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FOREWORD

As I get older I receive many reminders of my own death. Like most of my con-
temporaries, I find that what troubles me most is not death itself but what
comes before that, not just the possibility of pain, infirmity and intense discom-
fort but being helpless and in the hands of others. If you are old when you die
you already have had many experiences of being treated as an object of no
importance, so you know how immensely unpleasant that is. This book is a
great comfort to me because it assures me that there are at least some social
workers who would treat me the way I wish to be treated.

What I fear is those people whom I regard as being the most dangerous
people in the world; that is, the ones who believe that they know what is best for
other people. Dangerous people like this have always flourished in the health
and social services. Because they believe that they know what is best for others
they see no need to enquire how the recipients of their ministrations feel about
what they receive. Perhaps they are wise to refrain from asking because they
might not be best pleased with what they are told. In this study,where recipients
(service users) were actually asked their opinion about the work of social
workers in palliative care, they revealed their distrust of social workers generally.
Either from their direct personal experience or from media reports they had
become profoundly distrustful of the way social workers can use their power
against their clients’ interests. When the service users discovered that their own
social worker in palliative care didn’t operate in the traditional ‘I know best’way
they were relieved and delighted. A frequent comment was that their social
worker was ‘not like a professional’. Their social worker listened to them,
supported them helped them sort out practical problems, and worked in the
times and places that best suited the clients.

However, this informal way of working is under great threat from those who
believe that they know what is best for other people; that is, those people called
managers. Managers like strict, exclusive categories and time sheets. They
don’t like people, because people ruin theories and systems by not behaving in
the way the managers think they should behave.The mental health services now
have far too many managers who think that therapy can be prescribed in the way
that drugs are prescribed. Such managers would destroy everything which is
best in social work in palliative care.
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This is why this book should be read not just by social workers in palliative
care and other palliative care workers, but by all social workers whatever their
speciality, and by managers, especially those managers responsible for social
work policy. Theories and systems should be made to fit people, and people
shouldn’t be forced to fit the theories and systems of those who believe, quite
erroneously, that they know what is best for other people.

Dorothy Rowe
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INTRODUCTION

This book is concerned with life and death and what people value to help them
deal with both. It focuses specifically on what people want from specialist pallia-
tive care social work. Specialist palliative care social work is key to providing the
personal and social support needed by people who are facing life-limiting
illnesses and bereavement. It also plays a central role in helping people navigate
the palliative care and broader health and welfare service systems. That is why
this book is likely to be relevant to all who are concerned with life-limiting
illnesses and conditions and supporting people when life may be ending or
at risk.

The book aims to be part of a process of improving the help and support
people get from such services, by providing new information to develop policy
and practice, drawing on people’s direct experience of support and services. It
connects the detail of day-to-day professional practice and its improvement
with broader social, policy, ethical and philosophical issues that relate to it. Spe-
cialist palliative care social work is concerned with offering support to two
(potentially overlapping) groups of people. These are people with life-limiting
illnesses and conditions and people experiencing bereavement through the loss
of someone close to them. They, of course, face many other problems in their
lives, from poverty to poor housing, from discrimination to child-care difficul-
ties – problems which have always been the stuff of all social work. Of course
there is more to life than death and loss, but these are among the pivotal issues
which we all have to grapple with, as individuals and societies, if we are to make
the most of our and other people’s lives.

THE BACKGROUND TO THE BOOK
Death, dying and loss
Death, dying and loss are constants in the human condition. They are always
there and they hang over our lives, experience and understanding. A few people
would see themselves as outside this equation and have fantasies of cryogenesis:
freezing their bodies to be regenerated when science is sufficiently advanced.
For the rest of us, birth, ageing and death remain the only certainties of life. For
a long time in western societies, death and dying have been highlighted as areas
of taboo, which people are generally reluctant to consider or talk about. People
who have been bereaved talk about people who know them crossing the road to
avoid having to speak to them.
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There is no doubt though that personal and political responses to death and
dying have been changing. Many changes are taking place in both objective and
subjective understandings of death, dying and loss. More recently there have
been suggestions that people are more prepared to talk about sex and death
than they are about money, income and their mortgages.Death is no longer ‘the
last taboo’. Other people’s deaths are regular subjects of television news and
increasingly the stuff of television documentary and drama. We live in a period
of constant war and political killing, the images of which are routinely beamed
into our homes.Television programmes have now examined most areas relating
to death, including terminal illness, post-mortems, the construction of
artworks from corpses and even the process of physical decomposition.

However, it is not only that we hear more about death. In the western world,
in some senses, it is further from us.Death does not knock on most people’s door
as often or as early as it did a century ago. Conventional medical science has
undoubtedly changed understandings of the relationship between disease,
death and dying. Diseases which once routinely killed millions, such as TB and
diphtheria, in the West have now been reduced to much more manageable and,
in some cases, marginal levels (even though their capacity to strike back should
never be forgotten). Many people increasingly assume everything is curable.
Thus the fundraising for surgery abroad, the language of ‘beating illnesses’ and
the commitment to drastic diets, regimes and remedies – which have no
evidenced track record of success – for life-threatening diseases.

A growing proportion of deaths can now be seen to have broader political,
social and economic relations, as human beings have learned how to control
natural forces and overcome disease and want. We can see this clearly when we
compare mortality rates for HIV/AIDS in the West with those in the majority
world. Major killers such as cancer and heart disease are increasingly being
shown to be closely related to environmental and cultural factors. Whether
deaths and disease are a result of pollution, unequal distribution of wealth and
resources, the creation of natural hazards, crime, inequality, oppression, dis-
crimination or, of course, war and genocide, they can increasingly be traced to
how societies, groups, corporations and governments behave, rather than to
isolated individual behaviour or random accidents of nature.

Just as human beings gained greater control over fertility and life during the
twentieth century, they now seem to be seeking greater control over death and
dying in the twenty-first. In the UK and other western societies, this has become
a significant focus for public discussion. It has become a political issue with
demands for legislation and in some cases the introduction of new laws to
control death and dying. Interest has mainly centred on the hows and whens of
death. Advances in medical science have blurred traditional distinctions
between natural life and death. But current debates and developments also
demarcate the convergence of medical science’s limits and advances. Medical
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science has the capacity to maintain life, but it is also seen to pose questions
about the quality of the life it sustains. These are being raised in relation to:

� foetuses and babies who would formerly not have lived

� disabled people (with both inherited and non-inherited
impairments)

� the capacity to keep people alive who would formerly have died.

Focuses for discussion have been abortion, euthanasia, advance directives,
assisted suicide and ‘do not resuscitate’ (DNR) orders. So far, debate has
mainly been framed in terms of a ‘good death’ – euthanasia – rather than a
‘good life’.The emphasis has been placed on people having the right to a ‘good
death’, rather than the right to support to enable a good life. ‘Quality of life’
has tended to be defined in medicalized individual, rather than social or expe-
riential, terms. Discussion has been overlaid by conflicting ideological views
about the right to life and death, as well as religious and secular ethical
concerns.

