate with each other. The BBC’s (British Broadcasting Corpor-
ation) on-line internet guide (WebWise 2002) at http://www.bbc.co.uk/
webwise refers to email as ‘the internet’s killer application’, because even if
you never surf the World Wide Web, you will still probably end up using
email at some point. Email is a particular method of using the internet

Box 34.2 Some basic terms explained

� The internet is the overall system connecting millions of computers around
the world

� The World Wide Web (www) is the part of this system allowing us to access
web pages

� Web pages are like chapters or paragraphs in a website
� A website is the total collection of all web pages belonging together
� The homepage or landing page of a website is the front page or introduc-

tion page of a website
� A web browser is the technical computer program used to search for and

access individual web pages 
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for communicating with each other and is not part of the World Wide
Web. However, it should be pointed out that one can use the World
Wide Web system for email communications as well.

Mailing lists, discussion lists or listservs is a facility whereby emails are
automatically distributed to names on a list. Such lists are usually organized
for topic-related discussions so that people with a common interest can
easily share information and otherwise communicate with each other. One
will have to subscribe to a particular mailing list(s) of one’s choice and
members of the list can read emails from others without responding or can
reply or write their own email message that will be distributed to all mem-
bers of that particular mailing list. Many find a mailing list more convenient
than a newsgroup, as the user does not have to access any website on the
World Wide Web to read or post messages.

Newsgroups, also called usenet, message board or note board, is another
system enabling electronic communication between people either working
within the same field or who are otherwise share a common interest. As
opposed to a mailing list, this kind of communication takes place via the
World Wide Web and participants will not receive messages directly to their
email. Nor is it necessary to formally subscribe to a newsgroup. Newsgroups
are established for any imaginable topic and they can either be moderated
(monitored and screened so that a moderator decides which messages
will be published) or messages can be posted directly to be shared with
the group. Newsgroups will usually provide an archive of previous
messages, giving a flavour of the type of discussions taking place within each
particular group.

Internet relay chat refers to the way in which one can communicate with
other people in real time via the internet. The communication occurs by
participants in a so-called chat room typing their own messages, submitting
them to the communal chat room on the internet and thereby making them
readable by other participants, who, in turn, can instantly type and make
available their own message to everyone participating in the chat. It is also
possible for individuals in a chat to break out of the group discussion and
enter a so-called private area of communication, where the other partici-
pants in the initial chat are excluded. This is perhaps the most intimate and
at the same time the most vulnerable and often unsafe manner of communi-
cation taking place via the internet. Most chat rooms are unmoderated,
although the potential for abuse has led to an increasing number of moder-
ated chat rooms. This is particularly important with regard to protecting
vulnerable users like children, but it does necessarily require substantial
resources with regard to manpower.

The internet began as a way of exchanging text-based information in
various formats as described above, but developments in telecommunica-
tions have brought about advances far beyond that, with videoconferencing
having particular relevance for health care disciplines. This enables people to
talk to each other at the same time as seeing each other live on the computer
screen.

660 Contemporary issues



Applications for palliative care nursing

Increasingly, providers of clinical information and educational materials are
taking advantage of the recent developments in information and communi-
cation technology, resulting in multiple choices of accessing such resources
at one’s own convenience via the internet. As such, the internet provides an
unparalleled opportunity to utilize modern technologies for enhancing nurs-
ing care. In this section, I look at how the vehicles described above can be
applied to support various aspect of palliative care nursing.

Nursing documentation is an important part of overall clinical docu-
mentation and is a crucial element of palliative care nursing. It is essential
for good patient care and for effective communication within the team of
health care professionals. A variety of computer-based nursing documenta-
tion systems have been in use for many years and have enjoyed a rather
mixed reception among nurses. The overall aim is to achieve best possible
documentation quality with the minimum effort in operating the documen-
tation system. It also serves as an important tool for nursing management
and for nursing research, and it is an important vehicle for the storage and
retrieval of data. One of the main criticisms of these systems has been that
they fail to reveal the true complexity of the nursing process. Also, the lack
of a standardized nursing language and the many different documentation
formats make the systems more difficult to operate and the documentation
less transferable than paper versions. Computer-based nursing documenta-
tion systems aim to ease the input of patient data and improve the standard-
ization of nursing documentation, but there are strong limitations of such
systems. They do, however, provide a structured documentation system
within an individual organization and between organizations using the same
software. Compared with traditional paper documentation, which is often
incomplete and even illegible, computerized nursing documentation is
regarded as a superior system, in spite of its need for improvements. Elec-
tronic nursing care protocols, cover all areas, from referrals, care planning
and outcome ratings through to discharge planning.

While some services are in their infancy in terms of information and
communication technology, others are pioneering new systems like wireless
technology, enabling efficient point-of-care access to their computer-based
patient record. At Southmead Hospital in Bristol, UK (Duffin 2003), nurses
successfully piloted a wireless portable screen for accessing information on
medication rounds, thereby reducing the potential for errors. They carried a
small screen from bed to bed and accessed their patients’ details with a
special pen instead of referring to paper records. Information was auto-
matically updated on screen when doctors amended the records on their
computers.

Electronic networks will increasingly play a crucial role in communicat-
ing clinical information within and between services. An important element
of communication in networks and closely linked to computerized nursing
documentation are the various applications of electronic patient records,
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also called computerized patient records. This is an electronic record that
contains all the health information of a patient, from a single episode of care
to life-long health care information. Electronic patient records are being
developed and implemented worldwide and they are the subject of much
attention from clinicians, nurses, researchers, health care managers, con-
sumers and government bodies alike. They are specifically raising questions
about such issues as ownership of the records and who should be eligible for
sharing the information held in the records.

The role of the World Wide Web in clinical nursing practice

Beyond local documentation systems and electronic networks for restricted
areas, lie the phenomenal opportunities of the World Wide Web as a vehicle
for enhancing clinical nursing practice. A study of nurses’ use of the internet
(Estabrook et al. 2003) showed that although the number of nurses using the
internet is rising – particularly internet use at home – nurses’ internet use at
work and particularly for the purpose of practice information was low com-
pared with that of other groups, such as physicians and the general public.
There is little data on how information and communication technology is
being used in the field of palliative care in general and with regard to pallia-
tive care nursing in particular. Pereira et al. (2001) conducted a survey in
which they explored internet use by palliative care health professionals. The
survey was placed on the World Wide Web and palliative care health care
professionals were invited to participate via a palliative-care-related website,
listserv and newsletter. A total of 417 completed responses were received
over a 4-month period. Of these, 36 per cent were from physicians and 30 per
cent were from nurses; one-third of respondents were practising palliative
care full time. Although 63 per cent of respondents were from North
America, countries from all over the world were represented. Eighty-eight
per cent of respondents were searching the internet for clinical information,
80 per cent were using email, 69 per cent were accessing on-line medical
journals and 59 per cent were subscribers to a palliative-care-related listserv
or newsgroup. One such newsgroup specifically targeting palliative care
professionals can be found at http://www.mailbase.org.uk/lists/palliative-
medicine/. This allows for discussion on all aspects of palliative medicine
and palliative care and aims to facilitate communication between prac-
titioners involved in research or educational initiatives, as well as allowing
the exchange of information or advice relating to clinical matters.

Integrated care pathways are playing an increasingly important role in
clinical practice (see Chapter 30) and, as such, is a topic lending itself very
well to dissemination to the wider nursing audience through the internet.
The website for the National electronic Library for Health in the UK
incorporates a database named the National electronic Library for Protocols
and Care Pathways (NeLPCP), accessed at http://www.nelh.nhs.uk/
carepathways/. This database was launched in 2001 and provides detailed
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information for over 2000 care pathways currently in use or in preparation in
various areas, including palliative care and care of the dying. The informa-
tion includes details on the organizations involved, the nature of and the
stage of development of the pathway, together with contact details for
further information.

The Department of Pain Medicine and Palliative Care at Beth Israel
Medical Center in New York also provides access to a pathway for Palliative
Care for Advanced Disease (PCAD), which can be downloaded from their
website at http://www.stoppain.org/. Furthermore, this website is an excel-
lent educational resource for various topics in palliative care, particularly in
dealing with symptom control. Also in the area of clinical resources, the
Canadian website for the Edmonton Regional Palliative Care Program
(http://www.palliative.org/index.htm) offers a section called ‘Clinical Infor-
mation’. This is a high-quality resource for health care professionals, aimed
at helping them reflect on their practice. The section is split into eight sub-
sections, including assessment tools and guidelines, palliative care tips
with ‘how-to’ suggestions for common problems and ‘Nursing Notes’ with
articles written by palliative care nurses.

Another recommended site for clinical issues is one by the Palliative
Care and Rehabilitation Medicine Department at the MD Anderson Cancer
Center, University of Texas (http://www.mdanderson.org/departments/
palliative/). As a highly innovative feature of a palliative care website, it is
worth mentioning the section called ‘Palm files’. This provides access to files
that can be easily downloaded to a hand-held computing device such as the
Palm Pilot (R), using the software (computer program) AvantGo(R), which
allows users to synchronize the Palm Pilot with selected web pages. The
website provides instruction on how to download and use these files and this
is clearly an excellent option for more technologically minded practitioners
on the move and by the bedside.

As nurses become increasingly involved in drug administration and drug
prescribing, it is paramount to have access to up-to-date knowledge in the
field. Palliativedrugs.com Ltd. provides such information (http://www.pal-
liativedrugs.com/). Here nurses can find essential information on this topic,
with relevance worldwide, and a separate section is included for UK profes-
sionals addressing the issues of using licensed drugs for unlicensed purposes.

As these examples illustrate, the most common role of the internet in
health care is to act as a medium for transferring and making available
existing information to a wider audience. In this sense, it is merely acting as a
vehicle for information delivery and does not have any impact on the nature
of the information it disseminates. At other times, however, the internet as
the medium becomes a crucial element of the process taking place, enabling
new innovative procedures for patient care. This is clearly illustrated by
Kuebler and Bruera (2000), who describe how the specialized field of end-of-
life care can greatly benefit by utilizing the internet to ensure comprehensive
palliative care for remote rural areas or areas that otherwise have limited
access to specialist palliative care. The authors developed a standardized
communication format titled the Collaborative Consultative Model. This
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model provides the collaborating practitioners with a standardized com-
munication form containing various valid and reliable psychometric assess-
ment instruments. It is designed to be accessed from any computer via the
internet and, in this study, the model was demonstrated as a collaborative
tool between a rural palliative care nurse practitioner in the USA and an
urban medical research physician in Canada. By using this system, they were
able to provide expert consultation for individual patients through the
internet.

Videoconferencing

Another application that is subject to increasing attention from palliative
care relates to the use of videoconferencing. Advances in technology and
reductions in the costs of equipment have resulted in renewed interest in this
particular medium. Research and developments in this area are often cat-
egorized by the terms of telemedicine and telecare. The Telemedicine Infor-
mation Service (http://www.tis.port.ac.uk/index.htm), run by the University
of Portsmouth in the UK, describes telemedicine as a new way of delivering
health care, from a centralized service to one which is patient-centred,
recource-efficient and where decisions are made at a local level close to the
patient. The term is used when referring to a number of applications of
information and communication technology to medicine. Similarly, they
define telecare as ‘the use of information and communication systems to give
patients with or without their healthcare professional or informal carer
access to information sources wherever they are located’.

Regnard and colleagues have carried out extensive work on using
videoconferencing in palliative care (Regnard 2000). Through the IMPaCT
(Interactive Multimedia Palliative Care Training) project, they assessed the
practicalities and educational effectiveness of videoconferencing in palliative
care. Regnard (2000) describes how 946 people were linked during 88 video-
conferencing sessions, covering a wide range of different purpose, with 136
professionals at distant sites for palliative care education. According to
an update on the Telemedicine Information Service website (http://
www.tis.port.ac.uk/index.htm), in July 2003 it was reported from the project
that videoconferencing was still used on a regular basis and that 14 hospices
in the UK had videoconferencing equipment. The uptake remained very low
but there was a discernible shift in cancer and palliative care to using video-
conferencing to save time and costs. As part of the IMPaCT project, it was
intended to test out ‘patient-to-professional links’, but although this was not
feasible in the first part of the study, it is planned to assess the feasibility of
remote patient consultations in the future.

Ahmedzai and colleagues addressed this issue in a small study in the
UK, in which they examined the acceptability of using videoconferencing
between cancer patients or carers and health care professionals. A web
camera was installed on several computers, allowing cancer patients from a
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hospital, a hospice and a research centre access to consultations with a
dietician, radiographer or social worker from the cancer centre. A total of 12
people took part in the testing, of whom five patients and two carers were
from the local hospice. The evaluation showed that, not surprisingly, none
of the participants definitely preferred the use of a video telephone to a
face-to-face consultation (Figure 34.1). However, two patients/carers
replied that they might possibly prefer a video telephone to face-to-face
consultation. They argued that such a system offered an element of dis-
tance that was not possible in a face-to-face setting. They also valued the
potential flexibility of the system and thought it to be an efficient use of the
professional’s time. Recordings of the time spent on the videoconferencing
link showed an average consultation time of about 25 minutes, which does
not imply that the consultation itself occupied less time than a traditional
face-to-face consultation. However, it was an advantage that neither the
patient nor the professional had to travel to take part in the consultation.
Comparing video telephone to ordinary telephone consultation, the major-
ity replied that they would definitely prefer using the video telephone
(Figure 34.2).

Positive aspects highlighted included the ability to see the face as well as
the voice of the health professional and how this increased the confidence
that patients/carers had in the person they were seeking advice from. They
thought this especially important if they were talking to a professional who
they did not know prior to the consultation. It is generally thought that
telecare would have the greatest impact in countries where people are living
in remote areas or where the specialist services available cannot adequately
meet the demand for face-to-face consultations. Although this may be the

Figure 34.1 Patients’ and carers’ responses to the following question: Would
you prefer video telephone to a face-to-face consultation? (n = 12)
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most obvious arena for its use, all 12 people in our study said that they
would definitely use such a service if it existed. In particular, it seems a
good option for patients living at home, who may be too weak to travel for
consultations with specialist services.

The future success of telemedicine and telecare will depend on patient
and provider acceptance of such technologies. It is, therefore, imperative that
the views and experiences of the users and providers of health care services
are sought to enable problems to be resolved and issues to be addressed
before these techniques are further developed and implemented.

Information and communication technology in nurse management is in
many areas closely related to, and dependent upon, the previously men-
tioned computerized clinical information systems. These systems are
important sources of information for nurse managers about patient demo-
graphic statistics and they can provide an overall picture of the complexity
of the nursing care involved. Information and communication technology
systems are also widely used in managing staffing and scheduling of nurses.
Equally, they can provide essential information relating to accessibility of
health care services, which have particular relevance for the field of palliative
care. Furthermore, as the information society rapidly develops, it opens up
insights into a wealth of information on government policies and guidelines
that can be accessed via the internet. This is of great value, but at the same
time presents the common challenge when locating information on the
internet: with the magnitude and diversity available, it can be difficult to

Figure 34.2 Patients’ and carers’ responses to the following question: Would
you prefer video telephone to an ordinary telephone consultation? (n = 12)
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make the optimal selections. In the past, one could rely on getting relevant
publications, plans and guidelines in the post, whereas the internet provides
access to a whole range of additional information, including some that may
only marginally relate to one’s own field. However, there is no doubt that the
internet facilitates easy access to crucial documents and as an added bonus
enables insight into policy documents and developments within other coun-
tries as well. Among the growing number of electronic databases, the
National electronic Library for Health provides a ‘guidelines finder’ at http:/
/www.nelh.nhs.uk/guidelinesfinder/. As of April 2003, it holds information
and links to various guidelines for the UK, the USA, New Zealand,
Australia and Canada.

Nurse–patient interface

The exchange of information between the patient and members of the
health care team is crucial for high-quality patient care. As previously men-
tioned, a shared electronic record is an important tool for facilitating storage
and viewing of all patient data. In a review by Sitting (2002), 27 personal
health records of various complexity and stage of development were identi-
fied as available in some form for public viewing. In his review, Sitting
defined internet-based personal health records very broadly. This included
something as simple as a form that the patient can print and fill in to an
application that would enable patients to view and annotate (via a secure
internet connection) their electronic medical record held by their doctor in
his office. In Sitting’s review, only commercially created personal health
records were included, but he did refer to systems created by academic clin-
ical departments that have available internet-based personal health records
through their local health care system’s website. The use of internet-based
personal health records is still in the very early days of development and
testing, but this important tool is likely to be of benefit to both patients and
all the health care professionals involved in their care and treatment. It must
be noted that internet-based personal health records raise additional con-
cerns regarding data ownership, patient confidentiality and patient rights
and these issues must be addressed responsibly in the creation and use of
these systems.

An essential part of patient empowerment is helping people understand
more about their illness and potential related problems. They also need to
know about treatment options and ways of supporting them in their illness.
A poll conducted for the British Medical Journal Publishing Group (2002)
found that 88 per cent of general practitioners (GPs) surveyed reported that
they had experienced patients bringing health information obtained from
the internet when attending consultations. Although 60 per cent of the GPs
were in favour of patients exploring on-line health information, less than
half provided any advice to their patients about which on-line sources to
access. Ullrich and Vaccaro (2002) quote a figure as low as 4 per cent of
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patients who were recommended a health care website for their condition,
although 70 per cent of all patients would like their physicians to do so.
Similar results have been shown in several other surveys and it is very rea-
sonable that patient information and education is an area where nurses
should play an important role.

Ahmedzai and colleagues have addressed this issue with the develop-
ment of a website acting as a gateway to high-quality resources for cancer
patients and carers. The initiative is called PIES – Personalized Informa-
tion, Education and Support – and is for cancer patients and their carers,
and is located at www.piesforcancer.info. PIES is based on an overwhelm-
ing amount of existing English information resources for cancer patients,
but at the same time the recognition of inconsistencies in quality of such
resources and the difficulties many consumers have in finding relevant and
high-quality information. Responding to these issues, PIES assists con-
sumers in pulling together existing information resources of high quality,
categorized according to cancer type and other topics relating to living with
cancer, and providing links to applicable information resources according
to individual needs. As well as providing a service, we also need to explore
patients’ and carers’ views on using information technologies for obtaining
information and support in relation to cancer. To answer some of these
questions, PIES is undergoing an evaluation to establish its benefits and
limitations.

A further area where nurses could play an important role is as facilita-
tors or monitors of email discussion groups and chat rooms for patients.
This was well illustrated in a study by Cudney and Weinert (2000), who
investigated the role of the nurse monitor in a project using telecommunica-
tion technology for providing information and support to middle-aged rural
women living with chronic illness. Cudney and Weinert describe the nurse
monitor’s role as covering four main areas of computer-based support for
women. The Conversation area is intended to be primarily an exchange
between the women and the nurse monitor stimulates this exchange initially
and encourages it throughout the duration of the computer sessions.
Through Mailbox, she responds appropriately to any woman who chooses to
have a private conversation via email. In HealthChat, she takes a lead role in
selecting topics for discussion and also provides new information, prepares
printed materials, shares resources on topics, answers questions and
arranges for participation of guest consultants. The nurse monitor also
scans current literature and works directly with the voluntary health
agencies to obtain current information to be shared in the section called
Resource Rack.

Furthermore, there is an increasing amount of literature on doctors’
interaction with patients via email correspondence and web-based consulta-
tions (Ball and Lillis 2001; Sitting et al. 2001). There is little evidence of
nurses’ contribution in this field, but the potential is clearly there and the
survey by Sitting et al. (2001) showed that a large number of patients with
access to email would like to have a dialogue with their health care
provider.
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Education and professional development

Education and professional development is an area with potential for util-
izing the contributions of information and communication technology.
Resources range from on-line discussion groups to comprehensive e-
learning, which allows students to study for postgraduate degrees and
other forms of continuing professional development via the World Wide
Web. Distance learning programmes are becoming increasingly popular
and also increasingly more feasible as information and communication
technology improves and widens the possibilities for course delivery. As
the demographic characteristics of students see them becoming older,
part-time, non-residential, performing paid work alongside their studies
and increasingly computer literate, they will desire convenient education
that is available anyplace and anytime. Taking traditional distance learning
a step further and fully exploiting the potentials of information and
communication technologies is demonstrated by the growth of web-based
courses.

The use of videoconferencing has been investigated by Anderson et al.
(2003), who compared the effectiveness of palliative care education delivered
by videoconferencing with face-to-face delivery. They found that given the
choice, community nurses prefer face-to-face teaching, but they learn just as
effectively when a session is delivered over the videoconferencing link. It was
also clear that establishing videoconferencing education requires early train-
ing, regular support and an organizational commitment that takes up to a
year to develop. Furthermore, although individual enthusiasm is important,
this does not guarantee success. Documenting the important factor of costs,
they found that cost savings in travel time recouped the cost of the
equipment in one year.

For e-learning initiatives to be functional and effective options, nurses
must be equipped for the challenge. Accordingly, health information man-
agement and information technology will increasingly play a central role in
the curriculum for nurses. As well as serving as the medium for undertaking
courses, the internet also serves as an excellent platform for sharing informa-
tion and experiences within that field. An example is the Center to Advance
Palliative Care (CAPC), http://www.capcmssm.org, a resource to hospitals
and other health care settings interested in developing palliative care pro-
grammes. It is based in New York and the key aim of the website is to assist
developing palliative care programmes. There is extensive content on that
topic and one of the sections is called ‘building a program’. There is also a
‘CAPC How To Manual’, offering advice on how to establish a palliative
care programme with links to case studies describing the development of
various programmes.

Through an email survey of nursing programmes, Wells et al. (2003)
assessed the type of technological infrastructure available to educators in US
nursing programmes, the programme’s end-of-life content and the needs
and preference for end-of-life care teaching materials. The final sample
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represented 25 per cent of all US nursing programmes, of which only 3 per
cent reported having a dedicated course for end-of-life issues, whereas 40 per
cent wanted to increase this content in their curricula. The findings of this
survey provided the basis for the development of the Toolkit for Nurturing
Excellence at the End-of-Life Transition (TNEEL), which was created by
the Cancer Pain and Symptom Management Nursing Research Group at the
University of Washington School of Nursing. On the basis of the survey,
the developers were able to tailor the toolkit to its users, taking into con-
sideration the computer technologies available to nursing faculties, their
skills, needs and preferences. The toolkit has been distributed at no charge to
all US undergraduate nursing programmes and is seen as a valuable contri-
bution in helping to standardize end-of-life curricula for nursing and also
as an important potential of adding end-of-life content to all nursing
programmes in the USA.