There are still big divides over death and dying.The religious beliefs, spiri-
tuality and faith of some can mean that, for them, dying is a prelude, just a
stage that they are going through. For others death is an absolute end. In a
multi-faith western society like the UK, attitudes to death and dying are
defined by more than matters of faith and non-faith. Christians, Muslims,
Jews, Buddhists, Sikhs, Hindus and others all approach death and dying dif-
ferently.

This, then, is the context of human efforts to do the most for people,
including both adults and children, facing life-limiting illnesses and condi-
tions and bereavement. It is a complex, changing and contentious context for
palliative care and there can be no question that it is affecting palliative care
and our understandings of it. Palliative care is having to position itself and
develop its own responses in relation to all these issues.They can come close to
home. One of the authors, for example, has worked with someone who subse-
quently went abroad to secure their own assisted suicide.

Social work
In addition, specialist palliative care social work has its own complex and con-
tentious background. It is just one area of social work, and social work itself is a
controversial field of professional activity. Because of this, specialist palliative
care social work offers some particularly helpful insights for understanding
and advancing social work in general. Social work is a profession with many
critics, limited status and a relatively short history, whose workforce has tradi-
tionally been made up mainly of women.When things go wrong in social work,
people can and sometimes do die. All these factors have made social work
a regular candidate for hostile political and media criticism. In addition,
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palliative care itself, as a medical specialism which is not framed in terms of
treatment and cure,has traditionally carried less status than many other areas of
health care.Specialist palliative care social work may offer many insights for pal-
liative care more generally, as well as for both health care and social work
overall.

THE APPROACH OF THE BOOK

There are many studies of both palliative care and social work. There are also a
small but growing number of discussions about specialist palliative care social
work. What distinguishes this book is that it focuses on what service users – the
people on the receiving end – have to say about the subject.This is unusual.Tra-
ditionally, explorations of health and welfare policy and practice have been
based on what outside experts have to say. These have tended to be policy-
makers, managers, service providers, professionals, academics and researchers.
Generally their perspectives are in some way bound up with and socialized into
the values, traditions and approaches which they discuss. Often the experts are
associated with the very services they critique. All will have something to offer,
but they cannot provide the full picture. Historically the people whose rights
and needs such policy and provisions are meant to serve – health and welfare
service users, a key stakeholder group – who have been left out of the discussion.
This book seeks to address this gap. Thus it is the first book to examine what
service users think of a specialist palliative care service and specifically what
they think of specialist palliative care social work. For the first time the book
explores what they feel it offers and what they want from it.

In this sense the book represents a break from the paternalistic past of
health and welfare policy, practice and study. As such it is part of a broader
development and movement, both to include service users in the formation,
development and control of health and social welfare, and to recast them as
active participants in the policy process. In this way they can make a positive
contribution to the construction and development of services and support,
rather than remain passive recipients of public services. In countries like the
UK,governments, service systems and service users themselves are increasingly
committed to such a shift in philosophy and practice. This is now embodied in
legislation and reflected in government priorities and strategies. It has led to
changes in the nature and process of policy, practice, research and knowledge
development.

In this book we have sought to be sensitive to and address all of these
domains. This has led us to adopt a different approach to research which seeks
to involve service users on equal terms. It has led us to try to challenge the tradi-
tional ‘them’ and ‘us’ of the policy process, which drew a distinction between
‘consumers’ and ‘producers’ of health and welfare, placing them on opposite
sides of a counter and sometimes on opposite sides in calculations of net ‘givers’
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and net ‘takers’. As a research team we include people with experience both as
service workers and service users, with affiliations to service user as well as
service worker organizations. Thus while this book takes account of conven-
tional expert judgements and assessments of palliative care and specialist pal-
liative care social work, its primary contribution is to bring together and access
more widely what service users’ themselves have to say.

THE STRUCTURE OF THE BOOK

The book is organized in three parts. In Part One, the shortest, we set the
scene, exploring the context of palliative care social work more fully and
looking at how we undertook the research study on which the book is based.
We set out the background, aims and methods of the study. We discuss why we
adopted an approach based on user involvement and user involvement in
research and the issues that such an approach raises, particularly in relation to
palliative care service users.

Part Two of the book reports what service users have to say. We hear their
views and ideas about specialist palliative care social work, in their own words,
based on their own direct experience. This part of the book is organized in
terms of service users’ journey through palliative care social work, both as
people facing life-limiting illnesses and conditions and people facing bereave-
ment. This includes how they became involved with palliative care, their
former views of social work and social workers and how they came into contact
with palliative care social work. We learn how they were assessed, what social
workers did, what service users particularly valued and how social workers
worked with different groups of service users. Finally we look at what evalua-
tion of services takes place, where service users feel practice can be improved
and what they feel they gained from palliative care social work.

In Part Three, we offer our own discussion of what service users have to
say about specialist palliative care social work. We connect their comments
with both theoretical work and broader debates going on within social work
and palliative care. We look at a range of issues and themes emerging from
what service users say. This part of the book explores their views of palliative
care social work and examines how people actually access the service and
some of the problems associated with this. It considers what the particular
contribution of specialist palliative care social work may be, examines some of
the challenges facing it and considers some of the implications for the future.

Our examination of palliative care social work and the issues of death,
dying and loss with which it daily grapples have drawn us in this book to the
most personal of issues as well as much broader political and ideological
concerns. It has also required us to consider the policy process, at both micro
and macro levels. This has confronted us with fundamental questions. Can
such a policy process really connect adequately with the kind of complex,
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sensitive and subtle experiences and emotions that go with such difficult times
of life and death – or is it inevitably a blunt instrument? Can support for people
facing life-limiting illnesses and loss really be converted into an area of ‘profes-
sional competence and practice’ from acts of love and affiliation? If so, what
should it look like and how is it to be achieved? Does social work have a future
and what insights might specialist palliative care social work offer it?

These are big issues to address.However, this is a time of great debate about
health and welfare. The message for some time in the UK and beyond has been
that there must be radical change in health and welfare. We are told there is a
need to ‘think the unthinkable’ and challenge traditional assumptions and
arrangements. Who should fund and provide health and welfare – state or
market? Who should be responsible for people’s well-being – the individual or
society? We have seen big changes in these areas. But perhaps the most radical
proposal to emerge in recent years has also been the most hesitant in its devel-
opment. This is the call to equalize roles and relationships and redistribute
power in health and welfare. This has prioritized a more participatory process
of policy production and more egalitarian relationships between service users
and workers. If policy-makers are serious in these aspirations, then what service
users say in this book may offer a starting point for taking these aspirations
forward in the context of death, dying and loss. The book brings together the
experience of those on the receiving end of such issues. It provides an experien-
tial knowledge base for building more participatory policy and practice to
support people moving towards the end of life.
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Part One

The Background to Palliative
Care Social Work

The first part of the book puts specialist palliative care social work into
its broader ideological, political, policy and professional context. It
discusses the history and aims of specialist palliative care social work. It
pays particular attention to current interest in improving the quality of
health and social care policy and services and increasing public, patient
and service user involvement in them. It sets out how the participatory
research project on which this book is based focuses on this agenda in the
context of palliative care and specialist palliative care social work.





CHAPTER 1

PALLIATIVE CARE: A NEW PERSPECTIVE

THE NATURE AND PURPOSE OF PALLIATIVE CARE

The term palliative care is one that many people are unfamiliar with. Yet there
was a time when much if not most medical and health care was probably pallia-
tive in purpose and effect, because so little curative treatment was available. In
the Middle Ages, the word hospice was used for what we might now describe as a
hospital. Perhaps that is why the word ‘hospice’ has come to be associated with
palliative care and is the term through which people in the UK and some
European countries are most familiar with palliative care. The dictionary defi-
nition of palliate is to ‘alleviate without curing’ (Fowler and Fowler 1970,
p.875). Palliative care is care that does not claim to offer curative treatment for
diseases and conditions but to offset their ill effects, to improve people’s quality
of life and to support them in the process of change which they are undergoing.
As the Hospice and Palliative Care Directory puts it, palliative care ‘is for those
whose illness may no longer be curable… It enables them to achieve the best
possible quality of life especially during the final stages of their illness’ (Hospice
Information 2005, p.iii).

Palliative care is defined by the World Health Organization as:

An approach that improves the quality of life of patients and their families
facing the problems associated with life-threatening illness, through the pre-
vention and relief of suffering by means of early identification and impecca-
ble assessment and treatment of pain and other problems, physical,
psychosocial and spiritual. (Cited in Davies and Higginson 2004, p.14)

Palliative care places an emphasis on an holistic approach to people, which takes
account of their wide range of needs: physical, psychological, social, cultural
and material. (Davies and Higginson 2004, p.14).

In western societies like the UK, health and welfare support were histori-
cally provided first by religious orders and religious organizations and then
by charities and the state. The modern hospice movement, which has greatly
influenced modern specialist palliative care, has strong religious origins and
inspirations. Two key starting points of this movement, St Joseph’s and St
Christopher’s Hospices, both had such Christian origins. They are linked
through the person of Dame Cicely Saunders, who is often identified as the
founder of the movement. The hospice movement is a surprisingly recent
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development: St Christopher’s was only founded in 1967. The first purpose-
built day care facility was built by St Luke’s Hospice in Sheffield in 1975; the
first hospital- based palliative care team established at St Thomas’s in 1977.

SPECIALIST PALLIATIVE CARE SERVICES

A distinction is sometimes drawn between palliative care (meaning general
care, where the expectation is palliation rather than cure, in mainstream health
settings) and specialist palliative care. Specialist palliative care services are
provided by specialists in palliative care who work in multi-professional teams
where palliative care is the core activity of the team. They work in independent
(charitable) hospices, NHS hospices, and specialist palliative care teams and
NHS specialist palliative care teams working in hospitals. Care and support are
provided for patients and families, friends and loved ones. Specialist palliative
care is provided at home, in hospices and palliative care centres, in hospice day
centres and in hospitals. A wide range of services are available, including
medical and nursing care; symptom control; social, creative and occupational
provision; spiritual support; counselling and practical advice; physiotherapy;
lymphoedema service; bereavement support; respite care; and a sitting service
for patients at home (Hospice Information 2005, p.iii). A wide range of
professions provide specialist palliative care services including doctors, nurses
(including Macmillan and Marie Curie specialist nurses), chaplains, and art,
occupational, physio and complementary therapists.

A time of change
While an outsider coming to the world of hospice and specialist palliative care
can be struck by its focus on its history, founding myths and founding
personnel, this emphasis on its past has recently been overtaken by the broader,
more urgent issues with which it is now confronted. What was for a long time
the relatively small and separate world of hospice and specialist palliative care
has now been drawn much more closely into the mainstream world of health
and public policy. Crucially it has been faced with a wide range of broader
changes which have been taking place, which it is having to address.

This is a time of massive change in and for specialist palliative care. This
change relates to perceptions of the role of specialist palliative care, broader
social change, developments in medical care, the funding of independent
hospices, change in the provision and funding of health and welfare and
changes in the role of the state and market in public services. We will look at the
wider changes in health and welfare shortly, but first we will examine these
other developments a little more closely.
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Changing perceptions of palliative care
The hospice movement has historically been associated with supporting people
with terminal cancer. This gave it a particular identity and status; cancer is a
much-feared disease that can be seen to affect anyone, regardless of class or
status. This association helped lead to hospices being seen as a particularly
deserving cause. The provision of specialist palliative care is still largely
restricted to people with cancer,AIDS and motor neurone disease.Yet there are
many other conditions, for example pulmonary and coronary conditions, for
which particularly at their end stage an equal case could be made for specialist
palliative care support.There are now growing public and political pressures for
such support to be available. It is not clear, however, how specialist palliative
care could meet this need, given its existing limited resources.

Broader social change
Other demographic changes also impact on palliative care, with people living
longer, the emergence of a multi-racial society, different patterns of living,
increasing inequalities of income and a massive increase in single-person
households. These raise other issues of access and equity relating to ethnicity,
gender, age, geographic location and class which have yet to be addressed in the
provision of specialist palliative care.

Developments in medical care
Historically, the focus of hospices on people with ‘terminal’ cancer generally
meant that support was needed for a relatively short period before people died,
allowing valued but limited resources to be spread relatively widely. But, more
recently, with pressure for specialist palliative care support to be available for
people with a wider range of conditions and with the life expectancy of people
with non-curative cancer and with AIDS being much greater because of new
medical developments, the picture has become much more complex. Support
may be needed over a much longer period, with people coming in and out of
hospices and facing the prospect of much longer periods of both sickness and
active life.

One point that does need to be added is that, in the UK at least, the
emphasis in health policy is still on illness and care, rather than prevention and
well-being, although there is beginning to be official recognition of the need for
this to change (see, for example, Department of Health 2006). While there has
been much more talk of public health, this has mainly taken the form of individ-
ualized approaches encouraging people to take more personal responsibility for
their health, rather than policies effectively addressing social factors relating to
ill health (including life-limiting conditions), such as poverty, pollution, occu-
pational stress, food production and tobacco and alcohol consumption. Indeed
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some public policies, like transport and food production, have received adverse
criticism for heading in the opposite direction.

The funding of independent hospices
Hospices were traditionally funded on the basis of charitable giving. With the
sophistication and expense of modern treatment, technology and support and a
commitment to core services ‘free at the point of delivery’, this is no longer a
viable means of maintaining such services – although this may continue to be
the public perception. Instead independent hospices are significantly reliant on
state funding, through either individual contracts or broader funding arrange-
ments, which makes them much more dependent on government policy and
priorities.