The internet offers a wealth of educational resources of a less formal-
ized nature by disseminating information on courses, conferences and other
events for specialist nursing groups. It provides access to professional associ-
ations and interest group organizations like the International Association
for Hospice and Palliative Care (http://www.hospicecare.com), the Euro-
pean Association for Palliative Care (http://eapcnet.columbusnet.it/), the
Australian and New Zealand Society of Palliative Medicine (http://www.
anzspm.org.au/), Palliative Care Australia (http://www.pallcare.org.au/), the
American Academy of Hospice and Palliative Medicine (http://aahpm.org/),
the British Columbia Hospice Palliative Care Association (http://www.
hospicebc.org/), and the National Council for Hospice and Specialist Pallia-
tive Care Services (http://www.hospice-spc-council.org.uk/). Increasingly,
palliative care organizations offer electronic newsletters delivered directly to
the end user’s email account and, as such, benefits greatly both information
providers and consumers by fast and convenient up-to-date information
delivery. Among the many search tools available on the internet is Growth-
house.org, specially tailored to palliative care resources. It is run by the
Inter-Institutional Collaborating Network on End of Life Care (IICN),
which links major organizations internationally in a shared on-line com-
munity. The IICN includes palliative care organizations in the USA, Can-
ada, the UK, Spain, Hong Kong and Malaysia and can be found at http://
www.growthhouse.org/iicn.html.

The ability to exchange information and experiences on an informal
basis is potentially valuable to nurses. Traditionally, this has taken place
within small groups of nurses who already have established a relationship,
whether it is a group of colleagues in a workplace or nurses with affiliations
to a specific organization. A fast growing tool for expansion in this area is
the use of on-line discussion lists and newsgroups. These allow participants
the opportunity to communicate with colleagues worldwide, regardless of
whether they know each other or not. One example of a widely used
discussion forum within palliative care is the bulletin board provided
by PalliativeDrugs.com. One must register via the website at http://
www.palliativedrugs.com. Once a member of the group, one can receive a
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continuous update of current discussions by having all messages that are
submitted to the group forwarded to one’s email. Participation in the
discussion is facilitated by using the bulletin board section on the website.

Research

One of the most important functions of modern information and communi-
cation technology in health care is the role it plays in the area of research
and scholarly activity, as the growth of evidence-based practice is influ-
encing all areas of health care. Most adults grew up with the library being
the all-important source of knowledge and one had to physically go there to
identify and retrieve any wanted information. This is changing and we now
have a host of options for gathering information, with the internet taking
the leading role. Via electronic journals and medical databases like Medline
and the Cochrane databases of systematic reviews, we have immediate access
to up-to-date information and evidence. The Cochrane Collaboration (http://
www.cochrane.org./) is an international, non-profit-making organization
that aims to assist well-informed decisions about health care by preparing
and presenting systematic reviews of the effects of treatments. The Cochrane
Library is the main output of the Collaboration, updated quarterly and
distributed on an annual subscription basis on disk, CD-ROM and via
the internet. The Cochrane Library contains several different databases and
50 Cochrane ‘review groups’, each preparing systematic reviews for a
specific area of health care. With specific relevance for palliative care, the
Cochrane Pain, Palliative Care and Supportive Care Group (PaPaS),
http://www.jr2.ox.ac.uk/cochrane/, focuses on reviews for the prevention
and treatment of pain, the treatment of symptoms at the end of life, and
supporting patients, carers and their families through the disease process.

Future scope

The development of information and communication technology is pro-
gressing faster than in any other area of modern life. It is hard to find other
fields where the changes are so radical within such short time spans. It is very
likely that by the time this chapter has reached its audience, many areas
addressed here will have changed and new innovative developments will have
taken place.

It is not possible to provide a comprehensive and reliable prediction of
what is in store for us in this field, although some likely scenarios present
themselves. Most certainly, the technical specifications of the equipment we
are using will improve and we will be operating from computers that will have
better technical specifications, allowing more data to be stored as well as
retrieved at a higher speed, when at the same time being much smaller in size.
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Wireless connection to the internet is already starting to make an impact
on health care services and is a very promising development that is likely to
improve access to information and support for both nurses and patients in
palliative care. In connection with the evaluation of the previously men-
tioned PIES project, a wireless computer is being installed in an in-patient
unit at a hospice in Barnsley, UK. This allows a laptop computer to be
transported wireless around the unit, facilitating internet access for patients
and carers at the bedside or in a private room anywhere within the unit, or in
areas of the garden if needed. This kind of mobile access is likely to have
an enormous impact on future nursing care. Not only will we use more
wireless desktops and laptops, but hand-held and wearable computers
will become increasingly common, providing nurses convenient access to
relevant information at the point of care.

A further area utilizing the advances in information and communication
technology relates to consumer involvement (see Chapter 4). Consumers
now have the ability to obtain and disseminate information of a kind and in
a way that was previously reserved for the health care professions. This will
increasingly influence the way consumers and health care providers interact
with each other and will no doubt have an impact on the traditional balance
of power. In particular, it presents a challenge for health care professionals
in that they are forced to examine and maybe redefine their role in a world
where information that was previously only accessible to them is now also
widely available to the consumers.

Conclusions

It is beyond doubt that the recent developments in information and com-
munication technology have had and will continue to have an enormous
impact on all parts of society, including health care. As this chapter has
demonstrated, the internet has currently the most prominent role in this
field and, as such, is frequently the subject of attention. As a tool for dis-
seminating information, the internet has many advantages – flexibility,
speed and the potential for reaching a wide audience. Against this, it also
has a concomitant set of challenges, where the variability of quality ranks
as the number one criticism. Of additional concern is the way in which
information is organized – or rather not organized – on the internet and the
implications this has for identifying information that is relevant for one’s
needs.

Furthermore, as Norris (2002) points out, there is much concern about
the divisive nature of information and communication technologies –
referred to as the ‘digital divide’ – creating a class of people disadvantaged
by their lack of knowledge and/or inability to access information and ser-
vices offered through modern technologies. This concern is also discussed by
MacPherson and Wilkinson (2001), who looked at the issue of culture with
regard to access and participation in the information society. They argue
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that the emphasis on cultural and ethnic categorization only further divides
people and fails to reduce inequalities and suggest transculturalism as a
more useful way of approaching cultural differences.

Clearly, for the many people who are not as deft with the internet,
today’s information-intensive health care system can be both confusing and
frustrating. This relates equally to patients as well as health care profes-
sionals and lack of training and basic familiarity with information tools
does still represent an important factor in professional resistance to the
so-called ‘information revolution’.

These are among the many challenges we face when travelling at high
speed on the information highway. It is important that nurses in palliative
care do not take the back seat as passengers on this journey, but rather take a
leading role in the driving seat to ensure that they and patients alike will
benefit from what is on offer along the way.

Useful websites

• American Academy of Hospice and Palliative Medicine: http://aahpm.org
• Australian and New Zealand Society of Palliative Medicine: http://

www.anzspm.org.au
• BBC, London, UK: http://www.bbc.co.uk/webwise
• British Columbia Hospice Palliative Care Association: http://

www.hospicebc.org
• Center to Advance Palliative Care (CAPC), New York, NY: http://

www.capcmssm.org
• Cochrane Collaboration: http://www.cochrane.org
• Cochrane Pain, Palliative Care and Supportive Care Group (PaPaS): http://

www.jr2.ox.Ac.uk/cochrane/
• Department of Pain Medicine and Palliative Care at Beth Israel Medical

Center, New York: http://www.stoppain.org/
• Department of Palliative Care and Rehabilitation, MD Anderson Cancer

Center, University of Texas, Dallas, TX: http://www.mdanderson.org/
departments/palliative

• Edmonton Regional Palliative Care Program, Edmonton, Alberta, Canada:
http://www. palliative.org/index.htm

• European Association for Palliative Care: http://eapcnet.columbusnet.it
• Inter-Institutional Collaborating Network on End of Life Care: http://www.

growthhouse.org/iicn.html
• International Association for Hospice and Palliative Care: http://

www.hospicecare.com
• Mailbase newsgroup: http://www.mailbase.org.uk/lists/palliative-medicine/
• MSc’s in Clinical Oncology and Palliative Care: http://www.ncl.ac.uk/

cancereducationonline/index.htm
• National Council for Hospice and Specialist Palliative Care Services: http://

www. hospice-spc-council.org.uk/
• National electronic Library for Health (NeLH) Guidelines Finder: http://

www.nelh.nhs.uk/guidelinesfinder/
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• National electronic Library for Protocols and Care Pathways (NeLPCP): http://
www. nelh.nhs.uk/carepathways/

• Nua.com 2002: http://www.nua.ie/surveys/
• Palliative Care Australia: http://www.pallcare.org.au
• Palliativedrugs.com Ltd.: http://www.palliativedrugs.com
• PIES, Personalized Information, Education and Support:

www.piesforcancer.info
• Telemedicine Information Service, University of Portsmouth, Portsmouth, UK:

http://www.tis.port.ac.uk/index.htm
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35
Research and scholarship in palliative
care nursing

Christine Ingleton and Sue Davies

Introduction

There has been a remarkable growth in the extent of research activity in
palliative care in recent years, much of it driven by attempts to strengthen
the evidence base of the specialty. Research in palliative care has come a long
way from the isolated endeavours of its founders in the early 1960s and we
now have the prospect of both national and international communities of
interdisciplinary research interest. Collaboration between centres, inter-
professional and multi-professional working, as well as diverse interests and
approaches, all are features of the contemporary scene.

Within the broad field of palliative care research, nursing is beginning to
emerge as an important focus. Palliative care is a challenging and expanding
area of nursing, with major developments in service organization and the
creation of new nursing roles (Shewan and Read 1999; Seymour et al. 2002).
Such initiatives require ongoing systematic evaluation, demanding research
skills and capacity in the form of dedicated research posts, access to funding
and a supportive infrastructure. Developments in the organization and pro-
vision of palliative care nursing services have been paralleled by changes in
the education and preparation of nurses for palliative care nursing practice,
which, in turn, reflect a more general transformation in nurse education.
Throughout the industrialized world, there has been a gradual but com-
prehensive integration of nursing education into higher education. This has
resulted in increased emphasis on the need to develop the evidence base for
practice, and has placed pressure on both nurse educators and practitioners
to actively engage in research and scholarly activities (Humphreys et al.
2000; Royal College of Nursing 2001).

In this chapter, we explore some of the challenges and opportunities
offered by research and scholarship in palliative care nursing. We begin with
a consideration of the relationship between scholarship, research and prac-
tice with particular reference to nursing in palliative care settings. We follow
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this with a brief overview of the current context and status of palliative care
nursing research, including a summary of substantive themes and issues
within the palliative nursing research literature, and areas yet to be explored.
We then consider a range of challenges and opportunities in conducting and
participating in palliative care nursing research and scholarship, particularly
in relation to:

• creating an infrastructure to support research and scholarly activity in
palliative care nursing;

• identifying factors shaping research agendas and research priorities;

• selecting appropriate and ethically sensitive methods for conducting
palliative care nursing research;

• working collaboratively to ensure that research in palliative care is
relevant to service users and practitioners;

• getting research findings into the public domain to influence practice
and service development.

We conclude with suggestions for meeting these challenges and ensuring that
research and scholarship continue to provide the foundation for palliative
care nursing practice.

The relationship between research and scholarship in
palliative care nursing

Internationally, scholarship has been identified as a priority for nursing and
nursing education (Department of Health 2000; Pullen et al. 2001; Ramcha-
ran et al. 2001). Scholarship has been described as a professional value and
intellectual process, grounded in curiosity about why patients respond in the
way they do and why we, as nurses, do the things we do (Pullen et al. 2001:
81).

Kitson (1999: 773) proposes that the skills of scholarship coalesce
around:

• being able to find and understand what has gone before (literature
searching, comprehension, critical appraisal, interpretation);

• reviewing the published literature in a fair and unbiased way, accurately
reflecting the state of the field, showing judgement and the ability to
integrate and synthesize a diverse body of work;

• the ability to communicate ideas effectively, cogently, coherently and
concisely through the written word and orally;

• the ability to think logically and clearly and knowing how to present the
pros and cons of an argument in a balanced way.

However, Ramcharan et al. (2001) argue that the value and relevance of
scholarship to nursing practice and education has been undermined by a

Research and scholarship 677



pre-occupation with research products and outputs such as peer-reviewed
publications. They suggest that systems of recognition and reward should
be equitably distributed between the wide areas of potential scholarship. In
the context of higher education, this will mean universities accommodating
different models of scholarship and nurses recognizing their responsibility
to contribute to scholarly activity. In a practice-based profession, a number
of authors have identified the need to reconceptualize what constitutes
scholarship (Burgener 2001; Ramcharan et al. 2001). Burgener (2001), for
example, suggests that there is a need to delineate scholarship of practice
and differentiate between the characteristics of scholarship of practice and
traditional research approaches. For example, a practice-based profession
needs timely information about practice and service development in
addition to what may be termed ‘pure’ knowledge. Researchers and practi-
tioners are increasingly exploring the concept of ‘practice development’ and
how this can best be achieved in a range of care settings [see, for example,
the work of Unsworth (2000) for an exploration of the concept of practice
development].

There is little doubt that the complex problems and challenges faced by
palliative care nurses deserve a scholarly approach. However, in common
with nurses in other fields of practice, palliative care nurses and researchers
face a number of challenges in attempting to engage in and sustain schol-
arly activity. First, intellectual isolation may be a problem, since most pal-
liative care is provided in community and hospice settings where access to
wider resources and networks for supporting scholarly activities may be
lacking or limited. Second, few would disagree that meeting the needs of
patients and carers takes precedence over establishing a sound knowledge
base for practice (Richards et al. 1998; Field et al. 2001). Third, only
recently has the development of skills in the critical evaluation and conduct
of research become a significant focus within nurse preparation (Scott
1998). Furthermore, specific training for research in palliative care has been
largely absent from within postgraduate programmes. Practitioners may
therefore lack the confidence to draw upon the knowledge base to influence
and shape practice, particularly within the context of a multidisciplinary
arena.

In common with research activity, scholarship requires a supportive
infrastructure. Pullen et al. (2001), for example, suggest that scholarship is
likely to flourish where creativity, questioning and innovation are promoted
and valued, and where senior scholars and expert practitioners serve as role
models and mentors. Moreover, scholarship, in whatever discipline, reflects a
‘transdisciplinarity, both in methodology and in dialogue’ (Kitson 1999).
Consequently, nurse scholars need to be able to engage in debate with
scholars of other disciplines and appreciate a range of methodological per-
spectives. In this context, there is a need for more mentorship and supervi-
sion for nurses, accompanied by opportunities for international exchange
and multidisciplinary collaboration (Kitson 1999). This is essential if nurses
are to continue to make an important contribution to palliative care research
and scholarship.
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What contribution is nursing making to palliative care
research and scholarship?

Research in palliative care has been influenced by a number of traditions
and disciplines. Historically, early research in pain management was
influential in establishing the specialty of palliative medicine (Saunders
1958; Twycross and Lack 1983; Hanks and Justins 1992) and involved clin-
ical studies of the effectiveness of treatment, particularly the treatment of
pain. Alongside these clinical studies, research adopting sociological and
psycho-social perspectives has explored experiences of death and dying
(Glaser and Strauss 1965; Quint 1967; Field 1989), with bereavement and
communication studies emerging as important and influential themes
(Kubler-Ross 1969; Murray Parkes 1970; Faulkner 1992). These early stud-
ies were crucial in establishing the speciality of palliative care and provided
important data on care of the dying person. In her review of research in
palliative care published in the period 1966–82, Corner (1996) found that
pain and symptom control accounted for 21 per cent of the work, studies
of health carers accounted for 17 per cent and studies evaluating patient
care covered 9 per cent. These studies were characteristically descriptive,
employing survey methods, retrospective views of patients’ case notes and
reviews of admissions to hospices and palliative care. Although nurses were
contributing studies to the body of work, numbers were small and the
rather embryonic nature of the research as a whole was a feature of the
work reviewed.

In the current climate of health care, practitioners have become accus-
tomed to working within a constantly changing environment, and palliative
care is no exception. Changes in government health policy within industrial-
ized countries are generally aimed at raising standards of care and service
delivery within a cost-constrained environment. For example, within the UK
National Health Service, initiatives have included the introduction of clin-
ical governance, the National Institute for Clinical Excellence and the
Commission for Health Improvements (Department of Health 1998). All
these initiatives are aimed at ensuring that health care practice is based upon
research evidence wherever possible. Consequently, the need for a research
base in palliative care nursing is imperative and this has been well recognized
by UK authors (Payne 2000; Wilkinson 2001) and others (Chang and Daly
1998; Wilkes 1998).

This leads us to consider the contribution that nursing is making to the
body of palliative care research. In a recent selective review of the literature,
Corner and Bailey (2002) explored the contribution nursing is making to
palliative care research by identifying the character of nursing research and
the unique ways that nurses as researchers, and nursing as the subject of
research, have – and are – contributing to palliative care (Corner and Bailey
2002). They identified several areas where progress has been made and where
nurses have made a key contribution towards the overall research effort in
palliative care research (see Box 35.1).
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On the basis of their analysis of this selective review, Corner and Bailey
(2002) made the following observations about the contribution of nursing
research to palliative care. First, much of the research undertaken by nurses
in palliative care is characterized by a deep interest in the personal and
interpersonal aspects of care for people who are dying. More specifically,
several studies have involved observation of nurses in their work with dying
patients (e.g. Quint 1967; Melia 1987; Payne et al. 1996; Copp 1999). Sec-
ond, much of the research to date has focused on the nurse’s role in pallia-
tive care (e.g. James 1989; McNamara et al. 1994; Froggatt 1998). Third, a
number of seminal studies of palliative care nursing have been undertaken
by researchers from other disciplines, particularly sociologists and anthro-
pologists (e.g. Field 1989; Lawton 1998). Finally, a more recent theme to
emerge is the concept of palliative care nursing as a therapeutic activity (e.g.
Corner 1996; Bredin et al. 1999). Several studies have provided the
opportunity to elucidate the nature of nurses’ therapeutic work with patients
experiencing breathlessness (O’Driscoll et al. 1999), fatigue (Richardson and
Ream 1998) and lymphoedema (Badger 1997), as well as evaluating training
and communication skills (Faulkner 1992).

Wilkes et al. (2000) reviewed 59 published and unpublished projects
relating to nursing research on palliative care in Australia between 1990 and
1996. There are interesting parallels between this review and that of Corner
and Bailey (2002). For example, Wilkes et al. found that the majority of
studies focused on professional issues and management of the patient’s pain.
However, in common with UK studies, little research on families and carers
of palliative care patients was evident. Wilkes et al. (2000) called for further
research to focus on projects that evaluate the nurse’s role in the palliative
care team, determine the effectiveness of interventions for symptom control
and explore the nurse’s contribution to meeting the psychosocial needs of
patients and families.

In relation to the process and context of palliative care nursing research,
many of the studies have been small in scale, fragmented and locally based.

Box 35.1 Nurses’ contribution to research in palliative care

� Prevalence of symptoms
� Pain control
� Control of other symptoms
� Needs/experiences of patients
� Studies of carers
� Conventional care
� Place of death
� Bereavement care
� Specialist palliative care services
� Assessment tools
� Policy issues
� Communication skills
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Few well-designed intervention studies have been published and there is a
lack of rigorous evaluation. This is perhaps unsurprising, since much of the
knowledge base for nursing practice in general has been generated through
small-scale research projects, often undertaken by nurses as part of their
continuing professional development. These projects are most useful if the
information derived from them forms part of a continuing research agenda
and this can be best achieved if the results are published. These small
research projects may also function as preliminary and pilot studies where
they play a useful role in assessing whether the method is feasible and
whether it is possible to recruit an appropriate sample within a certain
time-frame.

As with other fields of health care, there is a need for greater synthesis of
research in palliative care and integration of research findings into clear
indicators for practice development. One way of achieving this is through
the conduct and dissemination of systematic reviews. Well-conducted sys-
tematic reviews can assist practitioners to evaluate and interpret otherwise
unmanageable volumes of research. They are particularly useful when there
is uncertainty regarding the potential benefits or harm of an intervention
and when there are variations in practice – situations that are both common
in the rapidly expanding field of palliative care (Hearn et al. 1999). In
addition to providing a better basis for clinical practice, systematic reviews
identify gaps in research, enabling future research priorities to be set in a
more organized and objective way (Hearn et al. 1999). A number of good
examples of systematic reviews are emerging within palliative care (see, for
example, Wilkinson et al. 1999; Luddington et al. 2001; Hotopf et al. 2002).

Within the UK, several organizations have been established with a spe-
cific remit to conduct systematic reviews in health care, including the
Cochrane Collaboration in Oxford and the NHS Centre for Reviews and
Dissemination at the University of York. A Pain, Palliative Care and Sup-
portive Care Collaborative Review Group has recently registered as part of
the Cochrane Collaboration with the aim of producing and maintaining
reviews in these areas, though no guideline have yet been published from this
group.

Having considered the current ‘state of the art’ in palliative care nursing
research, we will now explore ways of sustaining the progress that has
already been made.

Challenges and opportunities in conducting and participating
in palliative care nursing research and scholarship

In many respects, palliative care nursing research is still in its infancy and
requires a sustained programme of investment if nursing practice in pallia-
tive care is to be underpinned by a sound and well-constructed knowledge
base. In the UK context, a recent report for the Higher Education Funding
Council (CPNR/CHEMS 2001) suggested that the nursing profession’s
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failure to make a optimal contribution in relation to research and scholar-
ship was due to a combination of a lack of professional confidence and
coordination as well as institutional barriers. Some of these challenges will
now be described.

Creating an infrastructure to support research and scholarly
activity in palliative care nursing

Three criteria must be met to create an organizational culture that is sup-
portive of research and scholarship: staff with the requisite research skills
and practice, access to funding, and effective support and supervision. Each
of these will now be considered in turn.

Staff with research skills and experience

Academic departments, provider units and commissioning agencies all
require individuals with research skills and expertise. A small proportion of
health care practitioners will have research activities as a major part of their
job description. For these individuals, an explicit career structure that
affords access to professional development opportunities and guidance in
career planning is crucial. However, in contrast to medicine, nursing offers
little opportunity to build research into a continuing clinical career. Funded
posts in nursing research are usually fixed-term in nature and permanent
posts are rare. Even nurses employed in new nursing roles, which have
research as an integral element of their job description (such as the nurse
consultant posts in the UK), are often unable to make the conduct of
research a priority (Guest et al. 2001).

Within academic settings, the employment of researchers on fixed-term
contracts is a major barrier to the development of expertise and a program-
matic approach to research: ‘Universities attachment to hire and fire prac-
tices with research staff is more to do with the antiquated way in which so
much of their research is managed. Too often it is individual rather than
team work. Each project stands alone (Solesbury 2001: 17).