While so far a for-profit sector does not seem to have developed in palliative
care (at the time of writing there was one private palliative care consultant), it is
no longer only the province solely and primarily of the voluntary sector. The
state through the National Health Service has become a large-scale provider
and commissioner of palliative care services. In 2005, the NHS managed about
26 per cent of inpatient palliative care and provided funding for about 28 per
cent of the cost of voluntary hospices overall (Hospice Information 2005,
p.150).This is likely to have significant implications for the future and nature of
palliative care more generally and indeed for the independent hospice sector. It
is questionable whether primary care trusts as commissioning organizations
will continue to purchase voluntary provision as before in preference to
expanding and using their own (lower-cost) palliative care services. Searching
for additional markets, both the voluntary disability sector, notably Sue Ryder
Care, and private nursing homes are developing their provision of palliative
care beds.

SOCIAL WORK: THE BROADER CONTEXT

One of the services offered as part of specialist palliative care is social work. A
distinct area of social work, specialist palliative care social work has developed
with its own professional organization, training, literature and body of
knowledge. Yet interestingly there is often little or no mention of specialist pal-
liative care social work in mainstream social work literature and discussions
(see, for example, Adams, Dominelli and Payne 2002; Davies 2002).

The role and nature of social work
Social work has a complex and ambiguous history. Historically its origins have
most often been traced to the Charity Organization Society and the housing
reformer Octavia Hill. Both of these were expressions of nineteenth-century
charitable philanthropy and the utilitarian ideology which underpinned
the harsh new Poor Law of 1832. Both based their interventions on moral
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judgements about ‘the poor’ and disadvantaged. Some commentators,
however, have identified other sources for social work which they see as more
progressive, including the settlement movement and provincial guilds of help
(Adams et al. 2002, p.333; Laybourn 1997). Social work’s portrayal has tended
to be polarized. On the one hand, it has been presented as an expression of
humanitarianism and altruism, ameliorating people’s poverty and powerless-
ness in a mixed economy. On the other, it has been condemned as an agent of
social control, taking the edge off the worst excesses of a capitalist economy,
while still serving as a ‘soft cop’ to keep oppressed people in order. Certainly
social work has historically been associated with interventions into the lives of
poor and disadvantaged people.

Social work in the UK and internationally has been applied to a wide range
of groups. These include older people, people with physical and sensory
impairments, mental health service users, young people, people with learning
difficulties and, more recently, people living with HIV/AIDS. But it is most
often associated with work with ‘children and families’, particularly with ‘child
protection’ work. This has been the most high-profile area of social work
practice and the area where in the UK it has most come in for criticism. It has
been associated with a long series of child-care tragedies and scandals stretch-
ing from the 1950s to the twenty-first century. These have been influential both
in shaping social work policy and practice and in influencing public attitudes
towards social work. While it is in the fields of child care and child protection
that social work seems to have experienced the most difficulties, this has tended
to be a preferred area of practice among many social workers; other groups,
such as older and disabled people, have tended to be seen as less interesting and
attractive.

In the 1970s social work experienced a renaissance, with the creation of
‘social services departments’, the emergence of ‘radical social work’ and a new
commitment to community-based working and renewed links with ‘the grass-
roots’ (Langan and Lee 1989). However, child-care tragedies and scandals and
growing managerialist pressure from the 1980s onwards led to a pattern of
constant reorganizations and restructurings. Most recently this has resulted in
the ending of social services departments, the shift of child-care responsibilities
to the Department for Education and pressure for the integration of adult social
work services with health. During the 1990s, social work came in for growing
criticism for having an increasing role as a means of state control, reinforcing
broader pressures to economic individualism and social division and for its
weakening concern with social justice and equality (Jordan 1997; Parton 1994,
1996; Williams 1996).

There have been many social work approaches, from individual casework,
heavily based on psychiatric models, to community-based and groupwork
approaches, that highlight collective action and local involvement. Now the
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state, charitable and for-profit organizations provide social work services and
employ social workers.

Social work has long sought to associate itself with principles of supporting
independence, self-determination and autonomy. It also highlights the need to
take into account both the individual and the society in which they live. It may
do this with varying emphasis, but what makes social work social work is that it is
inherently concerned – in theory at least – with the social as well as the personal.
The tension for much social work has been,of course, that often it is only seen to
have the capacity to intervene in the personal, rather than the social. Nonethe-
less, this consciousness of both aspects of people’s lives – the personal and the
social – and their complex interactions and interrelations – lies at the heart of
formal conceptions of social work.

SPECIALIST PALLIATIVE CARE SOCIAL WORK

The history of specialist palliative care social work, like that of modern specialist
palliative care, is a relatively short one. A small group of hospice social workers
first met together at St Christopher’s Hospice in Sydenham in 1982. In 1986
the Association of Hospice Social Workers was founded (Franklin 1996). By
the early 1990s, it had about 100 members. At the time of writing this book the
number has increased to about 260 – although no reliable data are available for
the overall number of social workers now working in palliative care.

It is worth quoting at length what its professional association says about
palliative care social work:

Social work is an integral part of the multi-disciplinary team within palliative
care, offering an holistic service to patients and families. Unlike many fields
of social work, specialist palliative care social work is potentially a universal
service and we are used to working with a diverse range of people in terms of
age, diagnosis, class, ethnicity, sexual orientation, religion and culture. Pal-
liative care social work involves working with two groups of people – direct
service users with life threatening or terminal conditions and those who are
bereaved.Social workers are skilled at balancing the different and sometimes
competing needs of the two groups.

Specialist palliative care social work is provided in a range of settings,
including independent hospices, day hospices, NHS specialist palliative care
units, oncology wards and in home care teams… Specialist palliative care
social workers are used to working across the fields of health and social care
and often provide a link between the two. They are also used to working with
both children and adults and in working with people in their own homes.

Specialist palliative care social workers offer a wide range of support to
patients and families from practical help and advice around income mainte-
nance, debt counselling, help with housing and accessing other services,
through to advocacy, individual counselling and group support. This will
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include bereavement work with adults and children both as individuals and
in group settings.Key to specialist palliative care social work is the desire and
ability to see people as whole people and not as a set of problems, to under-
stand the connections of their lives and to seek to act on, rather than ignore,
the constraints and discrimination they experience in society. As Napier has
observed: ‘Social work places ideas about crisis, loss, grief and bereavement
within an appreciation of people’s diverse and unequal social circumstances’
(Napier 2003, p.154). (APCSW 2006, p.6)

The formal definition of specialist palliative care social work, as of all social
work, is that it should:

[promote] social change, problem solving in human relationships, and the
empowerment and liberation of people to enhance well-being. Utilising
theories of human behaviour and social systems, social work intervenes at
the point where people interact with their environments. Principles of
human rights and social justice are fundamental to social work. (IFSW
2001)

The General Social Care Council, which is responsible for the regulation of
social work and social care in England, has developed a code of practice for
social care workers, including specialist palliative care social workers. This
states that they must:

� protect the rights and promote the interests of service users and
carers

� strive to establish and maintain the trust and confidence of service
users and carers

� promote the independence of service users while protecting them as
far as possible from any danger of harm

� respect the rights of service users while seeking to ensure that their
behaviour does not harm themselves or other people

� uphold public trust and confidence in social care services and

� be accountable for the quality of work and take responsibility for
maintaining and improving knowledge and skills.

(General Social Care Council 2002, p.23)

A set of ‘national occupational standards’ for social workers have also been
established by Skills for Care, formerly the Training Organization for Personal
Social Services. The key purpose and roles of social work are identified as:

1. Prepare for and work with individuals, families, carers, groups and
communities to assess their needs and circumstances.

2. Plan, carry out, review and evaluate social work practice with
individuals, families, carers, groups, communities and other
professionals.
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3. Support individuals to represent their needs, views and
circumstances.

4. Manage risk to individuals, families, carers, groups and
communities.

5. Manage and be accountable, with supervision and support, for own
social work practice.

6. Demonstrate professional competence in social work practice.
(Training Organisation for the Personal Social Services 2004, p.12)

These codes of practice and set of standards lay down the basis for all social
work practice and underpin professional training and qualification.

A CHANGED APPROACH TO HEALTH AND WELFARE

As we indicated earlier, wider changes in health and welfare have also had
profound implications for palliative care and palliative care social work. These
are still in process of being worked through. The shift to the political right in the
UK in the 1970s, embodied in the election of Thatcher governments, repre-
sented a watershed in public policy both domestically and internationally
which has had enduring consequences for health and welfare services,
including palliative care. The political new right was committed to reduced
state intervention and expenditure and opposed state provision of services as
inefficient, bureaucratic and centralizing, reducing individual freedom and
encouraging dependency. Instead it sought a greater role for the market in
public policy and a pluralist approach to the supply of health and welfare
services. It argued for individual responsibility rather than collective support,
scapegoated ‘benefit scroungers’, emphasized the value of ‘informal’, unpaid
‘care’ and support from friends and family and prioritized the introduction of
market-based models of management into public services (Deakin 1994;
Hayek 1982; King 1987; Marsland 1992).

Not only was the approach to public and social policy of the political new
right ideological, based on a commitment to the market, it also highlighted
market values, particularly relating to choice and quality. Now the talk began to
be of customers and consumers in public services, rather than clients and claimants,
as it had been before. A new age of consumerism had dawned in health and
welfare policy and provision. Whatever may be thought of the applicability of
such a model to the public sector – which often deals with the most powerless
and disadvantaged people – or the reality of the new consumerist rhetoric asso-
ciated with it, the fact of the matter is that such market sector values and
language began to assume a central importance in government thinking, policy
and practice.Although there have been significant political changes since – with
the election from 1997 of New Labour governments – this approach to public
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policy continued. It has assumed particular importance in the field of health
care and the NHS, which have continued to be politically sensitive and
high-priority areas of public policy. The emphasis in government statements
and policy has been on ‘putting the patient at the centre of health’, a patient-
driven NHS and ‘the expert patient’.

User involvement
A related concept that has developed in public policy over this period has been
that of service user involvement. The idea of participation is as old as that of
democracy, but the recent emphasis on user involvement has specific origins.
The first of these is undoubtedly the shift to the market in public policy and the
desire to give it popular appeal by highlighting its association with the direct
engagement of patients, public and service users. As a result what might be
called a managerialist/consumerist model of involvement has become a signifi-
cant feature of social policy and legislation. It is reflected in requirements for
consultations, participatory forums and the involvement of user/patient repre-
sentatives and bodies in the development and process of policy. The second
development which has underpinned the modern emphasis on user involve-
ment has been the rise of movements of health and social care service users from
the 1970s onwards. These include movements of disabled people, older people,
people with learning difficulties, mental health service users/survivors, people
living with HIV/AIDS and so on. The impetus for their interest in user involve-
ment has been a democratic one, seeking a more active involvement in policies
and services which affect their lives and a desire to have more say in their devel-
opment and decision-making processes (Campbell 1996; Campbell and Oliver
1996; Oliver and Barnes 1998).

Social care has made a particular contribution in the development of user
involvement, particularly in the fields of disability and mental health policy. It
has developed new approaches and worked to include marginalized groups.
Such involvement became a requirement in social care in the early 1990s for
both adults and children, with the introduction of the 1990 NHS and
Community Care Act and the 1989 Children Act. Social work, as part of social
care, has placed an emphasis on user involvement over this period in its organi-
zations, structures, practice, education and training. In addition, service user
movements, particularly the disabled people’s movement, have developed new
approaches to support, including direct payments schemes, putting service
users in control of the ‘package of care’ they receive, user-controlled services
provided by centres for independent living and other service user led organiza-
tions and non-medicalized schemes for support for mental health service
users/survivors.
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Improving quality
Over this same period, the concern with improving quality has developed in
health and social care. The new rhetoric is immediately apparent in the policy
process. In the NHS this has particularly been framed in terms of developing
the ‘choice agenda’. This has been a strongly ideologically based development
linked to government’s commitment to an increasing role for the private sector.
The individual citizen/consumer is presented with the argument that improved
quality of service will be forthcoming because they will have a ‘choice’ of
service, service supplier, clinician and so on. This has been a contentious and
highly politicized development in public policy. It has also been associated with
an increasing focus on quality standards by which such service providers might
be judged.

Thus, in relation to ‘quality’, government has established National Service
Frameworks to establish standards for key policy areas and service user groups,
including mental health, cancer, long-term conditions, and young and older
people. It established a ‘quality strategy for social care’ which emphasized the
importance of policy and practice being knowledge- or evidence-based. There
is a new language of ‘quality standards’, ‘performance indicators’ and ‘outcome
measures’. In the last few years, new Care Standards Commissions were estab-
lished to monitor and safeguard quality in social care which culminated in the
creation of the Commission for Social Care Inspection. A General Social Care
Council was set up to identify and maintain standards of occupational practice
and conduct, a training organization for personal social services (TOPSS, sub-
sequently Skills for Care) established to improve the quality of the workforce
and a Social Care Institute for Excellence created to develop the knowledge
base for improving quality (Beresford 2003a, 2004; Beresford et al. 1997).

The ‘quality agenda’ and ideas of user and patient involvement have
become central in health and social care and can be seen as expressions of the
shift in political and ideological interest over recent decades. But a significant
issue is that these two strands of development have tended to be treated sepa-
rately. Thus quality standards have predominantly been based on professional
and bureaucratic approaches to standard setting, rather than involving service
users. Yet it cannot be assumed that what service providers and purchasers
would value and prioritize as good quality would necessarily coincide with what
service users would want. Indeed there is evidence to indicate the opposite
(Beresford 2003a, 2004; Evers et al. 1997; Harding and Beresford 1996).