Practices such as pooling staff between projects and rolling contracts
can alleviate some of the difficulties associated with the short-term nature of
much funded research. However, the deficit in research skills is not simply a
function of the way that funded research in nursing is organized: training
and preparation for research are also crucial in both clinical and academic
environments. Although graduate degrees in nursing have become more
common, doctorally prepared nursing professionals are not being produced
in sufficient numbers to meet the growing need (Ingleton et al. 2001). Cer-
tainly, a lower proportion of nurse lecturers hold a PhD than in most other
academic disciplines (Clifford 1997). There are also barriers to clinical
nurses developing research skills. These include a lack of dedicated time to
undertake research in clinical settings, limited access to formal research
training and isolation from academic departments. One solution is to focus
resources on enabling nurses to undertake higher degrees in order to build
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research capacity. However, there is also a need for post-doctoral support, in
the form of access to funding and academic role models to enable career
researchers to develop programmes of research (CPNR/CHEMS 2001).
There are now several well-established university-based or linked centres
for palliative care in the UK and in other countries, where clinicians and
academics can share ideas and expertise.

Access to funding for palliative care nursing research

Most research projects require financial support, for equipment, personnel
to assist in data collection and management, or for dissemination and publi-
cation costs. Because internal sources of support within higher education
worldwide have declined while research costs have escalated, acquiring
external funding has become the essential first step for almost all studies. In
fact, learning to write proposals for research funding has become an import-
ant component of masters and doctoral education in many nursing
programmes (Ingleton et al. 2001). The first step in preparing a successful
proposal is knowing where to apply for funding. There are many types of
potential funders for palliative care research (see Box 35.2) and many types
of grant opportunities available for would-be researchers to access. These
range from explicit invitations to tender to undertake a clearly specified
project, to a more flexible and open agenda in which funding agencies invite
researchers to develop their own ideas within broad parameters. However,
funding for palliative care has, at least until recently, been scarce (Richards
et al. 1998), though increasingly many of the current opportunities arising
from research priorities are particularly relevant to the area of palliative care
(Box 35.3).

Developing funding proposals and accessing sources of funding are
skilled and time-consuming activities. It may be beneficial for a novice
researcher to collaborate with a senior researcher on several studies before
attempting a proposal on his or her own, although not all neophyte

Box 35.2 Types of potential funder with UK examples

� Government- and state-funded health and social care research agencies,
e.g. NHS and Department of Health National and Regional programmes

� Research Councils, e.g. Medical Research Council/Engineering and Phys-
ical Sciences Research Council (EPSRC) and Economic and Social
Research Council (ESRC)

� Health care and disease-specific charities, e.g. Macmillan Cancer Relief,
Marie Curie Cancer Care, Nuffield Small Grants, Cancer Research UK

� Professional organizations, e.g. Royal College of Nursing, International
Council of Nurses

� Pan National Organizations, e.g. European Union
� Institutional funding, e.g. university and hospital sources
� Partnerships with industry, e.g. drug companies
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researchers are in the fortunate position of having an obvious association
with a senior researcher with a proven ‘track record’ in grant capture. A
good way to build a track record is to begin with limited aspirations and seek
small-scale funding from local sources, particularly from the institution in
which the researcher works. Using a programmatic approach, a research
project can build on the previous one, providing evidence that further studies
are worthy of major funding.

Effective support and supervision for researchers

Much attention has rightly been given to the well-being of research partici-
pants in the conduct of palliative care research (Seymour and Ingleton 1999).
However, one group often neglected in any consideration of the demands of
palliative care research is the researchers themselves. Researchers in health
care face numerous challenges that extend beyond individual research con-
duct (Sque 2000). Research is, increasingly, a team activity that may require
high levels of collaboration between different professional groups and discip-
linary perspectives. In this context, the research team is required to engage
with both political and personal issues, some of which pose particular
challenges in the area of palliative care research and scholarship.

Repeated exposure to the distress of others may raise other consider-
ations. For example, palliative care research may require extended contact
with patients who have complex, intractable and life-limiting clinical prob-
lems, which may result in an ‘unhealthy’ pre-occupation with death and
dying. For example, the researcher may self-monitor for signs of disease, or
may experience a sense of identification with, and injustice for, those
affected. Thus, prolonged contact with individuals suffering from life-
limiting illnesses can raise personal fears and anxieties about one’s own
mortality, or for that of family and friends (Clark et al. 2000).

This can be exacerbated when the research participants nonetheless give
their time willingly, without complaint and in the belief that it may help
others in the future, if not themselves. Researchers may feel unsure how to
respond to such altruism, or experience stress as they try to fulfil research
participants’ expectations of the outcomes of the research. Moreover, con-
siderable ‘emotional labour’ (James 1989) may be required to mask feelings
elicited by the close interpersonal involvement with very ill people.

Box 35.3 Opportunities arising from British NHS priorities

� Consumer involvement
� Inter-agency working
� Interdisciplinary
� Move to applied research/problem-based
� Use of quantitative and qualitative methods
� Primary care or research at primary–secondary interface
� Clear funding streams
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Clinical and non-clinical researchers may experience these difficulties
differently (Kenyon and Hawker 1999). The clinical researchers may feel
frustrated at wanting to intervene to ameliorate care-giving, to relieve suffer-
ing or take on the role of therapist directly. Non-clinical researchers may, in
turn, feel frustrated at an inability to assist. Moreover, both groups may
develop a sense that the research is less important than trying to improve the
immediate situation.

Research projects or departments may develop mechanisms to support
researchers faced with these dilemmas. One approach is to make available
access to an independent counsellor. This approach is advocated by Payne
and Westwell (1994), who suggest that allowance for this type of ‘outside’
support be budgeted for in grant applications. This person would usually be
outside the organizational structures of project management but would be
skilled in dealing with personal issues identified by researchers. This is a
form of support that may be given to individual or teams of researchers and
which is carried out on a confidential basis.

An alternative model is a concept of research supervision that tackles
both task and process. Within this framework researchers may address with
their supervisors both the personal and emotional consequences of their
work, as well as matters of reaching milestones and maintaining targets.
This calls for a particular commitment on the part of all concerned. Super-
visors must learn to provide space to the non-intellectual and non-
mechanistic aspects of the research process. Researchers must be willing to
share vulnerabilities, doubts, concerns and errors with a senior colleague.
Both will have to be willing to set aside regular, protected time without
interruptions and to prepare appropriately in advance for supervision ses-
sions. This may mean a change in organizational culture in those settings
where research targets are detached from their personal consequences
and where even to acknowledge such issues may be construed as a sign of
weakness or unsuitability for the work.

An additional component of effective supervision is to address
researchers’ goals for professional development. Supervisors should be
aware of the need to engage with issues around career advancement and in
particular the need to publish work and present it at conferences.

Identifying factors shaping research agendas and priorities

Engaging effectively in palliative care nursing research requires an awareness
of the range of influences that stimulate and shape the agenda for research
and development, and determine which areas are considered as priorities.
Within any health care system, these factors are likely to include:

• demographic factors;

• global policy;

• government policy;

• service users’ views;
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• the views of professional organizations; and

• the views of funding bodies.

Examples of ways in which these factors may impact upon priorities for
palliative care research are shown in Table 35.1. It is understandable that
practitioners engrossed in clinical work and academics engulfed in teaching
responsibilities might imagine that they do not have a role in influencing
these agendas. However, it is essential that priorities for research are
grounded in the challenges of practice and the needs of service users and
their families. Practitioners have access to this information and should seek
opportunities to help identify research questions. This could be achieved
through membership of special interest groups within professional organiza-
tions, publishing work that identifies problem areas arising from practice
and making contributions at conferences and networking groups.

Table 35.1 Factors influencing agendas and priorities for palliative care research

Influences Examples relevant to the UK

Demographic factors Ageing population, patterns of cohabitation

Global policy World Health Organization definitions of palliative
care (WHO 2002)

Government policy NHS Cancer Plan (Department of Health 2000):
increased funding for cancer research with
palliative care identified as an area of priority.
National Service Framework for Older People
(Department of Health 2001): end-of-life care
identified as a priority within research programme
to support the objectives of the framework

Service user views Alzheimer’s Society: consumer panel for identifying
research priorities identified the effect of care
standards and carer support as two priority areas in
2002–2003

Views of professional
organizations

Palliative Care Research Society of the UK and
Ireland: aim is to promote the interest of palliative
care research locally, nationally and internationally.
National Cancer Research Institute: purpose is to
improve the number of patients entering clinical
trials of cancer treatment and to improve the level of
research activity within each of the 34 cancer
networks within the UK

Views of independent charities National Council for Hospice and Specialist
Palliative Care Services: purpose is to promote the
extension and improvement of palliative care
services, in part through encouraging improved
professional education and research

686 Contemporary issues



In addition to identifying and shaping priorities for research in palliative
care, the factors and organizations presented in Table 35.1 also exert an
influence on how the research is undertaken. This is the focus of the next
sub-section.

Selecting appropriate and ethically sensitive methods for
conducting palliative care nursing research

The growing literature on palliative care reflects a range of philosophical
and methodological persuasions, suggesting that a variety of methods are
appropriate for research in this area. Furthermore, the willingness of
researchers in the field of palliative care to work across disciplines has facili-
tated an eclectic approach to the selection and use of research methods.
However, individuals in need of palliative care services and their carers (both
formal and informal) have particular needs and vulnerabilities and it is
essential that these are borne in mind when research approaches and
methods are selected.

The specific challenges posed by any research study in palliative care will
be dependent upon the particular methodological approach adopted. In
quantitative studies, practical challenges include the need to recruit a sample
of people who are representative of palliative care patients and the difficulty
of attrition due to progression of disease and death. Problems also arise in
relation to instrumentation. Few outcome measures have been designed spe-
cifically for use with this group of patients, raising questions about the valid-
ity and reliability of measures. There may also be particular problems in
using some methods; for example, self-completion measures may be
inappropriate as many patients are too ill to complete them. In some cases,
a questionnaire may be completed by a proxy, such as a professional or
family member, on behalf of the patient. However, this has the potential to
introduce bias (Hearn and Higginson 2001).

As a result of concerns about making demands on people who are ter-
minally ill, many studies have been based on the retrospective accounts of
family members as a proxy measure for the dying person’s experiences.
However, this also introduces the potential for bias. Hinton (1996), for
example, noted that relatives’ retrospective accounts of terminally ill
patients’ experiences were unreliable in several important respects.

Small numbers of patients available within local settings means that it
may not be possible to study some questions, for example those requiring a
randomized controlled trial design. Few palliative care services have suf-
ficiently large numbers of patients to enable recruitment of samples neces-
sary to detect statistically significant findings. Other issues affecting sample
size include:

• high rates of attrition;

• complexity of treatment regimes; and

• low percentage of recruitment into trials.
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Collectively, these challenges indicate that prospective, multi-centre studies
over a long period may be required. However, multi-centre studies are com-
plex to manage and require good collaborative relationships and sufficient
resources.

The generally more interactive methods of qualitative research may be
particularly appropriate to study people’s views on their end-of-life needs.
Biographical and narrative methods can be helpful in providing a framework
for addressing past and present experiences, together with anxieties about
the future (Clarke and Hanson 2000). Typically, research paradigms in pal-
liative care nursing have allocated a mainly passive role to patients and
carers, involving them in responding to questionnaires and structured meas-
ures of quality of life (Payne 2002). Qualitative, participatory and action
research approaches provide an opportunity to create a more active role for
research participants; in this way, the users are empowered and the research
is more likely to be directed to their real needs (Gott et al. 2000). However,
whatever methodological approach is selected, research in palliative care
raises a number of ethical issues that will now be considered.

Ethical challenges

The study of ethics in health care research stresses the balance between the
desire of researchers to extend knowledge with the rights of the research
participants (Robbins 1998). Such tensions are exacerbated when research
involves people who are particularly vulnerable, such as people who are
terminally ill and their families. Concerns about the ethics of involving
people who are dying in research have been widely expressed and debated (de
Raeve 1994; Wilkie 1997; Field et al. 2001). Field et al. (2001), for example,
highlight two views about the appropriateness of research in palliative care.
One is that research in palliative care settings places too great a demand on
people who are very ill. The other view is that research is an ethical impera-
tive to ensure that quality of care is enhanced. These authors make it clear
that they subscribe to the latter view, but suggest that researchers must
ensure that research questions are relevant and that the research design is
rigorous: ‘there is an absolute requirement to ensure that such studies are
carefully designed to reduce burden [on research participants] to a minimum
and to make optimal use of data collected. These data are very precious’
(Field et al. 2001: 78).

Again the particular ethical challenges posed by a research study in
palliative care will be dependent upon the research design. Wilkie (1997)
describes the main ethical issues in qualitative research in palliative care as
intrusion, the raising of false hopes and prompting painful and difficult
emotions. She also discusses the possibility that some research participants
may find their involvement therapeutic, raising the question of what hap-
pens when the study finishes. Conversely, quantitative studies may hold little
obvious benefit for participants, particularly when their involvement
requires the completion of lengthy and time-consuming research instru-
ments. Longitudinal studies, which require participants to complete the
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same questionnaire on a number of occasions, may provide valuable infor-
mation about the progression of a person’s illness, but are likely to be par-
ticularly onerous at a point when time has become a precious commodity.
Experimental designs are also important in determining the effectiveness of
interventions but usually require random allocation of participants to inter-
vention or control groups. These designs raise particular challenges in pallia-
tive care research, where potential recruits to a study are likely to prefer to
try any intervention, even an unproven one, rather than consent to the
possibility of receiving no treatment at all.

Robbins (1998) suggests several safeguards for protecting the interests
of patients participating in palliative care research. These include:

• monitoring procedures for gaining consent, including renegotiating
consent at intervals during the research;

• careful piloting of research methods to determine the impact of the
research on participants;

• submitting all palliative care research to a research ethics committee;

• being flexible – particularly in relation to the completeness and timing of
observations to ensure that the privacy of terminally ill patients is not
invaded unnecessarily.

Some of the methodological and ethical challenges discussed here can be
ameliorated through effective multidisciplinary teamwork, which is the focus
of the next sub-section.

Working collaboratively to ensure that research in palliative care is
relevant to service users and practitioners

Whereas multidisciplinary collaboration may be perceived as a challenge, it
also provides many opportunities in the context of palliative care research.
Collaboration can take various forms across the span of a research project.
Beattie et al. (1996) refer to a ‘matrix’ of collaboration that occurs at any one
instant in time and on multiple levels during the conduct of the research.
There may, for example, be collaboration between various professionals
within and outside the team (Beattie et al. 1996), different organizations
(Clark et al. 2000) and between research commissioners, participants and
researchers (Clark et al. 2002). This may call for a sharing of information
and expertise among disciplines that have historically worked independently.
Furthermore, it requires that practitioners (often from a range of different
professions) and academics come together. To achieve a successful col-
laborative partnership, a readiness for individuals to work together is
required, as well as recognition of the demands of each other’s roles. How-
ever, personal readiness needs to be complemented by a supportive culture
within the various clinical areas, departments and institutions within which
individuals work.

Developing and nurturing a sense of security about one’s own discipline
requires that members of the team have respect and trust for each other.
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Both respect and trust develop over time; yet when undertaking commis-
sioned work, deadlines are sometimes tight, perhaps affording less
opportunity to develop trust with colleagues. As Clark et al. point out:

In order to realize the full potential of multi-disciplinary, collaborative
research, an open and flexible attitude, and a willingness to respect (and
accept) the differences between and within disciplines are required.
Professional jealousies need to be relinquished . . . The risk of cultural
hegemony in which one set of values is regarded as more valid than any
other, may unwittingly exclude some parties from contributing to the
research enterprise.

(Clark et al. 2000: 445)

In spite of these challenges, it might be argued that the constructive devel-
opment of collaborative relationships now frequently underpins the whole
research enterprise. Viewed in this light, it is little different from the clinical
practice of palliative care. The successful negotiations of these relation-
ships should mean that all members of the team should have access to
professional, personal and administrative support. Moreover, successful
collaboration can resolve problems of professional conflicts, contrasting
organizational agendas and varying career concerns, all of which may
disrupt an otherwise sound project.

Getting research findings into the public domain to influence
practice and service development

General and specialist practitioners have repeatedly articulated the need
for better dissemination of research (Le May et al. 1998; Mulhall 2001).
Practitioners and researchers are often working with different agendas and
within differing organizational constraints. For practitioners working within
a multidisciplinary team, there may be conflict about the usefulness and
application of different types of research evidence (Mulhall 2001).

For researchers working within academic departments, other factors
may come into play. There may be a number of conflicting pressures that
have to be reconciled at the dissemination stage of the research project. For
example, projects that relate to new products and treatment interventions
may be tentative about reporting findings due to constraints by commercial
sponsors. Commissioned research, in particular evaluation studies, under-
taken for government departments, health authorities and trusts, or major
evaluations may be subject to contractual clauses that restrict or control the
process of dissemination. In academic departments within the UK, the pres-
sure of the research assessment exercise may create imperatives to publish
findings in particular journals and within specific time-frames (see Box 35.4).

Although publication in peer-reviewed journals is often advocated by
academic departments to ensure positive research assessment exercise rat-
ings, such journals may not be those to which nurses working in palliative
care and cancer care subscribe, and so the impact of evidence upon practice
may be limited (Richardson et al. 2001). There is also the question of how
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others will react to the work itself. The mechanisms of peer review, external
examination of research degrees and conference presentations act as quality
control mechanisms to some extent. Citation indexes provide some evidence
of whether the research appears to have contributed to knowledge, changed
attitudes or influenced policy or practice.

Unfortunately, dissemination of findings is something that is usually
thought about at the conclusion of the project rather than at the outset. It
is incumbent upon researchers, when agreeing the brief for any particular
project, to encourage thinking about how the findings will be disseminated
once they are available. This is part of the research process that is fre-
quently allowed little or no time; it must somehow be fitted alongside other
commitments. As a consequence, the potential impact of a piece of work
may be eroded. Imaginative approaches to dissemination are called for,
making appropriate use of new technologies, but also incorporating ideas
from community development, action research and partnership projects.

Practitioners, service providers and research commissioners usually
cannot wait years for some research evidence about a problem. In short, they
require instant knowledge for purposes of immediate action. That is where
the difficulties between academic researchers and practitioners begin,
because the demand for instant solutions appears incompatible with the
long and painstaking processes of scholarly research, where what may be
seen as quite insignificant from the perspective of a practitioner can capture
the imagination of the researcher for years. One way in which this is manifest
is in the different ways in which scholarly research and report material are
presented, and the emphasis placed on the various components, depending
on the audience. There is a diversity of audiences, each with different needs
and no single report or paper will serve all audiences simultaneously. An
essential task in designing the overall study report is to identify the specific
audiences of the report (see Box 35.5).

In summary, ensuring that the findings of palliative care nursing
research are accessible to a range of stakeholders requires an imaginative
dissemination strategy which produces timely, meaningful and relevant
outputs in a range of formats.

Box 35.4 Identifying audiences for research reports

For colleagues, peers and editorial boards of refereed journals, the theoretical
framework and how findings relate to the discovery of knowledge in the discip-
line are important. For practitioners, the descriptive elements in portraying
some real-life situation, as well as the implications for action, may be the most
salient features. For the commissioners of the research, the significance of the
findings and recommendations, whether cast in academic or practical terms, is
perhaps more important than the details of how the research was undertaken.
Finally, for a higher degree, mastery of the methodology, understanding of
the theoretical issues and evidence that the researcher has successfully
negotiated all phases of the research process are imperative.
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Conclusions

Research and scholarship in palliative care nursing has come a long way in
the last 30 years. Nurses are making a growing contribution to the wider
palliative care research community in terms of publications in international
academic and professional journals and presentations at interdisciplinary
conferences. Designated research and practice units now exist and greater
resources and effort are being put into both synthesizing the evidence in the
form of systematic reviews and producing evidence relevant to practice.
Nurses already possess the many strengths and skills necessary to foster
research collaboration and find a clear and distinct position within the main-
stream of interdisciplinary effort. Looking to the future, joint initiatives
between clinical and academic centres may enhance the relevance and time-
liness of research and so reduce the much discussed theory–practice gap
(Richardson et al. 2001). Similarly, the development of collaborative
research groups within and between academic and service organizations,
and web-based special interest groups, are further mechanisms for creating
working partnerships.

Box 35.5 The UK Research Assessment Exercise

Within the UK, the quality of university-based nursing and health care research
is assessed at intervals within the context of the Research Assessment Exer-
cise (RAE). The purpose of the RAE is to produce ratings of research quality for
the higher education funding bodies to determine research funding allocations
to universities. Assessment of quality is based on peer review by subject
panels whose members are appointed on the basis of nomination. Service user
representatives are included in the nursing panel in addition to established
academics and service provider representatives. The most recent exercise was
conducted in 2001 and demonstrated an overall improvement in the quality
and international standing of research across all disciplines within UK uni-
versities. In relation to nursing research, the assessment demonstrated an
overall improvement since the previous exercise in 1996, although nursing
remains at the bottom of the league table of all subjects.

The nursing panel identified some important strengths in the work submit-
ted, including that on palliative care. There were also some strong examples of
interdisciplinary research, links with service providers and involvement of users
of health services. However, the panel also noted a lack of depth in some of the
work submitted and reported that programmatic approaches were rare. The
Report of the RAE Nursing Panel suggests that, while nursing research within
UK universities is undoubtedly contributing to the knowledge base for nursing
practice, substantial investment and development is required if the ultimate
goal of ensuring that research in nursing enhances the care and well-being of
patients, their families and communities is to be achieved. 

692 Contemporary issues



In summary, the future holds huge potential for palliative care nursing
research to make a difference to the experiences of the users of palliative
care services, their families and staff working with them. However, this
potential will only be fully realized if a supportive infrastructure is created
and maintained, which will ensure access to resources and enable effective
partnerships to develop.
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36
Developing expert palliative care
nursing through research and
practice development

Katherine Froggatt and Katie Booth

In this chapter, we present an account of expert nursing and its development
through research and practice development in the context of palliative care.
The meaning of expertness in the current climate of evidence-based practice
is explored for individual practitioners in the context of organizational con-
straints and macro-policy initiatives. Our own expertise is based in the two
national Macmillan Practice Development Units, funded by a leading UK
cancer charity (Macmillan Cancer Relief). The units are involved in the
production, dissemination and utilization of knowledge for and about prac-
titioners working at an advanced level as clinical nurse specialists in cancer
and palliative care.

We draw on different aspects of the programmes of work undertaken
over the last 8 years in these two units to illuminate practical examples of
ways in which expert nurses in palliative care have been supported. To do
this, we will initially present an overview of the nature of expertness within
health care in general, and within nursing in particular, and outline factors
and pressures that currently shape the development of expert nursing.
In conclusion, a number of challenges to developing expert palliative care
nursing are presented.

Expertise and expertness: definitions and dimensions

Professional expertise is described by Higgs and Andresen (2001) as being
grounded in three types of knowledge: research and theory, professional
craft knowledge and personal experience. Expertness has many dimensions
and, importantly, does not have absolute properties, as it is an individual
attribute that is socially constructed (Higgs and Bithell 2001). Higgs
and Bithell (2001) utilize two perspectives to understand professional expert-
ise – historicism and the dimensions of expertise. In this way, they have
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contextually located expertise as well as discussed its manifestations in the
current climate.

Historicism, as used by Higgs and Bithell (2001), is concerned with
understanding a phenomenon in its historical and cultural contexts. Higgs
and Bithell (2001) propose that a number of historical and cultural contexts
can be used to explore professional expertise, including the origins of expert-
ise in experience, professionalization, models of practice, ethics, con-
sumerism and social responsibility. The main focus of our discussion is
professionalization – that is, expertise for the collective of a profession, the
professional socialization of individuals into their particular professional
group and models of practice. It is a collective process that describes the
historical and political emergence of occupational groups or professions
(Higgs and Bithell 2001).

Expertise in this context is concerned with the holding of an exclusive
body of knowledge and high levels of skill that are not for sharing with other
professional groups, or with patients when considering the domain of health
care. Professions are established through the identification and up-keeping
of formal entry qualifications. Regulatory bodies are created to administer
the entry gates and to discipline members who are deemed no longer to be a
part of the profession. Some professions such as nursing are considered to
be emerging, and for them there is an aspiration to become like the estab-
lished professions such as medicine or law. In this context, expertise is seen
as the key to the status and privilege accorded to the ‘professional’ and the
rationale for the professional’s judgements to be respected. Regulation for
nursing in the UK has therefore been widely seen as a cornerstone to nursing
developing as a profession.

In contrast, the process of professional socialization is about the
development of individuals. Higgs and Bithell (2001) identify a number of
different models of professional socialization within health care. Each
model places a different emphasis upon the meaning of expertise. Some
are concerned with the nature of knowledge, others with how knowledge
is used and others with the context for which knowledge is generated and
used. One of the earliest models of professional socialization is that of
apprenticeship, where the learner acquires their knowledge on the job.
Expertise is, therefore, a product of the master’s competence and the
experience obtained within the work. Within health care, other models of
socialization place a greater emphasis upon the attainment of knowledge
that is deemed to be more scientific, for example the health professional
model and the scientist practitioner model. The latter model clearly
links expertise with scientific rigour and evidence-based practice and is
seen as a result of the need to demonstrate credibility among practi-
tioners. Therefore, overt measures of competence are sought within the
scientific domain. In contrast, in other models of socialization expertise
is framed as the processual skills of practitioners, their ability to work
with information and knowledge, for example the clinical problem-solver
model, the reflective practitioner model and the interactional profes-
sional model. Lastly, the competent clinician model is framed within an
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efficiency domain where expertise is concerned with cost-efficiency and
cost-effectiveness.

Socialization of individuals into professional groups can be thought of
as being shaped by the models outlined above. However, the model of health
care current within a particular health care system or an organizational unit
is also important, as this creates another frame within which the expertise is
used. Different frameworks for health care can include a medical model, a
wellness model, a social responsibility model or a rehabilitative model.
Much thought within nursing has been directed towards making clear dis-
tinctions between models relevant for nursing and medical models of care,
but it can be argued that such debates, if divorced from the day-to-day
realities of understanding and delivering expert care in clinical settings, can
diminish professional dialogue and become sterile (Booth et al. 1997).

Although expertise cannot be easily defined or objectified, the dimen-
sions of expertise can be explicated to build up a picture of the complex
concept that is expertise. Within the nursing context, discussion about
expertness frequently refers back to the work of Benner and her work about
the practice of expert nurses (Benner 1984). Based on the work of Dreyfus,
who studied chess players and airline pilots, Benner has applied a model of
skill acquisition within nursing. The Dreyfus model proposes that there are
five levels of proficiency that a student has to pass through before they are
deemed an expert. These levels of proficiency are: novice, advanced begin-
ner, competent, proficient and expert. Benner’s framework is linked closely
to this skills acquisition model and there is a strong emphasis placed on
experience and its role in obtaining knowledge and, ultimately, expertise.

Although seminal in terms of its influence in nursing education and
curriculum development, this model has been criticized for its lack of defin-
ition of the concept ‘expert’ (Jasper 1994) or the characteristics of expert
nursing (Conway 1996). Benner instead describes its application in clinical
practice, placing an emphasis upon the context-specific nature of expertness.
However, it is possible to identify key features of expert practice within
Benner’s work; these include perceptual and intuitive abilities and pattern
recognition. To clarify the ambiguity present within the thinking around the
notion of an ‘expert’ within nursing, Jasper (1994) undertook a concept
analysis of the term ‘expert’ and proposed that the defining attributes of an
expert are: possession of a specialized body of knowledge and skills, great
experience in a particular field of practice, well-developed levels of pattern
recognition and the expert being acknowledged as such by others around
them.

With respect to knowledge, an expert is not just concerned with knowing
about, but also with know-how. It is hard to define what constitutes the
specific content of an expert’s knowledge, as this is context-dependent. For
example, within palliative care nursing challenges are currently being made
to the expertness of palliative care nurses to address the needs of other
disease groups. This is explored further (see Box 36.3). As well as possessing
specialized knowledge, experts are in a position to create it. Knowledge
is also more than having educational qualifications, as experience is also
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crucial. Through experience, knowing-about is shaped into knowing-how.
Experience is often assumed to refer to the amount of time spent working
within a clinical speciality, in this instance palliative care. However, as
already indicated, a number of years spent working in a discipline does not
necessarily ensure that an individual nurse is an expert, as it is possible to
work but not engage with the work. Pattern recognition within complex
situations is an attribute that an expert is able to engage with, as Benner
(1984) describes in the example of the flight instructors who were able to
identify errors on numerous screens and dials faster than their students. This
was not because they could look more quickly, but rather that they did not
follow the rules they themselves had taught their pupils.

Jasper also identifies recognition by others as defining an expert. How-
ever, without externally validated criteria of what is an expert, this may be a
self-referring system. Identified ‘experts’ identify other ‘experts’. Ascription
is a subjective and relative process and may say as much about the values and
experiences of the people doing the ascribing of the expertness as is does
about the person so described. It is worth noting that Conway (1996), for
example, has raised questions about robustness, particularly in terms of the
ways in which ‘expert’ participants are identified (Manley and Garbett
2000). There is a great reliance on the identification of experts by peers as
means of identifying the ‘expert’ population. Without an articulation of
how the identifiers of the expertise have themselves been chosen and an
understanding of their own concepts of expertise, there is a lack of rigour to
these processes.

Despite this limitation, the framework for understanding expertise from
an individual’s perspective as proposed by Conway (1996) is useful, in that it
recognizes both fluidity and the context-dependent nature of expertise.
Conway suggests that the worldview of practitioners directly shapes their
understanding and utilization of expertise. In addition, several attributes
influencing expert nurses can be related to the nurses themselves and the
organizational context they work in. Each nurse holds particular values and
goals, has his or her own ability to reflect, personal authority to exert, edu-
cational attainments and ability to make relationships. However, the organ-
ization in which nurses work will also hold values and have goals that may or
may not be in concord with that of the nurse. There are also resource issues
that may act as a constraint on the nurse and his or her practice. Conway
(1996) identifies four types of expert (technologists, traditionalists, special-
ists and humanistic existentialists) that draw upon different worldviews –
that is, they value different types of knowledge, hold varying values and have
particular goals.

Technologists demonstrate a wide range of knowledge, specifically
anticipatory knowledge, diagnosis knowledge, ‘know-how’ knowledge and
monitoring knowledge, about junior medical staff and patients. Transmis-
sion of this knowledge usually occurs in a didactic fashion. Traditionalists,
in contrast, are concerned with survival and ‘getting the work done’. Their
focus with respect to care is task-allocated and they operate as medical
assistants overseeing medical work. These practitioners feel powerless to
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change the wider context. Specialists, meanwhile, visibly extend their roles,
bringing about change, although the way they do this reflects the other three
types of expert, for example some specialists operate within the technologist
domain. Specialists have distinctive roles, for example in palliative care or
breast cancer; they value their extended knowledge base, have a consultative
role for other nurses, develop autonomy and innovation in their work and
use protocols to extend their role. Humanistic existentialists are dynamic
with a strong nursing focus to the care they offer. As well as feeling passion-
ate about their work, they are able to change the context they work in to
support the development of their care and, consequently, are influential in
terms of nursing.

It is possible to identify three features across these four dimensions of
expertise. One feature of these dimensions concerns what is known, be it
knowledge or skills. Second, there are processual features pertaining to how
what is known is used and, finally, there is reference to the context within
which it is used.

Across the different health care contexts within which expertise is
located and in the dimensions of expertise identified, it is apparent that
expertise is a complex and interactive attribute, whether it is considered for
an individual practitioner or for the collective of the nursing profession.
However, expertise in palliative care nursing is more than a conceptual dia-
logue – it is grounded within the speciality of palliative care, which is itself
located in the wider health care system.

Expertise in context: policy and organizational demands

At a macro level, policy makers and the government of the day work
together to shape the decisions made about health care and nursing delivery.
Within the UK, expertise is seen as central to the drive over the past few
years to improve the quality of health services and refers to both the collect-
ive nursing profession and individual nurses. For instance, in 1998 the
Department of Health stated that ‘Driving up standards will rely on the
commitment and expertise of all those who work in the health service’
(p. 11). In this climate, there are evident pressures on those delivering ser-
vices to provide care of a suitable expert quality. For example, ‘From the
time of diagnosis, each patient should have access to a named nurse who has
been trained in counselling patients, who has specialist knowledge of cancer
and who can offer continuity of care’ (Department of Health 1997: 21). In
this case, policy guidance about colorectal cancer has implications for nurse
training in counselling skills, in specialist knowledge and in the way service is
delivered (so enabling the nurse to offer continuity of care).

Potentially, collective nursing expertise can be built through contribu-
tions to policy and service development. However, in cancer and palliative
care, this expertise may well be overlooked by policy makers. For instance,
a recent textual analysis of cancer guidance documents demonstrated that
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although nurses were integral to implementing service improvements, the
majority of references to the essential nursing roles were indirect or
implied (Booth et al. 2001a). This suggests that collective nursing expertise
is relatively invisible and that despite their knowledge and experience,
nurses can find themselves powerless in policy terms. The question is why?
For one thing, the explicit nursing role in implementing guidelines seems
to have been hidden within the term ‘team’. This perhaps serves to hide
the tension of power relationships and masks a general expectation that
it is the doctor who is in charge. However, in terms of UK health care,
there is a growing acceptance that a meaningful contribution from all
members of the health care professionals is essential. For example, the
Department of Health (1998) has called for ‘Total involvement of staff
in shaping services and planning change, with open communication and
collaboration’ (p. 75).

It must be remembered that there is evidence that being a member of a
nominated team does not automatically bring with it smooth working. Med-
ical team members may find expert help from nurses somewhat undermining
(Field 1998) and nurses may not insist on bringing their expertise to the fore
to protect working relationships (Griffiths and Luker 1997). So it would
appear that expert knowledge needs to be explicitly acknowledged by those
who implement policy before it can be fully utilized for service development.
Building this expertise into decision-making structures is a sensible way
forward. However, another example of research conducted by one of the
Macmillan Practice Development Units underlines the importance of
organizational culture in the utilization of nursing expertise in cancer and
palliative care (see Box 36.1).

Collective nursing expertise can be facilitated through the work of spe-
cialist nurses (Closs and Cheater 1994) and, in relation to cancer care, The
Nursing Contribution to Cancer Care (Department of Health 2000) stipu-
lates the need for specialist nurses to take the lead in ensuring that patient
care is not only of a high standard, but also that interventions are based on
sound evidence. However, the ability of the specialist nurse to pass on their
expertise is shaped by the organizational context they work in (Conway
1996). For example, a large study using questionnaire and focus group data,
undertaken by the Manchester Practice Development Unit, demonstrated
that organizational support and guidance were essential if specialist nurses
in cancer and palliative care were to feel adequately prepared to help
colleagues improve their practice (Booth et al. 2003).

Several themes are present within the policies presented: these concern
increasing advice and regulation and the type and nature of knowledge that
is valued within health care. First, with respect to regulation, there is a need
to demonstrate professional competence. Recent UK government policy
publications (e.g. Department of Health 1999a,b) have led to an increasing
emphasis on expertise being seen in terms of competency and competency
assessment (Manley and Garbett 2000). The nursing profession is also
measuring and assessing expertise and competence through accreditation as
public protection is deemed to be required.
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Second, there are aspirations that, in the UK, the National Health
Service (NHS) will increasingly use evidence as a foundation, as exemplified
by systems to manage and monitor the use of evidence – for example, the
National Institute of Clinical Excellence and the Commission for Health

Box 36.1 Expert nurses’ influence in developing service

As a result of the influential Calman-Hine Report in England and Wales, con-
sultant grade clinician posts were created to facilitate, organize and coordinate
high-quality, comprehensive cancer services. In addition, although they were
not explicitly called for, lead cancer nurse posts began to emerge. These
post were designed to complement the work of the lead cancer clinician by
facilitating the necessary strategic planning to ensure nursing aspects of the
transformed cancer and palliative care services were identified and nurtured.

By 1998, Macmillan Cancer Relief had entered into funding arrangements
to support a number of lead cancer nurse posts in England, Scotland and
Wales, and considered a structured evaluation of these innovative posts was
important and timely.

A study of 12 lead cancer nurses conducted over a 2-year period as they
developed their posts was illuminating in this respect (Booth et al. 2001b). It
was found that despite considerable variation between the 12 sites in terms of
length of time in post, the person’s previous experience and current job
description, all the lead nurses had made notable contributions within their
organizations and had implemented a wide range of service developments.
Three factors were identified as being particularly important in assisting the
lead nurse to achieve their goals:

1 Developing advantageous alliances with those closely associated with the
delivery of cancer services.

2 The ability to recognize and harness the help of powerful colleagues.
3 Accommodating to the climate of change which was current throughout

the duration of the investigation.

Most lead nurses experienced some difficulties in the following three areas:

1 Frequent developments and changes in NHS policy, in addition to Trust
mergers and service restructuring.

2 Restricted resources.
3 Cancer care is organized in a site-specific way, which is problematic when

trying to bring a unifying approach to cancer services.

Overall, this study indicates that success in the lead role was not simply
about ideal characteristics pertaining to the person occupying the lead nurse
post; instead, success was concerned with a working partnership between
the lead nurse and the organization. In addition, it is important for lead nurses
to be supported in dealing with difficult situations that arise both within the
organization and as a consequence of external influences.

Note: This example is adapted from an Executive Summary of the Lead Nurse
Project distributed by Macmillan Cancer Relief.
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Improvement. These institutions reflect the broader underlying movement
of evidence-based practice that is very influential in the UK. The drive for
evidence-based health care provision is an illustration of ‘technical rational-
ity’ and mirrors the scientist practitioner model of professional practice,
outlined earlier. This approach to developing practice, through the identifi-
cation of ‘valid’ sources of knowledge to evaluate their credibility to support
rational decision making (Sackett et al. 1997), sits within the dominant
paradigm within Western thinking of positivist logical empiricism, exempli-
fied in the medical model of health care. Arising from a contemporary
response to the control of risk in a culture of increasing managerialism and
audit (Trinder 2000), evidence-based practice is a product of its time, which
is being challenged by other voices such as the user movement (see Chapter
4) and a recognition that certainly within nursing other types of knowledge
are present and valued (Blomfield and Hardy 2000).

Against this complex background of differing priorities and voices, it is
possible to identify ways in which expert palliative care nursing and nurses
are being developed within the UK. Education, research, quality initiatives
and practice development are variously used to develop practitioners to
become more expert. The nature and impact of education and research and
scholarship on the development of palliative care nursing is explored else-
where (see Chapters 33 and 35). Here we describe the work of two sister
national research and practice development units and consider their impact
upon the development of expert palliative care nursing and what issues this
has raised.

Macmillan Practice Development Units: a strategy
for development

Charities have been important players in the development of palliative care
nursing in the UK, together with higher educational focused on the delivery
of palliative care education and research. We focus here upon the work that
has been undertaken by one of the main cancer charities in the UK, Macmil-
lan Cancer Relief, to ensure that practitioners are appropriately prepared to
deliver expert care to patients and their families.1

As well as supporting people with cancer with information, financial
grants and support, Macmillan Cancer Relief also invests in the funding of
posts in nursing, medicine and other allied health professions. Nurses com-
prise the largest group of health care professionals supported by Macmillan
Cancer Relief. As of December 2002, there were 2029 clinical nurse special-
ists out of a total of 2510 funded posts. The postholders are funded by
Macmillan but are predominantly employed by the acute hospital Trusts
and primary care Trusts within which they work; however, Macmillan
offers ongoing support to these postholders. This support is overseen by the
Department of Education, Development and Support at Macmillan
Cancer Relief through education, provision of resources and research and
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practice development. The Macmillan National Institute of Education has
lecturers located in seven regions of the UK, and these lecturers offer profes-
sional development and support to postholders. Professional resources,
including research reports, syntheses of evidence, other resources and
information, are developed and disseminated to all postholders and
beyond.

Macmillan also fund two Practice Development Units (PDUs), cur-
rently located in Manchester and Southampton. The first unit was funded in
1994 at the Institute of Cancer Research in London (moving to the School
of Nursing and Midwifery at the University of Southampton in 2002), and
the second was established in 1997 at the School of Nursing and Midwifery
at the University of Manchester. The units have core funding, which has
enabled substantial programmes of work to be established and has allowed
for the development of ideas and effective dissemination.

The two units hold common values about practice development and
research. The overarching aim of the work is to improve the care received by
people living and dying with cancer. The ultimate objectives are to support
the provision of practical, realistic and desirable improvements in clinical
practice and to ensure that these improvements have theoretical credibility
(see Kitson et al. 1996). The units are not just concerned with the develop-
ment of knowledge. They also find ways based upon the evidence to pro-
mote the implementation of knowledge into practice. The focus on practice
development is significant, because in addition to the development of new
knowledge (through the undertaking of research), the units are concerned
with understanding how knowledge is (or is not) used in practice. Looking
back on the work since 1994, it is possible to identify several strategies that
have been adopted that facilitate the development of expert practice among
clinical nurse specialists in palliative care and cancer:

1 Production of knowledge to support practitioners and improve the
care for patients. This may be new knowledge obtained through the under-
taking of empirical research, or it may be the synthesis of knowledge else-
where in areas of relevance to practitioners in this speciality. The two units
have focused on different areas, for example the unit now based in South-
ampton has had a strand of work focused upon the management of difficult
symptoms. Examples of this work include developing an intervention to
manage breathlessness (Bredin et al. 1999), understanding the experience of
fatigue (Krishnasamy 1996) and exploring the significance of weight loss to
patients, their carers and professionals (Poole and Froggatt 2002). In Man-
chester, the work has had a psycho-social focus concerned with information
needs and decision making and the psychological impact of a cancer diag-
nosis (Chalmers et al. 2001; Foy and Rose 2001). The endeavour is to under-
stand how to provide and sustain effective nurse-led interventions for these
issues. Understanding nursing delivery and nurses’ work has been important
in several pieces of work, including the practice development role of clinical
nurse specialists (Booth et al. 2003), the work of lead nurses (Booth et al.
2001b) and the development of the provision of palliative care in nursing
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homes through education and clinical nurse specialist work (Froggatt 2000;
Froggatt and Hoult 2002, Froggatt et al. 2002b).

2 Capacity building for clinical practice and research occurs through the
links made between the units and clinical areas. Strengthening the research
base of cancer care and investment in staff through education and develop-
ment are both essential elements of the NHS Cancer Plan (Department of
Health 2000). This reflects the increasing recognition at policy level that
development of capability in research is fundamentally important to the
wider development of high-quality health care. It is therefore considered
vital to extend and enhance research capability within the Macmillan work-
force. Two models of working have been used to date to undertake this
aspect of the unit’s work. In the first, several posts have been established that
allow clinical practitioners to spend time working in the units. Individuals
are either seconded to work in the unit for a specified period of time, or joint
posts are established so that individuals work part-time in the unit and part-
time in practice. Based on this model, the connection between research and
practice is located within particular individuals, who have to bridge these
two worlds. There are costs to this model, not only in terms of finance
because of the higher proportion of part-time staff in any one location, but
also in terms of the time, as senior unit staff have to supervise the work of
these staff members.

In the second model, the research practitioners employed to work full-
time in the unit base their research within the relevant clinical area so that
they are actively present as researchers in clinical practice. The advantage to
the practitioners working in this model is that they are integrated into the
research unit and the whole unit can support individuals. The transition
from practice to research can be a hard one. For some individuals, working
full-time in a research unit, even one that is committed to the development
of practice and using research methods that are participative, this change is
too great and they may return to practice relatively quickly. Other indi-
viduals thrive on an opportunity to step back and be more critical about
issues that relate to practice.

Through both these approaches, the units and the clinical areas are
strengthened. Heightened research awareness and critical skills are present
in the clinical area and the research foci and research approaches adopted
within the units are grounded in the priorities of clinical practice. More
experienced unit staff are also involved in the supervision of master’s and
doctoral students. The project topics can usually complement the unit’s core
programme of work and add to our understanding of expertise in clinical
practice. The units also offer reactive support, usually by telephone, to a
wide range of health care professionals regarding research and clinical prac-
tice projects. This is more usually signposting to the most appropriate source
of information and more local support, but is an important feature of the
work as a resource across the UK.

3 Support of evidence-based practice has been developed within the units
in several ways. The outcomes of the empirical research already outlined are
being integrated into the activity of Macmillan Cancer Relief more cen-
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trally, as their relevance and importance are recognized. A quarterly bulletin
Evidence Update is produced from the Manchester Unit in conjunction with
the University Library and the Christie Hospital Library. This publication
provides accessible, up-to-date information about relevant published evi-
dence in the area of cancer and palliative care nursing. All Macmillan post-
holders have received this directly. In the future, the Update will be available
on the Macmillan website, making it accessible to a wider audience. Library
support services have also been developed.

The following cases (Boxes 36.2 and 36.3) illustrate in more detail the
ways in which the research and practice development undertaken by the
units has helped facilitate the development of expert practitioners within
palliative care and also promoted the expertness of palliative care nursing as
a consequence. In Box 36.2, some of the challenges to the development of
expertness are highlighted arising from a programme of work into the man-
agement of breathlessness. In Box 36.3, the context in which expertise is used
is challenged in a different way, and translation is required across specialities.
This example clearly illustrates that expertise is not static and to be an expert
requires individuals to be able to adapt their knowledge base to suit the
contexts in which they are working.