It was in order to explore this issue that the national independent user-
controlled organization, Shaping Our Lives,was first set up. Its aim was to unify
so far unrelated interests in user involvement and quality standards.Since 1996,
it has been exploring with health and social care service users the idea and
practice of user-defined outcome measures – that is to say measures of what
people want from services and support which they themselves identify and
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develop – to add to the managerial and professional measures that have so far
tended to predominate (Balloch et al. 1998; Beresford et al. 1997; Schalock
1995; Shaping Our Lives National User Network et al. 2003; Turner 1997,
1998). It has carried out development work with a range of different service
users to explore the feasibility and nature of such quality measures. Shaping
Our Lives encountered some reluctance on the part of service agencies to adopt
service user led quality standards, but at the same time established that such
standards made sense to and could be developed by service users.

This book builds on and connects with that work. The aim of the project on
which the book draws was to inform discussion, policy and practice about
user-defined outcomes in palliative care by exploring what service users want
from specialist palliative care social work. Thus it is an expression of the devel-
oping interest there now is both in improving the quality of health and social
care provision and in user involvement. It also embodies a concern to combine
the two.

PALLIATIVE CARE AND PARTICIPATION

The Calman Hine Report in 1995 paved the way for user involvement in pallia-
tive care by recommending that cancer services should be patient centred
(Department of Health 1995). The National Health Service Cancer Plan
(Department of Health 2000) encouraged user involvement in the context of
recognizing the quality of cancer services as a national priority. These specific
developments have taken place within a wider context of government emphasis
on user involvement and service users being at ‘the centre’ of health and social
care services. In 2003, for example, the government established a major NHS
consultation, Choice, Responsiveness and Equity in the NHS and Social Care,
which placed a specific emphasis on patient and user involvement and which
directly involved service users in eight officially appointed task groups,
including one focusing on ‘long-term conditions’ which addressed palliative
care issues (Department of Health/NHS 2003).

There are, however, some important and interesting contradictions about
user involvement in palliative care.Palliative care,particularly as reflected in the
hospice movement, has always emphasized the centrality of the patient or
service user and its own ‘holistic’ approach to provision and practice. It has
highlighted its concern with the individual’s physical, social, psychological and
spiritual needs. It has traditionally placed an emphasis on ‘voice and choice’,
ideas which have subsequently gained a key place in health and care more
generally. As Dame Cicely Saunders said, one of its key and explicit aims was to
provide a ‘voice for the voiceless’ (Oliviere 2000).

Yet it can be argued that hospice and palliative care have been slow to
address service user involvement. Apart from the development of ‘patient
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satisfaction surveys’, whose helpfulness as a form of user involvement is ques-
tionable, it was not until the late 1990s that user involvement really emerged as
an issue in palliative care, with the beginning of public discussion, organized
events, publications and the commissioning of research (Beresford, Croft and
Oliviere 2001; Kraus, Levy and Oliviere 2003; Monroe and Oliviere 2003;
National Hospice Council 2001; Oliviere 2001b). By contrast, as we have seen,
user involvement was a legislative requirement in social care from the early
1990s and participatory developments in that field can be traced back to the
early 1980s.

Pressures against participation
While it is not clear why palliative care has been slow to take user involvement
forward as rapidly as some other policy areas, some possible reasons are
apparent. One explanation seems to be the feeling that ‘we are doing it anyway’;
the sense that patients are involved routinely, following from the longstanding
commitment in this field to listen to the patient/service user and to act as an
advocate for them. However, offering a voice is not the same as accessing
people’s own voices. Another explanation may be that while being multi-
disciplinary and committed to a holistic way of working, palliative care has
tended to be medically led. The health field more generally has been slower to
address issues of participation than has that of social care, which is now
acknowledged to have had a pioneering role in this field. But this still would not
explain why palliative care came later to participation than some other areas of
health specialism, such as mental health.

It is a third possible explanation that seems the most likely. Palliative care
services work with two groups of people who are seen as particularly vulnerable
in our society. These are people with life-limiting illnesses who may be facing
death and people who are either facing bereavement or have been bereaved.
Thus palliative care service users are at very difficult times in their lives, having
to cope with massive change, fears for the future and possibly financial uncer-
tainty. For some it may mean having little time and feeling weak and very ill; for
others coping with loss and perhaps the prospect of loneliness and isolation.

It would not be surprising, therefore, if workers and services were reluctant
to place additional burdens on service users who can already be seen to have
other difficulties and preoccupations.Death,dying and loss are also still areas of
taboo in western societies to at least some extent. Workers and managers do
express particular concerns about involving palliative care patients and service
users. Issues are raised about how meaningful such involvement may be at the
‘end of life stage’of people’s illness.There has also been a significantly pessimis-
tic strand in academic/research discussions of user involvement in palliative
care. Fears have been raised about such involvement being stressful, unhelpful
and coming to be seen as an obligation (Gott 2004; Payne 2002; Small and
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Rhodes 2000). These are important issues and need to be addressed. So far,
however, they have not followed from research findings and there is not a strong
evidence base for them. Research work done so far has also been based on very
small numbers.

More positive experience
In contrast, where efforts have been made to involve service users with careful
planning and preparation, there has been a positive response. User involvement
in palliative care emerges as a much more practical possibility. This has
included involving people with different conditions, who are very ill and who
have little time to live. There have been some significant recent developments.
Thus, in 1999, a national seminar on Improving Quality and Developing User
Involvement in palliative care was held (Beresford et al. 2000). This was jointly
organized with current palliative care service users and attended by a majority
of service users. User involvement was made the subject of the National
Council for Palliative Care Annual Awards scheme in 2001. This led to the
establishment of a User Involvement Panel, jointly hosted with Help the
Hospices and composed of palliative care service users and others, which
developed and ran a series of educational regional seminars on user involve-
ment, culminating in the first national conference on this subject held in 2003.
In 2005, Help the Hospices established a national user involvement initiative,
led by a group of palliative care service users. In 2005 at an international confer-
ence organized by Help the Hospices, a panel of service users involved in this
initiative provided a highly rated question-and-answer session on user
involvement.

Progress in developing user involvement in palliative care is unquestionably
being made. However, these activities have also highlighted – through contact
with a wide range of managers, practitioners and service users – that this is still
at an early stage, is patchy in implementation and is raising a number of
concerns and uncertainties from service providers.

At the same time, most of the large independent palliative care and related
organizations, including Marie Curie, Macmillan Cancer Relief, Help the
Hospices, the National Council for Palliative Care and Sue Ryder Care, have
variously developed their own policies and schemes for user involvement. It is
important at this stage neither to over- nor to understate the progress that has
been made. What is likely to be most helpful is to develop some critical consid-
eration of key issues currently being raised in relation to this issue (see, for
example, Carr 2004). The aim here is to explore user involvement in palliative
care in the broader context of theoretical and practical developments drawing
on a wider range of policy areas.

People’s feelings about involvement need to be put in context. There is no
doubt that participation can be a negative and unhelpful activity (Cooke and
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Kothari 2001).Arnstein’s development of a ladder of participation in the 1960s
has long highlighted this. Her ladder descended from ‘citizen power’, through
‘placation’ to ‘manipulation’ (Arnstein 1969).But such deficiencies may be less
to do with the inherent nature of participation itself, than with what it consti-
tutes and what purpose it is put to in any given situation.

Palliative care service users who get involved generally seem to value it.
However, so far it appears likely that only a small proportion of such service
users have responded to invitations to get involved. But this is true of most
groups – both of ‘service users’ and of other people.We are likely to need to look
to broader structural issues for an understanding of this.We live in a representa-
tive, not participatory, democracy, where many people do not expect and are
not accustomed to ‘getting involved’ in formal public policy or state-related
activities and where these processes are often opaque and excluding.

Equally reservations have traditionally been raised about the involvement
not only of palliative care service users, but also of many ‘vulnerable’ groups.
This has frequently been the case in relation to people with learning difficulties,
particularly those seen as having profound or multiple ‘handicaps’ or who do
not communicate verbally. But there are a few groups in relation to whom this
has not been raised during the course of the modern development of participa-
tion policy and practice, including children and young people, mental health
service users/survivors and others who have experienced long-term
institutionalization (Dowson 1990; Thompson 1991; White et al. 1988).
Concerns have been raised that such groups would not be able to contribute,
would be liable to manipulation, and would be left exposed and experience
distress as a result. No body of evidence has developed to support these
concerns, influential though they have been. It is helpful to recognize that they
are not new issues, but have frequently been identified and applied to many
groups and individuals.

They have also often been associated with traditions of ‘protecting’ (vulner-
able) service users, issues of ‘gatekeeping’ by service providers and paternalistic
health and welfare cultures. This is in sharp contrast to more recent thinking
that patients and service users should have the chance to be ‘co-producers’ of
their own welfare. It is also now established that a wide range of groups which
previously would not have been seen as able to ‘get involved’ have since demon-
strated both their interest in being involved and the feasibility of them having an
effective involvement in issues which concern them. This includes people with
dementia (Allen 2001) and people with aphasia (Parr et al. 1998), as well as
people with ‘profound’ learning difficulties and without verbal commun-
ication.
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USER INVOLVEMENT IN RESEARCH

User involvement has not only developed in policy, planning and practice.
There has been similar pressure in recent years for user involvement in research
and evaluation. As with user involvement more generally, such pressure for user
involvement has come from more than one source and as a result has taken
different expressions, based on different philosophies. Two key sources for this
development can be identified: first, the service user movements, particularly
the disabled people’s movement, and, second, mainstream research, govern-
ment and the service system.The latter have encouraged both an interest in and
requirements for service user involvement in research and participatory
approaches to research. The former has encouraged the development of new
research approaches which place an emphasis on changed, more equal relation-
ships between research, researchers and research participants and on research
for change linked with the rights and demands of service users, rather than
research primarily and solely concerned with producing new knowledge
(Barnes and Mercer 1997; Kemshall and Littlechild 2000; Lowes and Hulatt
2005).

Three overall approaches to such research can be identified. These are:

1. User involvement research – where service users are actively involved
in research, research projects and research processes.

2. Collaborative research – where service users and/or their
organizations undertake research jointly and collaboratively in
association with conventional researchers.

3. User-controlled research (also identified as survivor researcher,
emancipatory disability research) – where service users initiate run
and control research projects and activities.

The research approach adopted in the project on which this book was based
comes into the first category; that is to say the aim was fully to involve palliative
service users. It is not claimed that it is an example of either collaborative or
user-controlled research. This is because while the inspiration for this project
came from what service users themselves said – both in the course of the
user-controlled research and development work of Shaping Our Lives and
previous work with palliative care service users in which two of the authors were
involved – due to the length, scale and nature of this project, a decision was
made, mostly for practical reasons, to undertake a participatory project which
sought to enable as much service user involvement as possible. A group of pal-
liative care service users did not exist to take the lead on the work themselves
and nor was there such a group to collaborate with. This is not to say that either
user-controlled or collaborative projects with palliative care service users are
not feasible,but rather at this relatively early stage in the development of service
user involvement in palliative care research, the approach adopted seemed the
most honest, realistic and achievable one.

PALLIATIVE CARE: A NEW PERSPECTIVE 35



Questions have been raised from traditional research perspectives about
whether the involvement of service users (or other groups) in research under-
mines the independence and rigour of such research. These arguments have in
turn been challenged. Supporters of user involvement research, like qualitative,
feminist and action researchers before them, call into question the positivist
premises of traditional research which emphasizes ‘neutrality’, ‘objectivity’ and
‘distance’ and also point to gains that they see user involvement offering
research (Barnes 2003; Barnes and Mercer 1997; Barton and Oliver 1997;
Baxter, Thorne and Mitchell 2001; Beresford 2003b; Mercer 2002; Reason
and Rowan 1981; Turner and Beresford 2005; Wallcraft 1998; Winter and
Munn-Giddings 2001).

These gains include:

� addressing and including key previously neglected perspectives and
experience

� encouraging trust and openness from research participants

� gaining fuller and more reliable information from service users
because research is more sensitive to them

� equalizing research relationships

� improving the accountability of research (Faulkner 2004; Faulkner
and Layzell 2000; Hanley 2005).

THE RESEARCH PROJECT

The project we undertook was a three-year national research project, supported
by the Joseph Rowntree Foundation. We report the method and methodology
of this project in more detail in Appendix 1. The project’s focus was service
users’ perspectives on specialist palliative social work: what it was like for them,
what they thought of it and what ideas they had about how it could be improved.
We had three aims in undertaking the project. These were:

1. to improve social work practice with people facing life-limiting
illnesses and conditions and bereavement

2. to inform policy in this field

3. to develop and improve training, by building on the knowledge and
experience of service users.

Participants in the project were located in the full range of settings for such
social work, including independent hospices, NHS hospice units, hospital
oncology units and palliative care day centres. They lived in many varied parts
of the UK. The project distinguished between two groups of service users and
included both those who were living with a life-threatening illness or condition
and those who had been bereaved. The project adopted in-depth, qualitative
methods to explore the views of both these groups. People were interviewed
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either as individuals or through group discussions, using a semi-structured
schedule.

A total of 111 people were interviewed in the project: 61 were bereaved, and
52 had life-limiting illnesses and conditions (two people were both bereaved
and patients). Most were interviewed individually. The project included 39
men and 72 women; 9 per cent of participants identified themselves as black
and/or members of minority ethnic groups.