The challenges of developing expertise in an evidence-based
health care system

Several challenges to the development of expert palliative care nursing can
be identified. While not disputing the need to have a sound basis for the
decisions made about the treatments and care delivered within health
care, an evidence-based practice approach can be very constraining. The
evidence-based practice movement has narrowly defined the meaning of
‘valid’ evidence, placing the highest confidence in only one type of evidence
– that obtained through the conduct of randomized controlled trials. There
are practical and ethical difficulties that exist in generating evidence through
randomized controlled trials in the palliative care population (Hardy 2001).
Other forms of evidence need to be acknowledged and there is a wide spec-
trum that can potentially contribute to the nature of knowledge and expert-
ise. Within palliative care nursing, the nature of evidence will need to reflect
the philosophy that underpins the care of people within this discipline. For
palliative care, the key ideals of holism, multidisciplinary working and the
needs of the patients and their wider carers all impact upon the knowledge
that is required to be an expert palliative care nurse. The user voice (both
from patients and their family carers) also needs to be heard and allowed to
contribute to the nature of the knowledge that is valued (see Chapter 4).

It can also be seen that the promotion of evidence-based care does little
to address how this evidence can be used and what shapes its use. Although
it is assumed that the presence of evidence from systematic reviews is
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sufficient to ensure it is used, wider individual and organizational issues
shape to what extent expert evidence is utilized in practice. Interestingly, the
National Institute of Clinical Excellence, which commissions evidence and
then prescribes its use, is doing this not only on the basis of the scientific
evidence, but also on economic grounds. Best practice is not only about
rigorous clinical evidence, but is also linked to the financial implications and

Box 36.2 Dissemination and utilization of a non-pharmacological intervention to manage
breathlessness: expertise and pragmatics

Over the last 8 years, Macmillan has funded a programme of work in the management of breathless-
ness within the Practice Development Unit, formerly based in London at the Institute of Cancer
Research. As is described elsewhere (Bredin et al. 1999), a non-pharmacological intervention to
manage breathlessness in advanced lung cancer was developed by practitioners at the unit. This
work is currently being disseminated, a number of resources have been developed (e.g. information
booklets and a CD-ROM) and educational courses have been established (Connelly and O’Neill
1999), including a new Master’s module in collaboration with the Macmillan National Institute of
Education. A number of issues have been raised about the dissemination and utilization of this
intervention that pertain to the development of expert nurses.

Froggatt et al. (2002a) have explored some of the issues raised for the unit as it began to
facilitate the dissemination of the intervention and tried to establish networks and resource centres
to support the work. It was interesting to note that despite attendance at training and educational
initiatives that have been developed in the UK, the practitioners concerned still reported feeling
inadequate and lacking confidence to use aspects of the intervention in their own practice (Froggatt
et al. 2002a; Johnson and Moore 2003). Practitioners – clinical nurse specialists in lung cancer and
palliative care as well as other disciplines (physiotherapists and occupational therapists) – perceive
the original researchers involved in the research project as being the experts and continue to look
to them for their expertise and support. Why is this? The evidence for the intervention is readily
available in the form of published papers, resources (e.g. a CD-ROM) and study days.

Johnson and Moore (2003), two practitioners who have used the intervention in their own
practice and who have been involved in teaching others, have explored some reasons for the difficul-
ties in taking this ‘evidence’ and using it in practice. These relate to the differences between doing
research focused on this one study and being a practitioner with competing demands from a number
of people with differing clinical needs. There are organizational issues of how to establish a clinic and
even the appropriateness of this form of service provision for people with breathlessness. They
consider the issue of confidence and propose that this may arise from the demands within the
intervention to work in a therapeutic way with patients (Bailey 1995), which can be threatening to
practitioners if they are not adequately prepared and supported once in practice.

Some practitioners have begun to address these issues for themselves. Early findings from an
evaluation of the Master’s module mentioned earlier indicate that those practitioners who have
attended the module courses have moved on in their practice. For example, where they regarded the
original researchers as experts, as a consequence of attending the module they find themselves
being perceived as the experts in their locality. This duality of inexpertness and expertness held
within one practitioner is an indication of the complexity of the issue. The practitioners were also
addressing issues of translation of knowledge from one setting to another. The empirical research
work was undertaken in an out-patient setting, whereas practitioners wishing to use this intervention
worked in a variety of settings, including hospital wards and people’s homes in the community.
Consequently, expertise in one context has begun to be translated to fit the needs of other settings.
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costs of implementing such knowledge. Kitson et al. (1996) propose that if
the successful implementation of a new initiative is to be achieved – that is,
evidence is utilized in practice – not only is evidence required, but issues of
context (McCormack et al. 2002) and facilitation (Harvey et al. 2002) also
need to be addressed.

In summary, challenges to the development of palliative care nursing
expertise include:

• Valuing the range of evidence that exists within nursing, including
intuitive and non-rational sources.

• Learning from others in other professions and health care disciplines.

• Maintaining expertness and the ability to be creative in the midst of
increasing regulation and prescription from the centre, based on
economic markers.

• Incorporating the user perspective, patients and their carers.

Being an expert is about knowledge, skills to utilize this knowledge and
working in a situated context.

Box 36.3 The provision of palliative care in nursing homes: expertise
in context

There is increasing interest from specialist palliative care practitioners and
educators in the provision of palliative care in nursing homes. The ways in
which palliative care practices in nursing homes are being currently developed
raise a number of questions about the methods of development and assump-
tions about expertise that may be held within palliative care and the nursing
home sector (Froggatt 2001). Clinical nurse specialists have a role to play in
the provision of palliative care in nursing homes, as well as supporting the
development of palliative care practices within this setting (Froggatt et al.
2002b).

In this situation, there is an interplay of two dimensions of expertise out-
lined earlier – the knowledge base and the recognition by others of being an
expert. Clinical nurse specialists in palliative care do have expertise in special-
ist palliative care, but they are also ascribed expertise by nursing home staff
who perceive them to be experts about palliative care. An important question
arises from this ascription of expertise in this context. To what extent can an
expert in one area of palliative care (e.g. specialist palliative care for people
with cancer) be an expert in another speciality (e.g. gerontological care)? In
nursing home care, cancer is not the dominant cause of death, and nursing
home residents live and die with a complexity of chronic conditions that inter-
play to create a different dying trajectory that is likely to be longer and marked
by more uncertainty (Komaromy 2002).

What should be recognized is that a new expertise needs to be articulated
that draws upon the expertise of specialist palliative care as well as gerontol-
ogy to provide end-of-life palliative care for residents in nursing homes that is
diverse enough to encompass the varying needs of this population. 
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Conclusions

The development of expert nursing in palliative care is a complex matter and
draws upon a variety of sources for its energy and momentum. We have
outlined here some of the conceptual issues about the nature of expertise
and being an expert nurse, indicating the various factors that shape how
expert nurses and practice can be developed in the contemporary culture of
the UK health care system.

Promoting the development of nurses to ensure that nursing is
developed is too simplistic a strategy. A multi-pronged strategy is required
that addresses the professional developmental needs of nurses, while at the
same time challenging and changing the organizational contexts within
which they work. We have drawn upon concrete examples of work in situ in
the Macmillan Practice Development Units, which has its roots in research
and practice development. As described in other chapters in this book,
education, research and scholarship, and audit are also important for the
development of expertise among palliative care nurses, which will ultimately
benefit individuals who are dying and members of their families.

Note

1 Marie Curie Cancer Care, another large nationwide cancer charity in the UK,
has also been involved in supporting the educational, research and development
needs of its staff.
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37
Policy, audit, evaluation and
clinical governance

Liz Barker and Sue Hawkett

Introduction

In this chapter, we outline recent UK government policy linking audit,
evaluation and clinical governance. We demonstrate how this has shaped
specialist palliative care services and the implications for professional prac-
tice. Most of the material is drawn from the NHS Plan (Department of
Health 2000d), the NHS Cancer Plan (Department of Health 2000c) and
subsequent documents. Although these deal with services in England, there
are similar policy directions in other UK countries. European developments
have not been addressed.

Where do we begin? What are the connections between policy and clin-
ical practice? Does policy make any difference? And how can clinical nurses
influence the process? These are some of the questions we should consider. It
is important to see how clinical practice is informed and directed by policy
and how practice influences policy. The National Health Service (NHS) for
the UK established some 50 years ago was, and continues to be, founded on
the principle of health care provision for all irrespective of condition or
ability to pay. In 1997, the incoming government signalled a new direction
for health care. The New NHS: Modern Dependable (Department of Health
1997) set out a 10-year plan focusing on improving the quality of care,
proposing a new model which brought together responsibility for quality at
local level with clear national standards. The aim was to reduce variations in
outcomes of, and access to, services, as well as to ensure that clinical
decisions were made based on the most up-to-date evidence and were known
to be effective. There are three main elements to the 10-year plan.

• Setting clear national quality standards through national service
frameworks (NSFs) and the establishment of an independent National
Institute for Clinical Excellence (NICE).

• Mechanisms for ensuring local delivery of quality clinical services
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through clinical governance supported by programmes of lifelong
learning and local delivery of professional self-regulation.

• Systems for monitoring delivery of quality standards in the form of
a statutory Commission for Health Improvement (CHI), a NHS
performance assessment framework together with national patient
surveys.

The policy scene was set, therefore, to provide a framework of national
standards (NSFs) to ensure consistent quality services, based on evidence
(NICE), informed by patients’ views which are monitored (CHI).

Building on the New NHS: Modern and Dependable (Department of
Health 1997), the NHS Plan (Department of Health 2000d) was published,
setting out a vision and investment for a health service for the twenty-first
century designed around the patient. Although major improvements in
health had been delivered, they fell short of the standards patients expected
and staff wanted to provide. The emphasis was to ensure the NHS provided
a service that patients wanted and needed.

It was clear that patients wished to be treated with dignity and respect,
to have clear information about their condition, good communication from
health care professionals and to receive the best possible symptom control
and psychological support. To address these issues, there needed to be major
changes in the way health care was funded and staff worked. This theme was
emphasized again in the NHS Cancer Plan (Department of Health 2000c)
published later in the same year.

How these major shifts in culture would be achieved and what it meant
for professional practice and accountability were set out in the following
subsequent documents:

• Shifting the Balance of Power Within the NHS: Securing Delivery
(Department of Health 2001b);

• Shifting the Balance of Power Within the NHS: The Next Steps
(Department of Health 2002a);

• Delivering the NHS Plan: Next Steps on Investment, Next Steps on
Reform (Department of Health 2002b).

These described how the NHS Plan (Department of Health 2000d) would be
implemented.

Shifting the balance of power

In Shifting the Balance of Power Within the NHS: The Next Steps (Depart-
ment of Health 2002a), the Department of Health outlined the vision for
achieving both organizational and cultural change:

• empowering frontline staff to have a say in the way in which services
were delivered and resources allocated;
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• empowering patients to be informed and active partners in their
care and, most importantly, involving them in the design, delivery and
development of local services;

• changing the current culture by devolving decision-making power to
frontline staff and primary care trusts (primary care trusts) led by clini-
cians and local people, and by building clinical networks across
organizations.

What did this mean for how the NHS was run? A major and radical reorgan-
ization was taking place. The most significant change was devolving 75 per
cent of NHS budgets to PCTs, with the aim of putting power at the frontline
of clinical care. Health authorities, which had in the past been responsible for
commissioning services, were replaced with fewer strategic health authorities.
These authorities had responsibility for developing strategy and performance
managing PCTs, NHS Trusts and Workforce Development Confederations in
order to secure delivery and ensure a consistent approach. In effect, they
managed the NHS on behalf of the Department of Health. Four Directors
of Health replaced the regional offices to become Directorates of Health
and Social Care. Their role was to support and develop the NHS, provide
local contact and performance manage the strategic health authorities.

The development of clinical networks across organizations and sectors
was a key element in changing the culture and devolving decision making to
frontline staff and local people. The concept of networks as an effective
way of delivering services had been developed in the NHS Cancer Plan
(Department of Health 2000c). Thirty-four cancer networks, each serving a
population of between 500,000 and 3 million, are organizational models
bringing together health service commissioners, primary care trusts, pro-
viders (primary and community and hospitals), the voluntary sector and
local authorities. Central to the role of a network is the development of
strategic service delivery plans for all aspects of cancer care, including pallia-
tive care. These plans are fully integrated within the wider planning process
through health improvement programmes, which target health priorities for
the total population and service and financial frameworks matching
resources to priorities.

The success of the cancer networks was acknowledged and provided an
example of how services could be delivered (Department of Health 2002a).
Managed cancer networks were seen to facilitate integrated care, improve
clinical outcomes, develop cost-effective services and to improve patient
experience and equity of service provision. Primary care trusts and strategic
health authorities would be responsible for commissioning services but
would achieve this through cancer networks, which would provide an estab-
lished route for care delivery across the care pathway. It was seen that NHS
Trusts and PCTs would be accountable for the delivery of the cancer targets
and implementing the NHS Cancer Plan (Department of Health 2000c),
working together within cancer networks.

Improvements in commissioning health care would ensure that
(Department of Health 2002b):
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• Patients would be provided with timely, comparable information on
practices and hospitals, which would be updated regularly.

• Patients would be offered a choice of general practitioners (GPs),
hospitals and consultants.

• Where choice was exercised, cash for treatment would follow the patient
irrespective of health care provider.

• Price for units of activity would be set, allowing PCTs to focus on vol-
ume, appropriateness and quality. For this to function, an ‘open book’
relationship was required between PCTs and NHS Trusts.

• Significantly, health resource groups – a system by which a process of
care is costed – and benchmarks would be used to establish a standard
tariff for the same treatment regardless of provider.

• Local commissioning would focus on volume, appropriateness and qual-
ity not price, as this would be fixed using regional tariffs to reflect
unavoidable differences in costs in different parts of the country.

In describing changes for patients, it was stated that ‘Hospitals will no longer
choose patients. Patients will choose hospitals’ (Department of Health
2002b: 22, para. 5.4). This is one of the fundamental principles of delivering
an effective health service.

The most significant policy development for specialist palliative care is
the NHS Cancer Plan (Department of Health 2000c), which sets out four
main aims.

• to save more lives;

• to ensure people with cancer get the right professional support and care
as well as the best treatments;

• to tackle inequalities in health; and

• to build for the future through investing in the workforce, through
strong research and preparation for the genetics revolution.

The plan set out a strategy to bring cancer services up to the level of the best
in Europe and to improve the experience of care for those affected by cancer.
To achieve this, the NHS Cancer Plan outlined a supportive and palliative
care strategy. This would mean that for the first time a comprehensive service
to support patients, families and carers, from the time that cancer was first
suspected through to death and into bereavement, would be established.

Why was such a strategy needed? We know that when the diagnosis of
cancer is first made, it can have a devastating impact on the quality of
patients’ lives. Patients need to have access to information, communication,
emotional, social and spiritual support and good symptom control. Carers
may also need information and support throughout the care pathway and
into bereavement. For this to be achieved, equitable provision of supportive
and palliative care needs to be established in each cancer network and in line
with other national service frameworks, supported by evidence-based service
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guidance and national standards. The provision should reflect partnership
agreements between the NHS, social services and the voluntary sector. One
of the main elements of the supportive and palliative care strategy is
the development of evidence-based guidance developed by the National
Institute for Clinical Excellence (2002). The supportive and palliative care
guidance, being developed in two parts, will provide service delivery recom-
mendations on: the overall organization of service delivery, information,
communication, psychological support services, general palliative care, spe-
cialist palliative care, social, emotional and spiritual support, comple-
mentary therapies, bereavement and carer support. The first part of the
guidance will include a chapter on specialist palliative care and can be found
at www.nice.org.uk. The completed guidance will be available in late 2003.

The direction has been set by national policy on how to deliver a service
that meets the needs of the patient and carers and ensures a quality service
that is continually improving. This is the goal; how will it be delivered?
Specialist palliative care services must be delivered within the context of
evidence-based services, delivered against nationally agreed standards and
monitored both locally and nationally. So what does this mean for specialist
palliative care? By specialist palliative care, we mean care provided by those
specialists who have received additional training and qualifications in pallia-
tive care and acquired considerable practical experience (NCHSPCS 2002b).

All health care delivery must have clear standards, which are evidence-
based, and encompass the concepts of equity, access, effectiveness and effi-
ciency. Specialist palliative care services are no different. Translating policy
into practice means providing evidence of high-quality care, looking across
the whole patient journey, regardless of setting. In specialist palliative
care, as in health care generally, there are failures of coordination and
communication between professionals and services that must be addressed.

In delivering a specialist palliative care service, all the departments must
work seamlessly to create a quality service. We must look critically at the
service we provide, at each part which makes up the whole and how the parts
interlink to provide a seamless service. The quality of service provision
delivered to patients depends on how the organization operates as a whole
(Klein 1998).

Assessing quality in specialist palliative care creates challenges. Quality
improvement is about change and change involves changing practices and
behaviours, the burden of gathering data, additional reporting and external
review, all of which bring added pressures. For change to succeed, it must be
both managed and led (Garside 1998). However, if the culture of the organ-
ization values the contributions of individuals, is open, does not apportion
blame (Department of Health 2000b) and has decentralized decision mak-
ing, this can help facilitate change (Ferguson and Lim 2001; Rycroft-Malone
et al. 2002). The critical role of top management and their leadership in
quality management is emphasized by Thiagarajan and Zairi (1997), who
believe ‘Leadership in fostering an environment where quality is a way of
life sets the foundation for the implementation of quality assurance in an
organisation’ (p. 270).
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Introducing a quality and change culture to staff requires the ability to
demonstrate how the quality approach links with their values and motiv-
ation (Ovretveit 1992). Ownership of quality initiatives and any changes that
arise are vital, as change is successful only when the entire organization
participates (Kanter et al., cited in Garside 1998).

Definitions

Terms associated with quality can be confusing, not least when we look at
definitions. Many alternative quality terms are used interchangeably. Shaw
(1980) illustrates this terminological confusion of titles by identifying 96
possible alternative terms for the activity of measurement and improvement
of the quality of care. The following are several commonly used definitions:

• Policy: a set of ideas or a plan of what to do in particular situations that
has been agreed officially by a group of people, a business organization,
a government or a political party (Cambridge International Dictionary of
English 2002).

• Clinical governance: a framework through which NHS organizations are
accountable for continuously improving the quality of their services and
safe-guarding high standards of care by creating an environment in
which excellence in clinical care will flourish (Department of Health
1998).

• Clinical audit: the systematic and critical analysis of the quality of clin-
ical care, including the procedures used for diagnosis, treatment and
care, the associated use of resources and the resulting outcome and
quality of life for the patient (Department of Health 1989).

• Patient satisfaction: the ultimate validator of quality of care (Don-
abedian 1966). The degree to which the clients’ experience of the service
exceeds their expectations, at a particular time (Ovretveit 1992).

• Standards: a means of applying qualitative or quantitative measures to
which values can be assigned (Williamson 1992).

• Quality assurance: initiatives designed to ensure minimum standards of
(existing) care, and the mechanisms created to identify and deal with
those whose performance does not meet those standards (Buetow and
Roland 1999).

• Quality improvement: approaches that seek to improve care and prevent
poor care on a continuous basis as part of everyday routine (Buetow and
Roland 1999).

Clinical governance places equal attention on accountability for existing
care and improving future care – that is, a combination of quality assurance
and quality improvement. It encompasses national standards and guidelines
and systems for monitoring quality and performance.
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What does this mean for specialist palliative care services?

Quality, partnership and performance are key issues in the provision of
hospice and specialist palliative care services; getting the care right is essen-
tial when time is limited and there is no second chance to improve the quality
of the care. It is important to choose a suitable measure, one that reflects the
goals of care, to reduce pain, discomfort and anxiety (NCHSPCS 1995;
Hearn and Higginson 1997).

But how can this be measured? The National Council for Hospice and
Specialist Palliative Care Services (NCHSPCS 1999) produced a briefing
bulletin that looked at the definition and measurement of quality in pallia-
tive care. The NCHSPCS suggested that the quality framework shown in
Figure 37.1 may be useful when examining the quality of specialist palliative
care.

Policy objectives can be summarized as:

• All people with life-threatening illness and their families should have
access to palliative care appropriate to their needs.

• Access should be when and for as long as they need it.

• The care provided should produce the intended benefits of that care.

• Care should be provided in a way and in a place that is acceptable to
those receiving it.

• The cost of providing care should be the least, which is appropriate
to the service being provided.

Current national standards applicable to specialist palliative
care services

Currently, there are three main sets of national standards that apply to
specialist palliative care services:

• the draft national specialist palliative care standards issued to cancer
network in September 2001 (NCHSPCS 2001);

Figure 37.1 Quality framework.
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• the Manual of Cancer Standards (Department of Health 2001a); and

• the National Care Standards.1

It should be noted that not all of these standards apply to all settings. The
draft national standards and performance indicators for specialist palliative
care will be reviewed following the publication of the NICE guidance on
supportive and palliative care and become part of the Manual of Cancer
Service Standards. These national standards will apply to all specialist pallia-
tive care services regardless of setting. Standards for individual providers
such as those developed by Trent Hospice Audit Group (1998), Health
Quality Service (1999) and Quality by Peer Review (2001) need to demon-
strate compatibility with the national standards.

An assessment of how far palliative care services are meeting these
standards and providing care that satisfies patient and family need, requires
the development of performance indicators. Performance indicators can be
both proxy and direct. Proxy performance indicators may be the presence or
absence of a multi-professional specialist palliative care team, since evidence
suggests that such a team does improve the quality of care, or the use of
evidence-based guidelines. Direct performance indicators measure how
far pain control has been effective for individual patients, with results
aggregated to provide an overall indicator.

In addition to the development of national standards, health resource
groups and health benefit groups will be established. Health resource
groups will establish standard tariffs for specific treatments and costs per
case within specialist palliative care services and are being developed by the
NHS Information Authority. This work links with the developing Cancer
Data Sets, which will include palliative care. The NCHSPCS, supported by
the Department of Health, currently collect data for the Minimum Data
Set. The aim of this work is to ensure that a database is available that will
inform national policy and assist networks in developing network-wide
strategies and service delivery plans in conjunction with PCTs.

Manual of Cancer Service Standards

The Manual of Cancer Services Standards (Department of Health 2001a)
was developed from the series ‘Improving Outcomes in Cancer Care’ on
breast, colorectal and lung cancer. The manual sets out arrangements for
cancer networks. Currently, the standards apply to cancer and palliative care
services provided in secondary care. These standards provide the basis for
the Cancer Peer Review visits and assessment.
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The National Care Standards Commission

The National Care Standards Act (Department of Health 2000a) estab-
lished the National Care Standards Commission (NCSC), which is a
non-governmental, independent organization, and in April 2002 replaced
the Registered Homes Act 1984 (under which hospices were previously
inspected). This Act applies to all independent health care providers – that is,
those not part of the NHS, which includes hospices and a total of 38,000
private health care establishments.

The NCSC was established to provide a means of regulating private
and voluntary health care. Eighteen days after being established, a press
release announced that all inspections of health care would fall under a
new body, the Commission for Health Audit and Inspection. This will be a
combination of the Commission for Health Improvement, the Audit
Commission and the NCSC. This new body will require new legislation,
but will ultimately be responsible for regulating the quality of all health
services provided by both the National Health Service and the private
sector.

Clinical governance

As mentioned earlier, in 1997 the British government introduced a statutory
duty of quality on the NHS, that of clinical governance (Department of
Health 1997). All NHS providers are bound by this duty of quality. Although
there is no legal obligation for voluntary hospices to be bound by clinical
governance, hospices care for NHS patients under service level agreements
and are in receipt of NHS funding. Acknowledging their independence, the
NCHSPCS defined clinical governance for voluntary hospices as:

An internal framework through which voluntary sector providers of
hospice and SPC [specialist palliative care] demonstrate accountability
for and ensure continuous improvement in the quality of their services
for patients and those who care for them and the safeguarding of high
standards of care by creating an environment in which clinical care will
flourish.

(NCHSPCS 2000: 9)

This definition recognizes the independence of voluntary hospices, which
are responsible for their own affairs and are accountable to the general
public. The expectation for voluntary hospices is that the NHS will want to
see evidence that arrangements are in place to ensure quality of care similar
to that in the NHS.

Clinical governance gives us a framework which encompasses many
elements of quality improvement. Assessing quality involves measurements
in several domains (see Figure 37.2). However, many questions about quality
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converge on one central theme: what does it mean to provide quality care,
how can quality be measured and what information do we need to assess
quality? Currently in specialist palliative care there is no single system avail-
able that incorporates all these elements, but examining quality in any of the
dimensions requires collection of data and then analysis of that data.

Quality of what, perceived by whom?

Quality improvement and the evaluation of palliative care are important to
improve the quality of that care, to increase client satisfaction, to assess the
costs of palliative care and to allow comparisons between interventions
(Normand 1996). But whose quality? Ovretveit (1992) proposes that quality
should be viewed from three perspectives – client, professional and man-
agement – to ensure integrated, comprehensive and appropriate standards
are developed. Much has been written about the different perceptions of
quality and the fact that professionals view quality from a different perspec-
tive than patients. Professionals view technical expertise designed to make us
better (i.e. outcomes of care) as being a marker for quality, whereas patients

Figure 37.2 Key elements of clinical governance.
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view the quality of clinical care and services as a whole (i.e. how long they
had to wait to be seen) as being more valuable (Ferguson and Lim 2001).
It is therefore important to remember this distinction when critically examin-
ing the quality of care and provision of a service and to encompass the
perspectives of all stakeholders.

Common quality principles

Although it is acknowledged that the settings for delivering palliative care
are different, and have characteristics unique to that setting, there are many
common issues and, within quality terms, common principles: ‘Regardless
of the setting, for an organisation to be effective and therefore survive and
prosper, management must have an understanding of the external environ-
ment in which the organisation operates and must anticipate and respond to
change’ (Ginter et al. 1992: 254).

One of the biggest challenges currently facing health care has been the
speed of change and the emphasis on quality. Government has sought
through its White Papers to seek improvements in the quality of care. Specif-
ically, clinical governance requires that a comprehensive programme of qual-
ity improvement is in place in health care organizations. This is linked to the
fact that societal changes have resulted in people being more consumer-
orientated, less deferential and expecting greater accountability from profes-
sionals (Campbell et al. 2002). Technological advances, the drive to improve
safety and quality of care and the need for accountability are challenging
traditional and management system approaches and attitudes to care (Moss
and Garside 2001).

The organizational context for quality improvement initiatives is a
crucial determinant of their effectiveness (Walshe and Freeman 2002). Suc-
cessful implementation requires cultural change and three fundamental
steps:

• creating the necessary public awareness and consensus;

• ensuring health care professionals have the necessary knowledge, skills
and tools for implementation; and

• ensuring organizational and other systems are created to sustain or
extend change.

This final step puts the processes in place to ensure that high-quality
care becomes part of the basic fabric of our society (Teno et al. 2001).
Measurement provides the foundation for these and audit the evidence of
opportunity for improvement.

What this means in practice is that standard-setting, audit, evaluation
and all the components of a quality programme cannot be viewed in isol-
ation from the organization and how it functions. Leadership is key, with
strategic thinking, vision, knowledge-building, collaboration, persistence
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and management commitment important components to successful
implementation.

The reality is no longer shall we use a system of quality improvement (to
not do so would be an abrogation of professional and organizational
responsibility; Walshe and Freeman 2002), but which one to use and how to
use it. The following are examples: the Trent Hospice Audit Group (1998),
Quality by Peer Review (Barker 2001), Support Team Assessment Schedule
(Higginson and McCarthy 1989) and the Palliative Care Outcome Scale
(Hearn and Higginson 1999).

What does this mean for practice?

Working within this current climate of change is challenging for any
health care provider, not least providers of specialist palliative care. How can
an individual provider of specialist palliative care demonstrate that it is
providing high-quality care and a high-quality service?

Holistic multi-professional care underpins the philosophy of specialist
palliative care; therefore, any attempts to measure that care should reflect the
holistic nature of that care and the multi-professional delivery. Quality must
encompass the whole organization, with the creation of a positive culture to
enable quality to become part of everyone’s business all of the time. Clinical
governance provides a framework to enable the disparate activities of
quality improvement to be brought together coherently.

In 2001, the NCHSPCS undertook a survey of all independent hospices
in England and Wales to establish how many hospices had implemented
clinical governance, the results of which are shown in Figure 37.3.

With the advent of clinical governance and the National Care Standards
Commission, a number of providers have adopted external systems of
review such as Quality by Peer Review and Health Quality Service. These
systems propose to enable organizations to demonstrate compliance with
national standards. Providers have adopted a number of more general
approaches, such as Investors in People – whose focus is staff develop-
ment – and adaptations of industrial quality systems, such as ISO 9000.2 The
European Foundation for Quality Management3 has a non-prescriptive
model, which assesses an organization’s progress towards excellence. Some
have adopted standards, such as the Trent Hospice Audit Group (1998), or
specific mini audits, such as the Palliative Care Outcome Scale (Hearn and
Higginson 1999) and the Support Team Assessment Schedule (Higginson
and McCarthy 1989). For primary care, the Gold Standards Framework
(Thomas 2001) and the Liverpool Integrated Care Pathway (Ellershaw et al.
2001) provide frameworks.

Providers of specialist palliative care services need to decide whether to
adopt existing schemes or develop a quality approach themselves. If the
former, then a number of questions should be posed in the selection process
(Walsh and Walshe 1998):
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1 What is the primary purpose of the scheme?

2 Is participation voluntary? How many organizations have participated?

3 At what level are the standards set, how were they developed, what do
they cover and how are they measured?

4 Assessment method: Which data are needed? Who are the external
assessors? How were they selected and trained?

5 Presentation of results: How is feedback delivered? Is it confidential to
the organization?

6 Impact and follow-up: What is known of the effects on other
organizations that have gone through the process and how will the
process be followed up?

7 Costs: What are the fees charged? What are the opportunity costs in
terms of time and preparation?

Using an existing external accreditation/review system can have benefits
beyond those associated with just the assessment process, in terms of sharing
good practice, collaborative working and benchmarking (Barker 2001). For
those who choose to go it alone, some of the quality theories are discussed
later.

Different settings for the provision of palliative care services

Palliative care is provided in a variety of settings by generalists and special-
ists: home, hospice, nursing home and hospital, with the latter remaining the

Figure 37.3 Clinical governance (CG) in voluntary hospices (after NCHSPCS
2002a).
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most common setting in which people die. Each of these will face different
challenges when looking at audit, evaluation and clinical governance.
However, similar principles apply (Garside 1999). A large part of in-patient
specialist palliative care services are provided within the voluntary sector, as
can be seen from Table 37.1.

Hospices and in-patient specialist palliative care services

The concept of hospice care grew out of the failure of the State to provide a
cradle-to-grave service of the right quality (Clark 1993). As of 2002, there
were 208 hospice units, of which 56 were NHS units and 152 were voluntary
hospice units.4

Specialist teams

The evaluation of specialist teams will depend on whether they are based in
a hospice, hospital or community as part of a primary care trust. Important
issues for specialist palliative care teams in hospital and community relate to
their role as an advisory team. How do you evaluate the advice given and
how do you know whether that advice was actually followed in the first
place? It is difficult separating the effect of a team from the effects of the
input of specialists (Hearn and Higginson 1998). Donabedian (1988) also
recognized this as a problem, noting that changes to a patient’s health
status (outcome) reflect all contributions to his or her care, including that of
the patient; however, the direct effect of therapy interventions can be dif-
ficult to isolate. When looking at clinical incidents, the errors or omissions
may be those of others outside the specialist team. How do you audit/
evaluate other people’s practice? How do you raise the expectations of what
basic quality palliative care is? ‘For there to be a general improvement in
the care of the dying, there must be consistent changes in the practice of a
variety of clinicians who are not specialists in palliative medicine’ (Butler
et al. 1996: 33–4).

General palliative care

General palliative care is integral to good clinical practice and is provided
by doctors, nurses and other health care professionals in hospitals, the

Table 37.1 UK hospice and specialist palliative care services

Services n

Hospice units 208
Home care 334
Hospice at home 78
Day care 243
Hospital support teams 221
Hospital support nurses 100
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community and care homes. In her Gold Standards Framework, Thomas
(2001) proposes three ‘acid tests’ for evaluating care:

• Can we improve outcomes for hard measurable areas such as home
death rate (or place of choice) and fewer crisis hospital admissions?

• What is the patient’s and carer’s experience of care?

• If a member of our family had cancer, what kind of care would we want
for them?

Integrated care pathways

Integrated care pathways provide a method for implementing and monitor-
ing best practice, and incorporating accepted guidelines and protocols into
health care settings (Kitchener et al. 1996). Ellershaw et al. (2001) have
developed the Liverpool Integrated Care Pathway for the Dying, which
looks at the last 48 hours of a patient’s life, enabling evaluation of the
quality of care provided. This has been adopted as an evaluative and
educational tool within a number of secondary and primary care settings.

Theorists and models of quality

As mentioned earlier, for those who wish ‘to go it alone’ there are a number
of models that may be of assistance. Throughout the years, different theor-
ists and models have been proposed as being appropriate for audit and
evaluation, some of which are described below.

Donabedian (1980) provided a framework for quality assurance and
standards development that consist of three interrelated components:
structure, process and outcome. Structure is used to describe the physical,
organizational and other characteristics of the system that provides the care.
Process refers to the actions and behaviours and activities required of staff
in giving the care as well as the care itself. Donabedian’s structure, process
and outcome has been used as a basis for developing standards.

Maxwell (1992) saw health care quality as more multi-dimensional than
Donabedian and introduced six dimensions of quality equity, access,
fairness, relevance, effectiveness and efficiency. These six dimensions of
quality equate closely to the national service frameworks.

The components of Donabedian’s structure, process and outcome and
Maxwell’s six dimensions of quality can be combined and used as a Don/
Max grid (see Table 37.2) to identify what aspects of performance in a
particular service are not covered adequately.

The PDSA cycle

Another virtuous circle as a tool, the PDSA cycle (Deming 1986), seeks to
achieve continuing sustainable quality improvement. There are three key
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questions to answer in the ‘Plan–Do–Study–Act’ (PDSA) cycle, which can
be addressed in any order:

• What are we trying to accomplish?

• How will we know that a change is an improvement?

• What changes can we make that will result in improvement?

Standard setting

Clinical governance and the quality assurance cycle require standards to be
set, which provide a baseline against which performance can be measured.
‘They express values which are derived from changing knowledge, increasing
sensibility, shifts in power and new perceptions of interest’ (Williamson
1992: 121). Establishing clear, appropriate and acceptable standards is a
fundamental problem in quality assurance work (Ellis and Whittington
1993). Any standards written should meet the RUMBA criteria (Wilson,
cited in Higginbottom and Hurst 2001): relevant, understandable, measur-
able, behaviourable and achievable. Standard setting is, however, only a part
of the quality cycle. It is better to write fewer standards and complete the
audit cycle than to concentrate on writing many standards, which have no
associated audit programme with them.

Audit cycle

Audit can begin at any point in the cycle. Standards or goals are set, which
are compared with reality by observing practice, and the results are fed back
to improve practice and new standards are set. The audit cycle is then
repeated. Completing and repeating the audit cycle creates a quality spiral
(Department of Health 1997).

Patient satisfaction

Patient satisfaction is at the heart of quality assessment (Department of
Health 1998) and has been cited as the ultimate validator of quality of care
(Donabedian 1966). Many tools have been designed to measure patient

Table 37.2 Don/Max grid (after Hurst 2002)

Donabedian

Maxwell Structure Process Outcome

Effectiveness
Acceptability
Efficiency
Access
Relevance
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satisfaction, although there is little specifically in relation to palliative care
services (Fakhoury 1998). Fakhoury addresses some of the methodological,
theoretical and technological issues related to using satisfaction as a measure
of the quality of palliative care.

Multi-dimensional models of satisfaction with palliative care that would
evaluate the care delivered taking into account the carers’ and the
patient’s views and experiences are highly needed if we are to have an
accurate assessment of carers’ and patients’ satisfaction with palliative
care services.

(Fakhoury 1998: 174)

Peer review

Multidisciplinary teamwork is the hallmark of palliative care audit, and peer
review as part of the quality improvement programme must be multi-
professional in its approach to reflect this philosophy. Multidisciplinary
involvement in the process of peer review both for the reviewer and the
reviewed means that individuals gain a much greater understanding of the
organization as a whole and the value of teamwork. The National Council
for Hospice and Specialist Palliative Care Services describes peer review as a
valuable aspect of collaborative audit, having similar benefits to external
assessment, but less threatening, ensuring assessors have local knowledge
and the most relevant expertise (NCHSPCS 1997).

For peer review to succeed, there has to be a climate of mutual support
and trust that encourages an innovative dynamic approach to problem
solving (Morrison 1992). The most common reason why peer review fails
is lack of support in the form of leadership and top management
commitment.

Peer review can be external, as in systems such as Health Quality
Service (1999) and Quality by Peer Review (2001) or internal within an
organization.

Figure 37.4 Audit cycle.
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Conclusions

Quality and its measurement is vitally important in the current climate of
health care; however, the measurement of the quality of a service or the
effectiveness of an intervention cannot be viewed in isolation. Quality and
the culture of an organization are two sides of the same coin.

Patients’ and professionals’ views of quality differ and we must accom-
modate this in our measurement. We must also remember to close the loop,
where areas for improvement have been identified, a plan of action must be
agreed and implemented, then the service re-evaluated.

We live in the roaring climate of change, a current so powerful today
that it overturns institutions, shifts our values and shrivels our roots.
Change is the process by which the future invades our lives, and it is
important to look at it, not merely from the grand perspectives of his-
tory, but also from the vantage point of the living, breathing individuals
who experience it.

(Toffler, in Wright 1992: 3)

Notes

1 Cabinet Office (2000) Care Standards Act, Chapter c. 14 (http://www.hmso.
gov.uk/acts/acts2000/20000014.htm).

2 ISO 9000 (2000) available at http://www.iso.org.uk/index.htm.
3 European Foundation for Quality Management (2002) available at http://

www.excellenceteam.com/excel_model.htm.
4 Hospice Information (2002) Directory 2002: Help the Hospices (http://www.

hospiceinformation.info).
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38
Leading and managing nurses in a
changing environment

Matthew Hopkins

The leadership and management of nurses across the hospice and specialist
palliative care world is undergoing a transformation. Complex drivers are
underpinning this change, including:

• The changing needs and expectations of patients, carers and other ser-
vice users, including demands for quicker access to services/in-patient
beds and better information about treatment options.

• Health care commissioners are demanding improvements in access to
services, quality of care and value for money.

• Voluntary sector organizations are facing increasing difficulties in secur-
ing adequate levels of charitable income to meet the cost pressures of
increased patient throughput and dependency.

• Changes to the organization of palliative care delivery due to the intro-
duction of clinical governance and the move towards a more flexible
workforce.

These drivers are impacting against a backdrop of an inadequate supply of
motivated and well-trained nurses, which are so fundamental to the care and
management of dying patients and their families. Thus, the demands on
nurse managers and leaders to seek new ways of working to optimize their
current resources become greater and more challenging.

In this chapter, I aim to provide palliative care nurses with a framework
for leading and managing nursing teams, within the constraints of a
changing environment, to deliver the highest quality of nursing care possible
to their patients. Some of the key environmental changes that have impacted
on palliative care nursing are briefly discussed and a new model of nursing
management is introduced. This new model, which comprises five com-
ponents, aims to address the complexities of managing nurses within the
palliative care workplace. It should be stressed that these components are as
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important to senior nurses as they are to clinical nurse specialists or to
nurses just embarking on a leadership role for the first time.

Many of the points made in this chapter, while originating from main-
stream nursing settings and health care organizations, I consider to be trans-
ferable to the palliative care setting. The key message here is that to achieve
the right outcomes – in other words, doing the right things right – nurse
leaders and managers must take account of the changing context in which
they conduct their roles and deliver their services. They must, above all
else, be consistent in their behaviour and actions with their teams and
professional colleagues to be truly effective in their role.

The changing landscape

Over the past decade, there have been significant changes to the environment
in which nurses practise. In the UK, these changes were driven by the
implementation of a range of government-led initiatives, including:

• a shift towards a more customer-focused service with core standards of
care that patients and their carers could expect to receive (Department
of Health 1991);

• changes to professional regulation, brought about by the introduction
of self-regulation, with the aim of developing and improving nursing
professionalism (UKCC 1994).

Specialist palliative care services responded positively to these initiatives and
developed their services to meet the needs of patients and improve the pro-
fessional development of their nursing staff. However, these radical changes
are essentially behind us and there are now perhaps more significant land-
scape changes taking place. The following issues, which I consider to be
having a significant impact on specialist palliative care services in the UK
and elsewhere, will be briefly discussed:

• Clinical governance – a driving force for change?

• Structural change and the drive for efficiency.

• The flexible workforce – shortages, pay, job evaluation.

Clinical governance, structural change and the
flexible workforce

Clinical governance – a driving force for change?

As stated in Chapter 37, clinical governance was established as a central
theme in the UK Government White Paper A First Class Service: Quality in
the New NHS (Department of Health 1998). One of the aims outlined in this
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policy document was to strengthen clinical accountability. This was seen as
the key to strategic control of the National Health Service (NHS), since it
established a framework for providing evidence-based and rigorously
audited practices, as well as professional accountability for those practices.1

It was also intended as a systematic approach to quality assurance and
improvement at local service level. The definition of clinical governance
given in the original document was: ‘a framework through which NHS
organisations are accountable for continuously improving the quality of
their services and safeguarding high standards of care, by creating an
environment in which excellence in clinical care will flourish’ (Department
of Health 1998). In all areas of health care delivery, clinical governance has
become a driving force of modernization. It has forced a sea change in
the thinking of nursing leaders and has challenged traditional nursing strat-
egy. One of the overarching principles of this new approach is to make
health care work ‘at the level of people’ rather than solely on a theoretical
level.

Palliative care services have been proud of their reputation for high-
quality care and many services had already made significant progress with
quality improvement strategies (Naysmith 2000). However, it has been noted
that ‘Clinical Governance offers a more systematic and reliable way of
achieving continuous quality improvement than the methods employed by
most hospices hitherto’ (NCHSPCS 2000).

One example of this more structured approach is the requirement to
involve patients and the public in service design, and to establish forums for
patient representatives to feed back their experiences as users of the service.
While some palliative care services have conducted satisfaction surveys (e.g.
Addington-Hall et al. 1991; Clumpus and Hill 1999), few have in the past
established systems for involvement of patients in service development. One
reason given for this is that the bias inherent in these types of surveys, due to
the sensitivities around interviewing dying patients and bereaved relatives of
patients, adversely influences the survey results (Seymour and Ingleton 1999:
65). However, within a clinical governance framework, this rationale is no
longer acceptable and palliative care services are now expected to involve
patients and other service users more openly and proactively.

Another example is the move to integrate clinical effectiveness pro-
grammes into standard clinical practice. Specialist palliative care profes-
sionals have traditionally been at the forefront of the experimental use of
pharmaceuticals and complementary therapies to manage distressing symp-
toms of advanced disease (Hadfield 2001). However, the new emphasis on
evidence-based medicine challenges the historical practices of these pallia-
tive care professionals and forces neighbouring organizations to work
together, sometimes for the first time, in designing collaborative research
studies and in sharing resources for education and training (Naysmith
2000). The development of multi-centre evidence-based care pathways and
clinical guidelines (e.g. in cancer pain management: Finlay et al. 2000) is
another example of the positive way that clinical governance is impacting on
palliative care practices.
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These examples help to demonstrate the significant cultural shift
required within palliative care services to improve the quality of services to
patients. The challenges to traditional palliative care nursing practices that
have no robust evidence base is leading to a review of the way that nurses
organize themselves and care for their patients. Table 38.1 outlines some of
the complex demands placed on nursing teams by the clinical governance
agenda.

One of the key future challenges for palliative care nurse leaders is how
to embrace the concepts of clinical governance and successfully integrate
them into standard practice. As the list of activities in Table 38.1 demon-
strates, the agenda is long and complex. Therefore, to meet this challenging
agenda, the skills and abilities of nurses need to be optimized and continu-
ally updated, and the traditional practices reviewed, validated and, where
necessary, new ways of working established.

Structural change and the drive for efficiency

The drive for improving efficiency in health care delivery across the Western
world has stimulated a massive amount of restructuring in health care
organizations, particularly in the UK. This restructuring has been instigated
by the incumbent government, through the publication of a number of pol-
icy documents, as outlined in Table 38.2. The key structural changes that
transpired from these documents, and their impact on specialist palliative
care services in the UK, are outlined in Table 38.3. Within the hospice and
palliative care sector in the UK, these structural changes have impacted on
working relationships and partnerships within local communities and clin-
ical networks. For example, as outlined in Table 38.3, neighbouring hospices
are now required to work together across a geographical region or network
to ensure that there is parity of service provision. However, faced with escal-
ating costs, many UK hospices have struggled to attract adequate charity
revenues to meet increasing expenditure2 (NCHSPCS 1997). Therefore, the
combination of structural change, greater demands for efficiency and lower
revenues has led to some organizations undergoing major restructuring to
create a more streamlined, integrated structure that emphasizes the seamless
connection between institutional and community-based palliative care
services.

This drive for greater efficiency has forced specialist palliative care ser-
vices to demonstrate that they deliver evidence-based practice, including the
use of evaluative research and outcome measures, in order to justify increas-
ing costs. The new landscape is also leading to shifts in organizational cul-
tures within the hospice sector. Traditional leadership styles are being
replaced by business and commercial sector ideologies, for example organ-
izations are now led by ‘chief executives’ rather than ‘medical directors’.
Meanwhile, frontline staff often struggle to maintain the traditional atmos-
phere and ethos of the organization. An example of this struggle is the
conflict created when bed occupancy levels are used as a measure of organ-
izational efficiency. For example, there may be instances where there is
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Table 38.1 Demands on nursing teams related to the clinical governance agenda

Components Examples of activities

1. Patient/service
user and public
involvement

Strategy and implementation plans for patient/service
user and public involvement work
‘Customer’ care practice to ensure patient’s/service
user’s privacy, dignity and confidentiality about
themselves and their treatment (e.g. codes of conduct,
attitudes and behaviours of staff)

2. Clinical audit Integration of clinical audit with quality improvement
programmes; for example, to audit compliance with
evidence-based practice protocols, guidelines and care
pathways (e.g. pressure area care, last 48 hours)
Dissemination of lessons learned and quality
improvements as a result of clinical audits

3. Risk management Integration of all risk management activities (clinical,
non-clinical, health and safety)
Prevention and control of specific risks; for example, drug
incidents, use of medical devices, lone workers,
infections, pressure sores, violence/self-harm

4. Education, training
and continuing
personal and
professional
development

Links between training and continuous professional
development (CPD) programmes and wider quality
improvement programmes, and with individuals’
personal development plans
Time, financial and other support for staff
undergoing formal education and for individuals’ CPD
activities

5. Clinical
effectiveness
programmes

Implementation and application of effective clinical
practice (e.g. evidence-based guidelines for wound care,
syringe driver use)
Training for staff (e.g. in critical appraisal skills, literature,
database and internet search skills)

6. Staffing and staff
management

Performance appraisal, clinical supervision and
mentoring schemes
Deployment of appropriate staffing and skills; for
example, minimum ‘safe’ numbers and mix, schemes of
delegation and supervision, protocols for staff working in
extended roles (e.g. nurse prescribing)

7. Use of information
to support clinical
governance and
health care delivery

Health care records systems, including electronic patient/
service user records (including communication of patient
information with staff from other organizations)
Processes to ensure confidentiality of information about
patient/service users; for example, application of Data
Protection Act (UK legislation on the control of
information)

Source: Adapted from the ‘Seven Components of Clinical Governance’ framework devised by
the Commission for Health Improvement (2002).
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pressure on ward-based nursing staff to have a fast turnover of patients,
sometimes facilitating early discharges or moving deceased patients off the
ward soon after they have died, in order to accommodate a new admission.
For some staff, this managerial pressure compromises the traditional
nursing practices that are so much part of the hospice ethos and philosophy.

Inevitably, the need to adapt to an environment of greater scrutiny and
performance review has driven palliative care providers to have more robust
and responsive strategies for effectively managing their people. For example,
the introduction of organization-wide professional development pro-
grammes to give staff better access to training and development, and the
development of systems of open communication to engage and involve staff
in change management.

But what does this mean for nurses? In real terms, it means busier wards
and heavier caseloads. It also produces a requirement to work more flexibly
and effectively, both individually and in teams. However, on the upside, it
should also mean more effective individual performance management and
development processes, including the realization of individual potential and
of innovative new ways of working.

Table 38.2 Main policy documents that led to structural changes in health care
organizations

Title Key themes

The NHS Plan: A Plan for
Investment, a Plan for Reform
(Department of Health 2000b)

Sets out a long-term plan for reform and
performance improvement within the NHS to
ensure that it provides fast and responsive services
at a consistent level of quality across the country.
Also sets out strategies for cutting waiting time for
treatment and improving health and reducing
inequality

The NHS Cancer Plan: A Plan
for Investment, a Plan for
Reform (Department of Health
2000c)

Provides a detailed account of the government’s
comprehensive national programme for investment
in and reform of cancer services in England, which
aims to reduce death rates and improve prospects
of survival and quality of life for cancer sufferers by
improving prevention, promoting early detection
and effective screening practice, and guaranteeing
high-quality treatment and care throughout the
country

Modernizing the NHS: Shifting
the Balance of Power in
London (Department of Health
2001)

Set out changes to the way NHS organizations
were structured to shift the balance of power to
patients, the public and the frontline clinical
teams involved in their care and lead to
improvements in efficiency and effectiveness of
health care delivery
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The flexible workforce – shortages, pay, job evaluation

Within most service sector organizations, the most important resource is the
people and much of the future success of health care services depends on the
performance of those people. To complement the clinical governance-
inspired service quality improvements and the structural change required
to improve efficiency of service delivery, the UK government recognized
that, to close the gap between present and desired level of service quality,
workforce issues would need to be addressed, including:

• enhancing the skills of existing staff through training or professional
development;

• developing a new group of staff with a set of skills and competencies to
fit the new circumstances (Department of Health 1999).

The invisible workforce

The predictions that the nursing shortage of the early twenty-first century
will be more severe and have a longer duration than has been previously

Table 38.3 The impact of structural changes on specialist palliative care services

New structure
Impact on specialist palliative care
services

Primary care trust (PCT)
Organizations established to assess
need, plan and secure all health services
for their care community. They provide
most community services and
commission health care delivery,
working in partnership with secondary
care providers and voluntary sector
organizations (e.g. hospices)

Commissioning arrangements now
managed and prioritized by local primary
care delivery unit. This could threaten
funding for specialist palliative care in
some localities and lead to duplication of
service provision

Clinical network
Organizations established to bring
together service providers to coordinate
the provision of secondary and specialist
services

Palliative care providers are now forced
to work together across geographical
boundaries to achieve parity in service
provision. This could threaten the
structure and practices of some
providers

Strategic health authority (StHA)
Established to replace health authorities
and be responsible for the strategic
development of the local health service
and the performance management of
PCTs and NHS Trusts

The relationship with the StHA is vital to
ensure that local service development
does not serve to increase the
fragmentation of palliative care provision
within geographical regions
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experienced means that traditional strategies for recruiting and retaining
staff will have limited success. The ageing nursing workforce, low
unemployment and the global nature of this shortage compound the usual
factors (earnings, multi-care delivery sites, the need for experienced nurses
with specialized skills) that contribute to nursing shortages (Nevidjon and
Erickson 2001).

Like other health care providers, hospices and specialist palliative care
providers must be innovative in their recruitment of nursing staff at all levels
and settings within the organization. They must differentiate themselves
from other employers, be committed to adopting and implementing flexible
working and family-friendly policies, be competitive on pay and conditions
and aim to establish a reputation as a ‘good’ employer.

Flexible working

The key to ensuring effective service delivery under competitive workforce
market conditions is to re-orientate and integrate workforce planning cap-
acity across professional groups and disciplines to identify the skills and
roles needed to meet evolving service needs. Flexible working schemes that
match day-to-day nurse staffing with fluctuating workload demands are
vital.3 These working patterns must be efficient and also support nurses in
maintaining a balance between their work and personal life (Buchan
2002).

One of the drivers for this change in approach in the UK was the
White Paper Agenda for Change (Department of Health 2000a) imple-
mented across the NHS to support the modernization agenda, helping to
re-design jobs around the patient. As a response, some UK hospices are
also adopting wide-ranging reforms to their pay and conditions, imple-
menting flexible working schemes to enhance the efficiency of their staffing
resource management, enabling the right people to be in the right place at
the right time.

As part of the implementation of Agenda for Change, job descriptions
for clinical and non-clinical roles (excluding doctors and senior managers)
were evaluated against five categories – responsibility, freedom to act, know-
ledge, training and experience, skills and effort and environment – and each
was given a weighting according to their relative importance and on an
equal value basis. There is little doubt that job evaluation will have an
important impact on nursing management in the voluntary hospice sector.
The contrast between levels of responsibility and skills required in acute
NHS units and voluntary sector hospices may be problematic. This process
may also create barriers to the transfer of staff from the NHS, the major
source of recruitment, to voluntary sector organizations that have not kept
pace with these changes or are not paying comparable rates of pay. There-
fore, nurse leaders and managers in the hospice sector must monitor this
process closely and develop action plans for securing the necessary trained
nursing staff to deliver care to patients across the various palliative care
settings.
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Summary

In summary, these are just three of the complex changes happening to the
landscape of specialist palliative care delivery in both the mainstream
health care and the voluntary sectors. Nurse managers and leaders must
take stock of the impact of these changes on their staff, their organization
and their profession. They need to adopt a new and innovative approach
to their roles, planning for the impact of these changes and developing
contingency plans and strategies for retaining, developing and growing
their nursing teams. They must view the service they deliver from a differ-
ent angle, first from the viewpoint of patients and their families and,
second, using an objective measure of performance – in other words,
looking from the outside in. They should ask themselves: is my nursing
team delivering the best care possible by the right people and can I dem-
onstrate evidence that the clinical team is constantly improving and
learning?

The model described below will assist nurse leaders and managers in
answering these questions and in building an effective and efficient nursing
workforce to meet the future challenges.

A new model of nursing management

Introduction

This new model has been developed for palliative care nurse leaders and
managers to apply when addressing the complexities of their work environ-
ment and the diversity of their teams. It provides a framework to help them
achieve the highest quality of care, in collaboration and partnership with
their staff, and improve retention rates.

The model is derived from a review of nursing and human resource
management literature, and from a primary research study undertaken by
myself in a UK voluntary sector specialist palliative care unit (Hopkins
2000). The study methodology included the collection of qualitative data
through tape-recorded semi-structured interviews with a sample of five
managers and 15 members of staff. As a comparator, two nurse managers
from other organizations were also interviewed. A combined approach to
the analysis of the data was adopted using both qualitative and quantitative
methods. The qualitative data were coded and categorized from the tran-
scripts using basic grounded theory and the themes that were developed,
linked to the literature, provide the framework for the model.4

The themes were aggregated and summarized into five components
of nursing leadership and management, producing the acronym
SPEAR:

• Supervising and coaching

• Performance management
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• Education, training and continuous professional development (CPD)

• Actions and behaviours

• Reflective practice

As depicted in Figure 38.1, these components radiate out from the centre
of the model, which contains the key aim of nursing: the delivery of
high-quality patient-focused care.

The application of these five components will be discussed in detail, with
supporting evidence from the literature. In addition to the five components,

Figure 38.1 A new model for nursing management.
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there is a key principle that underpins the model. As depicted in Figure
38.1, it is the strategic objectives of the organization, such as the continu-
ous improvement in the quality of patient care, that act as the main
drivers (hence the arrows) for all service delivery and for prioritizing ser-
vice outcomes. In other words, whatever activity the nurse, doctor or other
member of the multidisciplinary team is involved in, it should clearly con-
tribute to the successful delivery of the strategic objectives and service
outcomes of the organization. An example of a service outcome is the
coordination of a safe and timely discharge package for a patient wishing
to die at home.

However, it is important to acknowledge that these service outcomes
and strategic objectives cannot be achieved without a suitable organizational
culture,5 adequate resources and a suitable environment. For example, the
organizational approach to hierarchy, learning and development all reflect
the organization’s culture (Handy 1993), while, as noted earlier, the available
resources and environment influence the development of the organization’s
strategic objectives (hence the direction of the arrow in the diagram).

Therefore, resources and environment are depicted in Figure 38.1 as
parameters within which the nurse manager carries out their activities. The
other parameter, as discussed in some detail earlier in the chapter, is clinical
governance. As described, clinical governance provides a framework for the
delivery of patient outcomes (hence the direction of the arrow in the dia-
gram) by driving the modernization and continuous quality improvement of
nursing care. Therefore, nurse managers need to take cognizance of their
nursing team’s practices in relation to examples of clinical governance
activities outlined in Table 38.1.

In summary, the model focuses on the five components (SPEAR) of
nursing management as the key activities in improving the quality of nursing
care delivered by their nursing teams, within the context of strategic object-
ives and within the parameters of resources, environment and clinical
governance. The first component to be discussed is supervising and coaching.

Supervising and coaching

an intensive interpersonally focused, one-to-one relationship in which
one person is designated to facilitate the development of competence in
the other person.

(Loganbill et al. 1982, cited in Timpson 1998)

Fulfilling the role of supervisor and coach is perhaps the most import-
ant component of leading, managing and developing nurses. To realize the
potential of their teams, palliative care nurse managers should adopt these
roles, using effective communication skills and developing trusting relation-
ships, to identify the learning opportunities within the workplace and match
them with the needs of individual nurses and teams. Table 38.4 lists the
process and elements of coaching and supervising.

The role of the supervisor in the caring professions has a long history,
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and has been established in counselling, psychotherapy and social work
practices for many years. In these settings, managers and professionals per-
form the role on a one-to-one basis with junior colleagues or in groups.
Within the nursing profession, clinical supervision will be a term familiar to
many nurses across the globe.

Clinical supervision – benefit or burden?

In the UK, clinical supervision has been endorsed by the government
(Department of Health 1999) and has been discussed by many writers in the
nursing literature (Faugier and Butterworth 1993; Kohner 1994; Johns
1995). However, there remains uncertainty about the tangible and measur-
able benefits of clinical supervision in achieving the strategic objectives of
the organization or in achieving positive outcomes for patients. There is also
considerable debate and disagreement within the health care literature about
who should fulfil the role of a supervisor, and there is no single definition
(Todd and Freshwater 1999). There are any number of models, some struc-
tured and based around competency, others closely linked to reflective prac-
tice and personal growth and development (Proctor 1986; Hawkins and
Shohet 2000).

There is an emerging consensus that many clinical supervision models
and processes neglect organizational objectives. There are few studies that
provide empirical evidence of the benefits of clinical supervision to patient
care and demonstrate a cost-efficient return on the considerable investment
by organizations in establishing clinical supervision frameworks (Gray
2001).

Table 38.4 Processes and elements of coaching and supervising

Coaching (Allison 1991) Supervising (Ash 1997: 21)

� Dealing essentially with the
development of skill through
practice

� Recognizing and taking account
of the effect on their supervisees of
a stressful environment and
workload

� Analysing the components of
particular skills, techniques and the
environment to assist learners

� Offering insights into working within
a particular system, and information
about the legislative and procedural
framework

� Setting increasingly challenging
exercises

� Being reliable and accessible

� Seeking to identify problems or
weaknesses to be remedied

� Providing support in relation to
senior management and a
communication link

� Spotting potential, building on
strengths and taking advantage of
talent and opportunity

� Being alert to emergencies
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Can managers supervise?

In some human resource management texts, the role of a supervisor is com-
pared to that of a line manager, coach or mentor. While it is acknowledged
that many managers do not supervise their staff well, despite training in
feedback and coaching skills, there should be an emphasis on the purpose of
supervision being to develop staff in a way that helps the achievement of the
organization’s goals (Mayo 1998; Lucas 2000).

However, there is fervent debate in the nursing literature about whether
supervision is a role that managers can and should fulfil. Bond and
Holland (1998) endorse the view that any manager performing clinical
supervision is inappropriate, although they provide no conclusive evidence
that such relationships are always detrimental. Timpson (1998) reflected that
within nursing the notion of supervision is confused with control. Timpson
(1998) argues this results from a patriarchal medical and management
system.

Faugier (1992) notes that this sensitivity to seniority reduces the scope
for recognition of personal limitations and the ability to listen to others.
Reliability and consistency, in word and action, are important in helping the
supervisee to feel safe and an atmosphere should be promoted in which
deficits in knowledge, attitudes or skills may be explored without being
interpreted as a negative comment on the employee personally.

While some authors suggest that clinical supervision prioritizes the
needs of the individual over other outcomes such as organizational goals
(Todd and Freshwater 1999), there is agreement that both managers and
supervisors have a responsibility for service quality, maintenance of stand-
ards, retention of staff, identifying learning and development needs, and
providing opportunities to meet these needs (Cowling et al. 1988). Therefore,
the nurse manager has a considerable part to play in the supervision,
training and development of their nurses.

Effective supervising and coaching

Supervising and coaching are activities that nurse managers should be
involved in, not just for performance and quality monitoring purposes, but
also to ensure that the team members are developing and continuously
improving. It is accepted that managers supervising staff may regularly face
conflicts between professional and managerial priorities, but this does not
preclude the need for effective communication with staff to prevent or
defuse such conflicts. The elements and processes of coaching and supervis-
ing overlap and it is vital that nurse managers acquire the necessary skills of
both: effective communication skills, a consultative, supportive style and a
challenging, motivating approach.
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Performance management

a continuous and holistic process, set firmly in the context of the busi-
ness strategy and enhancing the performance of all the people in the
organisation.

(Industrial Society 1998: 3)

Performance management, for all health care professionals, is about opti-
mizing the potential of individuals and teams to achieve the strategic object-
ives and service outcomes for patients and their families. Effective systems
used by nurse managers include strategies for performance improvement
and processes for development that are shared between managers and
individuals and provide a valuable self-improving system (Pocock 1991;
Armstrong 1994). For example, systems should include the following
elements (Harrison 1997: 224):

• appraising and improving performance;

• ensuring continuous learning and development;

• setting objectives and establishing desired performance levels;

• giving recognition and rewards.

Performance management is well established in the health care setting,
and can serve values such as professional autonomy and development (Edis
1995). However, he also argues that performance management approaches
can lead to an emphasis on short-term gains in productivity where long-term
people development is not considered a priority, and where little account is
taken of the considerable diversity among the staff group within health care
organizations.

In addition, in relation to personal development, Harrison (1997) notes
that the balance between performance management and long-term devel-
opment is rarely satisfactory and formal performance management systems
frequently fail.

Development-based performance management, with its emphasis
on self-assessment and reliance on the intrinsic elements of motivation
and reward, is consistent with managing nurses working in specialist
palliative care – although the motivations of nurses in these settings
may differ from other groups. For nurses, the motivators are often
‘needs-based’, where job satisfaction and being able to fulfil the role
effectively are more important than motivators such as money (Dartington
1994).

In this setting, the relationship with the line manager is very important
in ensuring that performance management activities are beneficial to
the individual, team and organization. For example, to achieve agreed
outcomes, appraisal sessions should be genuinely developmental and
motivating experiences and lead to three outcomes:
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• feedback on performance;

• work planning; and

• diagnosis of training and development needs and action related to them.

In the current world of escalating demands for greater organizational effi-
ciency and performance monitoring, specialist palliative care services can ill
afford not to manage the performance of their staff more effectively than in
the past. Good performance management strategies can motivate the
high and low achievers within nursing teams, help with job satisfaction and
retention, and help to provide clear direction for nurses’ personal and
professional development.

Education, learning and continuous professional development

Learning is a relatively permanent change in behaviour that occurs as a
result of practice or experience.

(Bass and Vaughan 1967, cited in Harrison 1997)

The nurse manager can play a key role in promoting the three main concepts
of continuous professional development: self-development, understanding
the process of learning and the integration of learning at work. Nurse man-
agers are central to identifying and evaluating the learning opportunities
within the workplace and matching them with the needs of individuals,
teams and the wider organization.

In my own experience, learning was often initiated by managers who
identified skills deficits in their teams, perhaps after complaints or adverse
incidents, and arranged external training courses as remedial action. Alter-
natively, the highly motivated members of the team would apply for a host
of courses to fill gaps in their CVs or to make them more employable,
sometimes with no relevance or tangible benefit to their patients, colleagues
or to the organization. These approaches can produce difficulties within
teams where nurses are not encouraged to develop a questioning approach
to their work or to view the broader picture.

However, there is now a shift away from viewing educational institu-
tions as the principal places where valid learning takes place towards
recognition of the importance of the workplace as a site of learning
(Dalziel 1995; Vaill 1996; Solomon 1999). Nurse managers should work to
integrate learning and development activities into daily clinical practice
and their staff should be encouraged to adopt an ‘opportunistic’ approach
to skills development (Mumford 1991; Handy 1993; Barnett 1999). For
example, the admission of a patient with a rare cancer diagnosis pro-
vides an opportunity for learning, as does the use of a new anti-cancer
drug regime. The scope of palliative care, across many disease groups, pro-
duces continuous opportunities for learning and developing new nursing
skills.

Managers need to foster the kind of individual and collective learning
that not only produces changed behaviour in their staff, but also adds to the
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store of knowledge that the team or organization possesses. In addition
to formal appraisal schemes, managers can enable their teams to identify
areas for skills development and to initiate strategies to meet those gaps. A
positive learning environment and access to ‘someone who knows’ are
crucial to the successful of development of nurses (Galloway and Winfield
2000).

In summary, learning activities and opportunities should be formally
structured but also permeate daily operations in the workplace so that a
process of continuous development and improvement can take place. This
demands time, good interpersonal skills, openness and shared leadership on
the part of nurse managers.

Actions and behaviours

If there is a burning issue and you don’t feel that you can take it to your
manager, then you have a huge problem on your hands.

(nurse manager, quoted in Hopkins 2000)

As already discussed, the management and supervision of nurses is
about maintaining quality of care through education and develop-
ment, using coaching actions and supportive behaviours. In terms of
the supervisory role of managers, the key attributes of this relation-
ship, and the subsequent successful development of staff through
supervision, actually relate to the ability of the supervisor, through
effective use of interpersonal and communication skills, to engender
an honest and open managerial style that earns respect and trust
(Sloan 1999).

The results of my research study (Hopkins 2000) supported this
view and found that critical success factors existed, in the form of actions
and behaviours, in the relationship between managers and their teams.
These can be summarized as: openness, trust, honesty, respect, credibility
and consistency and reliability. These results also correlated with the work
of Kohner (1994), who identified a range of actions and behaviours that
were critical to the success of the manager–employee relationship (see Table
38.5).

Table 38.5 Comparison of my research with that of Kohner (1994)

Hopkins (2000) Kohner (1994)

Openness Compassion
Trust Kindness
Honesty Honesty
Respect Wisdom
Credibility Knowledge
Consistency and reliability Availability
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The study highlighted that palliative care nursing staff have concerns
about the safety of exposing their ‘weaknesses’ in front of their manager.
However, this perception may speak louder about the organizational culture
than of the skills and integrity of the manager. Under workplace conditions
where staff are empowered to take responsibility for their development, or to
address issues of conflict with their managers, these concerns may be less
profound. However, there is an equal responsibility on the part of nurses to
overcome their fear of exposure and on managers to effect behavioural
changes that lead to changes in organizational culture.

The study also identified that the experience and perception of the level
of consistency of managerial approach appeared to be a prominent theme in
promoting or hindering development. Therefore, it can be concluded that
the key issue for nurse managers is to be consistent in their action and
behaviour with their nursing teams.

This type of managerial style does not preclude the use of autocratic
behaviour, as in some situations, such as with patient handling where there is
risk of injury from not following agreed guidelines, a clear directive from a
manager is warranted. Consistency is the key. However, it is not proposed
that the manager should be everything to everyone and be ‘best friends’ with
all staff. Instead, the recommendation is that managers develop relationships
with their staff that are founded on achieving the organizational strategic
objectives and good outcomes for the patients and their families. Table 38.6
outlines some actions related to each of the success factors that will assist
managers in achieving such effective relationships.

These actions and behaviours will underpin the way that nurse managers
perform and facilitate the other components of the model identified in this
chapter. Of the factors, consistency in word and deed is perhaps the most
important attribute that managers should strive for to be truly effective in
their role.

Reflective practice

On an individual level, reflection within the workplace is an essential
component of life-long learning and continuous professional
development.

(Pringle 1999: 104)

Reflection is something that most nurses do subconsciously – it occurs at the
end of most nursing interventions, during communication about patient
progress and during handover between shifts or caseloads. While it is recog-
nized that reflection is inherent in daily practice, the opportunities for facili-
tated reflection are rarely taken. There is some emerging evidence that it is
extremely effective in improving performance and job satisfaction. For
example, results from evaluative research conducted with home carers in
Sweden showed that, as a result of facilitated problem-solving and reflection
sessions, nurses’ knowledge, understanding and practice improved (Olsson
et al. 1998).
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The benefits of reflection have been well documented in the nursing
literature, particularly when linked to clinical supervision (Docherty 2000).
However, reflective practice is a process in its own right. An example of this
type of exercise is when multidisciplinary teams meet to debrief after a
challenging or disturbing care episode. This is primarily used as a peer sup-
port session, but the learning from the discussion and sharing of views
across hierarchical and professional boundaries should not be discounted.

Structured critical reflection, involving reviewing an important episode
of care or patient case using a structured framework, allows practitioners to
reflect on their personal work experiences and, ideally, those of the teams in
which they practise, in order to learn and become more effective. Develop-
ment opportunities exist in exposing, understanding and learning from and
through the contradictions between desirable practice and actual practice
(Johns 1994, 2001).

Table 38.6 Actions and behaviours that will assist in achieving effective relationships

Success factors Examples of actions and behaviours

Openness Being available, visible and willing to listen to staff and
respond quickly to individual and team needs
Being alert to individuals’ changing development and
personal needs

Trust Maintaining confidentiality of personal information
while being clear about the boundaries of information
sharing within the organization (e.g. when information
must be shared with others for safety and risk
management purposes)

Honesty Being able to say: ‘I don’t know – but let’s find out
together’
Giving clear and constructive feedback on good and
not-so-good performance

Respect Leading by example and with integrity (e.g. behaving
in a professional manner at all times)
Treating staff as autonomous individuals within a team
approach to delivering the service outcomes
Always being clear and focused on the objectives and
goal

Credibility Being a knowledgeable practitioner (i.e. understanding
the roles and limitations of the staff you manage)
Delivering on agreed actions within agreed time-
scales

Consistency and reliability Communicating in a clear and consistent manner
Treating individuals in a fair manner
Consistently delivering on agreed actions
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There are a number of models that can be useful by posing open ques-
tions about a critical incident or a challenging care pathway, to facili-
tate recognition of learning needs and the potential for improved perform-
ance next time round. This process can also help nurses to analyse their
attitudes and behaviours and enable the development of self-determination,
a process that can help individuals to grow both personally and profession-
ally (Palmer et al. 1994; McDonald 2000; Gilbert 2001). For example, a
structured reflection session after a critical incident, where a nurse was pro-
foundly disturbed by the death of a patient, may elicit important informa-
tion and enable the nurse to identify specific factors that made the experi-
ence so difficult. This, in turn, may enable the nurse to better understand the
impact of caring for dying people on their personality, attitudes and
behaviour.

Through facilitating reflective practice sessions, in the form of one-to-
one or group meetings, managers can provide palliative care nurses, from
health care assistants through to consultant nurses, with opportunities to
learn from experience. This relationship between the nurses and line man-
ager, where trust and respect can be created, is also fundamental to achiev-
ing the clinical governance agenda – safeguarding standards, developing
professional expertise and delivering a quality service (Howell 1999).

Conclusions

In this chapter, I have tried to capture some of the contextual changes affect-
ing the environment in which nurses lead and manage. The discussion has
not intended to be exhaustive, but instead to raise key issues and encourage
readers to reflect on their own environments and to analyse the impact of
local change on themselves, their teams and organizations.

The discussion of the new model introduced in this chapter provides a
detailed review of five components of managerial activity that will assist in
addressing the complexities of the work environment and the diversity of the
nursing and multidisciplinary teams. The ultimate aim is to achieve the high-
est quality of care possible, with and through the right people. It should be
stressed again that these behaviours and activities are as important to senior
nurses as they are to clinical nurse specialists or to nurses just embarking on
a leadership role for the first time.

The model also clearly establishes the organization’s strategic objectives,
such as continuous improvement in patient care delivery, as the main driver
for all service delivery, and there is no question that the outcomes and strategic
objectives cannot be achieved without a suitable organizational culture and
environment. It will be the changes in behaviour and application of different
managerial activities that will help to change the culture of organizations.
According to Timpson (1998), managers should develop a highly attuned
sense of people perception, better understand the nature of their contribu-
tion, and their feelings, needs and expectations of their staff.
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Notes

1 It is worth noting that these principles had previously been adopted within
palliative care settings following work by Higginson and McCarthy
(1989).

2 The charitable sector is more competitive with many new entrants competing
for a diminishing amount of resources and the economic health of society is a
key variable factor in charitable revenue growth. Furthermore, changes in char-
ity legislation and the rate at which income tax if levied also impact on the
achievement of revenue targets.

3 Flexible working schemes must also include a review of skill mix requirements
and better utilization of other health professionals and support workers,
together with more effective deployment of clinical nurse specialists and nurse
practitioners in advanced roles.

4 The methodology provided a rich data set, which created a reliable and transfer-
able set of results, although the scope of the study was limited by the relatively
small sample.

5 Organizational culture will not be discussed here in great detail, but there is
reference to the appropriate culture and environment required to support the
successful application of the five components throughout the discussion.
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Conclusion
Sheila Payne, Jane Seymour and Christine Ingleton

In this book, we have explored ‘palliative care’ from many different perspec-
tives, with a view to providing those who work in the field with a broad and
critical understanding of the issues surrounding the care of people facing
life-limiting illness and their companions. We now face the task of having to
draw some conclusions: a daunting task given the complexity of the material
that precedes these final words. We propose to proceed by asking some
questions and trying to identify the factors that must be taken into account
in moving towards the formulation of the answers to them.

Of course, the first question must be, ‘do we know what palliative care
is?’ In asking this, we have moved full circle, since we set out in the Intro-
duction to define palliative care. We do not intend to repeat that discussion,
especially since it is revisited at various points in the book (see Chapters 2
and 3), but rather to tease out some of the tensions and common themes
that have emerged. Of these, the most obvious tension is that between
‘specialist’ and ‘general’ palliative care. This tension is played out clearly in
nursing, where debates seem set to continue about the remit, roles and
boundaries of specialist nurses in palliative care, their different levels of
specialism and exactly what is the ‘added value’ of specialist nursing care
(see, for example, Corner 2003). As Corner notes, nurses in palliative care
prioritize emotional and supportive care in their work and, as we have seen
in this book (see Chapter 14), these aspects of care are likely to be highly
valued by patients and their companions. However, there is no room for
complacency: in spite of arguably widespread awareness of the core goals
of palliative care and knowledge about how to reach them, too many
nurses find it difficult to balance competing priorities and conflicting
demands on their time, and work in poorly resourced organizations
where these essential aspects of caring continue to be devalued and poorly
articulated. Nor should we be deceived into thinking that ‘specialists’ in
palliative care somehow have a monopoly on the skills and attributes that
are required to provide good care to people with palliative care needs.
Humility and a willingness to collaborate and learn from others, many of
whom are experts and specialists in their own fields, can only enhance the
quality of palliative and end-of-life care. O’Brien (2003) cites Kearney, who
argued some years ago that, in meeting the broad spectrum of need in
palliative care, attitudinal change is as important as attention to resource
allocation:

Patients with incurable illness must no longer be viewed as medical fail-
ures for whom nothing more can be done. They need palliative care,
which does not mean a handholding second rate option, but treatment
that most people will need at some point in their lives, and many from
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the time of their diagnosis, demanding as much skill and commitment as
is normally brought into preventing, investigating and curing illness.

(Kearney 1991: 170)

The issue of teamwork emerges as a further theme within the book (see
Chapter 31). Mount (2003) draws our attention to the two goals of caring in
clinical practice: (1) hippocratic, in which the controlling of disease from an
objective standpoint is paramount; and (2) askelepian, in which the care-
giver tries to enter the experience of suffering for the patient and his family,
and focuses on preparing a space of safety and security for them (Kearney
2000; Mount 2003). With advances in medical technology, the boundaries
between palliation and curative treatment are increasingly blurred, and both
of these goals may remain intertwined in the care and treatment of patients
at the most advanced stages of disease. Without a highly developed sense of
teamwork, and in which the patient and his or her family is included as part
of the team, the inevitable tensions between these two goals of caring cannot
be resolved. Indeed, as Mount (2003) has observed so acutely and with
characteristic humour: ‘Whole person care requires a caregiver who is
whole: until one comes along, use a team!’ (p. 42). Teamwork is thus essen-
tial to high-quality palliative care. However, as we have seen in this book, a
lack of attention to team dynamics means that nurses, doctors and other
members of the ‘multidisciplinary team’ will tend to work in parallel and
from their own somewhat insular and well-defended disciplinary perspec-
tives, rather than jointly and from a position of shared understanding about
the objectives of care (Corner 2003).

In discussing the problem of teamwork, Corner (2003) develops a tax-
onomy of cross-disciplinary working in which ‘transdisciplinary working’ is
the ultimate goal. This model of teamwork involves developing a shared
conceptual framework and working out together how to address common
problems of patient care. In many health care settings, this may seem almost
unattainable. Huntington’s (1981, 1986) work with social workers and
general practitioners demonstrated that difficulties lay within the social
structures of the organizations rather than being attributable to individual
professionals. So while current rhetoric emphasizes multidisciplinary team-
working, professional groups might seek to sustain power by developing and
maintaining occupational cultures that emphasize differences and each pro-
fession’s ‘uniqueness’ (Loxley 1997). Problems that need to be addressed to
achieve efficient teamworking are: inadequate organizational support; lack
of training in teamwork; lack of inter-professional trust; lack of clear goals;
lack of continuity among team members; the dominance of particular dis-
courses; and the exclusion of others (Opie and Bernhofen 1997). In addition,
interdisciplinary educational initiatives may lessen these divisions and foster
greater understanding.

One approach to understanding these common difficulties may be by
analysing the complex dynamics of institutional cultures, professional encul-
turation and territoriality. For example, specialist palliative care providers
may have to work across statutory and charitable organizations, across pri-
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mary, secondary and tertiary health care services, and across health and
social care services. Using a specific example from the UK, a community-
based clinical nurse specialist providing care to a specific patient and family
may have to work with NHS-funded general practitioners, a charitably
funded hospice, a cardiologist or oncologist at a local general hospital, a
radiologist at a distant regional cancer centre, a local authority-funded
occupational therapist (to get adaptation to the home and obtain specialist
equipment) and a social work team. The task of coordinating and managing
the delivery of appropriate and timely care is formidable. It requires skills in
liaison, management, planning and an understanding of how each of these
very different organizations and professional groups operate. Analysis of
these fundamental aspects of organizational work undertaken by nurses
would benefit from further research.

Unlike some texts, in this book we have deliberately set out to highlight
palliative care as a key issue for all health and social care professionals and,
indeed, for all societies.

In the 2 years or so that it has taken to bring this book to completion,
there has been a significant shift in understanding about what palliative
care means, with palliative care now conceptualized as a public health
issue, as well as a concern of clinical practice. In discussing this trend,
Foley (2003) argues that, ‘Since dying has a universal incidence, the inci-
dence, de facto, makes it a public health concern. Dying is also associated
with significant suffering, much of which is preventable’ (p. 5). Foley draws
attention to significant publications that develop the argument that pallia-
tive care should be seen as a public health issue (Bycock 2001; Rao et al.
2002; Singer and Bowman 2002). While seeing palliative and end-of-life
care in this way is most common in North America, there is evidence of a
concern to map out the huge variety of service provision, resources and
models of care throughout the developed and developing countries of the
world, and to facilitate dialogue about how best to mobilize scare resources
in pursuit of better end-of-life care across the globe (Clark and Wright
2003; International Observatory on End of Life Care 2003, www.eolc/
observatory.net). Such activity challenges us to look critically at the trans-
ferability of the Western model of palliative care and to think about some
taken-for-granted assumptions we hold. Most obviously, the possibilities
for palliative care must be understood in relation to the demography, epi-
demiology, politics, social and health care policies, economics and cultures
of particular societies. One size certainly does not fit all. Changing patterns
of disease and dying are likely to present new challenges not only to the
technical aspects of medical and nursing care, but to the organizational
aspects of provision.

Thinking of palliative care as a public health issue brings us to a further
question that has emerged from the book: ‘how is the issue of place of care
associated with palliative care?’ As well as marked differences between dif-
ferent societies and countries, we have seen throughout the book a concern
to identify how ‘places’ impinge on palliative care and the whole experience
of giving and receiving care. The technical and environmental qualities of
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particular places limit possibilities surrounding ‘quality’ care and the degree
of comfort that may be achieved for a dying person; and different types of
place may engender particular types of care practice and interpersonal rela-
tionships that influence fundamentally the experience of mortal illness,
death and bereavement (Volicer et al. 2003). In palliative care, ‘home’ is often
accepted as the ideal place in which to give care to a dying person and for
death to occur. However, this assumption is beginning to come under critical
review in recognition that this is a culturally contingent preference not
necessarily shared by all. For example, in a study of older persons’ views
about home as a place of care at the end of life, Gott et al. (2002) report that
older people do not always have access to the material or care resources that
make care at home either possible or rewarding and that they worry about
the possibility of dying alone, invasion of their privacy by visiting staff, and
being a burden to their adult children, spouses and other family members
and friends. Of course, places of care do not remain static: ill people move
from place to place, often having to travel long distances between these to
access the treatment they need. Payne et al. (2000) have shown that travel
distance, and the difficulty of the journey (for example, whether it means
negotiating rush hour traffic or narrow rural roads), causes inconvenience
and hardship for many patients and their families.

Persons who give and receive care

In North America and some other Western cultures, personal choice and
autonomy are held in high esteem. The cultural value placed on these
aspects of personhood fundamentally influence the relationship of indi-
viduals to each other, and also their relationship with society as a whole. For
example, they underpin different ethical positions in respect of end-of-life
choices, the notion of a ‘right to die’ and euthanasia (see Chapters 19 and
20). Health technologies make possible the re-engineering of death and
dying, such as in the use of organ transplantation, implantable defibrillation
devices and heart pacemakers. Technological devices such as syringe driver
pumps, Percutaneous Endoscopic Gastronomy (PEG) tubes and intraven-
ous infusions make possible the delivery of medication, nutrition and fluids
in ways that may sustain life and arguably prolong the dying process. How-
ever, to make choices effectively, information needs to be delivered at an
appropriate pace and style for each individual (Fallowfield 2001). Who
makes choices about how death is managed is also called into question.
Perhaps new models of support are required to enable people to make
choices for themselves. Finlay (2001) has argued for the use of ‘death plans’,
which are analogous to birth plans in which pregnant women express their
preferences about care during childbirth. In North America and elsewhere,
advance directives or ‘living wills’ are starting to become popular. In these
documents, people express their preferences for the types of life-sustaining
interventions they would wish employed on their behalf, if they were unable
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to express their views at the time they are needed. While these initiatives are
compatible with notions of choice and autonomy, they are based on
assumptions that everyone can access and afford a range of high-quality
health care and they also assume that choices remain stable – in other words,
that people do not change their mind as they adapt to disability. Enshrined
in these documents is the right that individuals have to reject or refuse to be
cared for. It is this notion that many family members and health profes-
sionals find difficult to contemplate.

In this book, we have emphasized the important role played by
patients’ families, friends, neighbours and other companions (see Chapter
15). We have also argued that the collective term ‘carers’ may be under-
stood in rather different ways by those supporting a dying person and
health and social care workers. Much of the research evidence suggests that
their role is largely unrecognized and insufficiently valued by many soci-
eties. A greater integration between health and social care than is currently
the case in England, for instance, is likely to be required in the future. In the
past, carers were predominantly women, either spouses or children of the
dying person. Demographic trends with increased longevity, increased
marital breakdown, geographical mobility and more dependence upon
female income generation are all likely to impact on the availability of
women to offer continuing (unpaid) care to family members. We know little
about how people without immediate family members manage to make
choices about provision of care and place of dying. It is possible that in
future palliative care systems need to be seen as a wider approach to build-
ing services within communities as part of ensuring greater social cohesion
and thereby accessing alternative forms of support rather than merely rely-
ing on kinship networks. For example, new communities for older people
may be able to offer greater peer support and care. These may become self-
help groups for older people, but they are based on the assumption that
older people are willing and able to devote time to care-giving activities,
which may not be the case.

‘So, who will provide care?’ This book has predominantly been focused
on the activities of nurses, but palliative care services in many countries are
heavily reliant on unpaid labour – volunteer workers – who may or may not
have professional qualifications. Like carers, the contribution of this group
of workers largely goes unresearched and unacknowledged. What evidence
there is suggests that the employment of volunteers may be mutually bene-
ficial for organizations and the individuals concerned (Field and Johnson
1993; Field et al. 1997; Payne 2002). Volunteer workers have tended to be
drawn from middle-aged, middle-class women who have the time, motiv-
ation and sufficient economic resources to donate their labour to hospices
and specialist palliative care services. Economic pressures to earn more and
changing patterns of female employment may mean that new categories of
people will need to be recruited or that services will need to employ more
paid workers.

In the past, professional health and social care workers were predomin-
antly young people. Large numbers of young (mostly female) school leavers
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became nurses. These women often had quite limited career options. In
many developed countries, educational and employment opportunities have
improved considerably for women, which means that nursing has become a
less desirable career pathway. This has combined with more limited numbers
of young people as a proportion of the total population. The profile of
candidates entering nursing in the UK has changed over the past 5–10 years.
Several factors are relevant here:

• The drive to raise the academic participation index (API; that percent-
age of 18- to 21-year-olds who access higher education).

• The introduction of accreditation of prior experiential learning
(APEL).

• The drive to recruit more men, mature entrants and members of
under-represented groups (for reasons of social justice).

The UK Central Council and, subsequently, the Nursing and Mid-
wifery Council, have widened the entry gate to nursing courses. This has
led to the recruitment of more students without ‘traditional’ educational
qualifications. These changes present particular challenges in research-led
universities and nurse academics remain concerned about nursing’s lack
of equal status within the academy (Carlisle et al. 1996). Sellers and
Deans (1999) report similar concerns about status among nurse academics
in Australia. The perceived risk of ‘Cinderella’ status for nursing in higher
education institutions warrants careful deliberation. Nursing is seeking
increased status through assimilation into educational institutions, includ-
ing universities, that have conventionally gained their reputation through
valuing and fostering theoretical knowledge rather than practical and inter-
personal skills (Miers 2002). Furthermore, successful assimilation will also
depend on the widespread acceptance of the importance of the ‘better edu-
cated nurse’. However, in a study of 34 educational purchasers, Burke and
Harrison (2000) report that in the UK there is continued scepticism about an
all graduate nursing workforce and reservations that many nursing activities
do not require graduate level skills. A more optimistic viewpoint is that a
new model of nurse education can emerge and that nurses can take advan-
tage of the cultural changes that are currently occurring within higher
education (Miers 2002). Leaders in higher education are grappling with a
number of challenges, which are relatively new to some disciplines, includ-
ing: the development of lifelong, work-based and problem-based learning;
the increasing emphasis placed on learning outcomes and transferable skills;
the importance of graduate capabilities in terms of employability and core
skills; the emphasis on teamwork as a part of these transferable skills; and
the value of critical reflection as a means of acquiring these skills. These
are not new concepts to many nurses. As we have seen in Part Four, nurses
have played a prominent role in the development and application of many
of these educational innovations. Arguably, nursing is now well placed to
take a lead role in shaping these changes and take a lead on professional
development within higher education.
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Equity in palliative and end-of-life care

In many ways, palliative care can be regarded as a success story. As Chapter
2 illustrates, the ideas underpinning palliative care have spread around the
world in a relatively short time. In our view, one of the major challenges for
the future is to improve equity of access to good quality care during the end-
of-life period. It is likely that advances in medicine and health technologies
will mean that greater numbers of people will survive for longer with com-
plex health and social care needs. Formerly acute diseases may become
chronic diseases. This is likely to be combined with people experiencing
greater numbers of co-morbidities, especially older people. The science of
palliative medicine and palliative care nursing is going to be challenged by
the management of highly complex symptomatology of multiple diseases.
This may mean a different type of workforce is required in specialist pallia-
tive care. For example, one scenario might be that specialist professionals
become advisers and consultants (on pain and symptom control) to general-
ists who actually deliver care in their usual health care environments.
Greater prominence might be given to other team members such as counsel-
lors, therapists, spiritual experts, nutritionists and psychologists, as their
skills become better recognized and are more often demanded by patients
and their families who wish to have a ‘total package’ of end-of-life care.
From a public health perspective, it is no longer acceptable that people
dying of diseases other than cancer are discriminated against. This may
mean a breakdown in existing specialisms. As specialist palliative care
is so closely identified with cancer care, it may threaten its existence as a
separate specialty.

We believe that consumerism and the blurring of knowledge boundaries
between professionals and the public who now have greater access to infor-
mation, such as the internet (see Chapter 34), may influence issues of access
and demands for improvement in end-of-life care. However, this is likely in
our view to differentially advantage those with the knowledge, education
and power to demand access to specialist palliative care. There are concerns
that this will create greater divergence between those who have the skills to
use health and social care systems and those who remain socially excluded.
There is a danger that disease category, culture, ethnicity, social class and
geographical location will remain the key drivers determining access rather
than burden of illness. Nurses could have an important role in ensuring
greater equity of access to end-of-life care, but they will have to be prepared
to become more politically and socially assertive than they have generally
been in the past. Whatever the configuration of services or the diversity of
diseases, people will die and nurses are likely to have a central role in caring
for them. As nurses, we are privileged to witness part of our common
humanity – death. Palliative care belongs to everyone and, arguably, is a
basic right for all those in need according to what it is possible to provide
within societal constraints.
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