Palliative care service users were involved in both the design and manage-
ment of the project.We aimed to involve specialist palliative care service users in
all stages of the project, including finalizing the research focus, developing the
research schedule, and analysing and disseminating findings. This involvement
had a number of expressions. Palliative care and other service users were
included in the Advisory Group which met regularly through the life of the
project. Three steering groups of palliative care social work service users were
also set up and met during the project. Their purpose was to enable there to be
continuity of user involvement in the project, offering ideas and feeding back on
its progress. It was expected that their membership might alter during the
course of the project, given that some service users were likely to die. We also
produced newsletters to keep everyone who participated in the project
informed about and involved in the progress of the work.

We knew that involving service users in a project like this would raise its own
complex ethical issues. The project was granted formal ethical approval, but a
range of issues needed to be addressed with particular care. We sought to build
these into the project. These issues included ensuring adequate and accessible
information so that participants had as real opportunities for informed consent
as possible, avoiding overburdening service users who might be extremely dis-
tressed, offering participants all the support that they needed and providing
opportunities for follow-up support.

Some of the central questions to which we sought answers included:

� What do service users see as constituting good practice in specialist
palliative care social work?

� In a context of limited resources, what priorities do service users
highlight?

� How can specialist palliative care social work support the
empowerment of service users?

� How can service users be more involved in the construction and
practice of specialist palliative care social work?

� How might professional training be improved building on service
users’ views and experience?
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� What are the lessons to be gained from service users’ knowledge
and experience for improved collaboration between health and
social services in palliative care?

� What insights do the views of service users offer for social work as a
profession and user involvement more generally?

In the next chapter,we begin looking at the findings emerging from what people
said in the project.

SUMMARY

This chapter introduces readers to palliative care, specialist palliative care
services and the wide-ranging changes currently impacting on both. It looks at
the nature, history and aims of social work generally and of specialist palliative
care social work both within social work and within palliative care.

Palliative care and specialist palliative care social work are then located in
the changing nature of health and welfare policy over recent years. Particular
attention is paid to two recent and related developments, increasing interest in
the quality of health and welfare provision among policy-makers and a growing
emphasis on ‘service user involvement’ in health and social care policy and
practice.Service users have sought to combine these two discussions and devel-
opment by developing ‘user-defined’quality and outcome measures.This book
builds on that work with its focus on what service users want from specialist pal-
liative care social work.

To contextualize this, the chapter examines the development of participa-
tion in palliative care, noting that it has been slower than in many other fields.
There seems to have been some reluctance to involve service users, for a variety
of reasons, but early initiatives demonstrate both the feasibility of and potential
benefits of user involvement in this area.

Finally the chapter describes the participatory research project whose
findings this book reports and discusses. It puts this in the broader context of
current interest in service user involvement in research. It briefly sets out the
methodology and methods used in the project which are reported in more detail
in Appendix 1 later in the book.
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Part Two

What Service Users Say
In this second part of the book we report what service users have to say.
We have sought to increase our and other people’s understanding of spe-
cialist palliative care social work from the perspective of those who use it.
As far as possible we therefore present our findings using service users’
own words. For this reason, this part of the book has minimum discus-
sion and interpretation of what they say. Here we seek to offer service
users’ own interpretations – although, of course, the choice and arrange-
ment of their comments are ours. We have, however, sought to reflect as
far as possible the concerns and emphases that they offer, rather than
impose our own. In presenting these findings we are not setting out to
measure, quantify, or state the incidence and prevalence of anything.
Rather, as Clark (2001, p.63) puts it, our emphasis will be on ‘sources of
variation, nuances of difference, the elicitation of meaning and the
understanding of processes’.





CHAPTER 2

BECOMING INVOLVED WITH
PALLIATIVE CARE

As we listened to what service users told us about how they came to palliative
care and specialist palliative care social work, it became clear that they had
usually experienced a series of events relating to their health, their diagnosis and
their treatment, each new event taking them a further step in their involvement
with hospital and palliative care services. It was possible to see their experiences
in terms of a journey.This is a metaphor that is commonly used in palliative care
literature and sometimes by service users themselves. We felt that it offered a
useful way of organizing what service users told us, which could make sense
both to readers but which also followed from service users’ own experience and
accounts.

We wanted to see what service users had to say about their journey generally
and also about their experience both before and after they had met the specialist
palliative care social worker. In this part of the book, we will look in turn at each
stage of the journey from first entering palliative care, through the process of
involvement with the specialist palliative care social worker – including referral,
assessment and intervention – through to their evaluation of the social work
service in terms of its strengths and weaknesses.

THE START OF INVOLVEMENT

When we asked service users how they first became involved with specialist pal-
liative care,many returned to a far earlier stage of their journey.They often took
us back, in detailed and lengthy accounts, to the first days of their or their loved
one’s illness; to initial symptoms, the diagnosis and the feelings that they had
experienced then. They told us about the treatments that they had received and
the high and low points of remission and relapse. They told us about excellent
care and sometimes of poor, even negligent treatment. Our process notes show
how distressing some of these accounts were, how painful to tell and sometimes
how painful to listen to.

It had not been our aim to explore these very early stages of their journeys.
Our focus was on specialist palliative care social work. However, service users
certainly wanted to tell us about them. They were an inseparable part of their
experience. Service users tended to focus on the specific aspects that had been
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most significant for them personally and this meant their stories were very
varied. It was difficult to identify coherent themes. However, there were some
consistencies.

Most striking perhaps was how much people wanted and perhaps needed to
share their accounts – from the very beginning – and in this way, to put their
experiences of coming into palliative care into a more meaningful context. We
saw that the referral to specialist palliative care marked a real turning point in
people’s journey and two strong themes emerged in relation to that referral.

Fear of palliative care
The first of these themes was the horror and dread that many service users told
us they or those close to them felt when referral to a hospice was first
mentioned. There were several strands within this theme of ‘being horror
struck’. Many patients equated the word ‘hospice’ with imminent death:

Well, the nurse from the hospital suggested that I came to the hospice and be
pampered and I threw my arms in the air and said, ‘Hospice – no, no, no, no,
no, I know I’m ill but I’m not that ill.’ (Woman patient, white UK, age group
66–75)

Another woman patient referred to her husband’s feelings when she decided to
turn to a hospice for help. He also had cancer but had not considered hospice
support for himself.

My husband was horrified…hospice – terminal, you know, the last resort.
(Woman patient, white UK, age group 66–75)

That was a view shared by many other patients:

[The nurse] suggested I come here ’cos I was feeling pretty low after my
heart operation and I didn’t want to come here at all… A hospice…the word
frightened the life out of me… (Man patient, white UK, age group 56–65)

[T]hey thought it was a good idea that I go to the hospice which absolutely
petrified me ’cos I only had one vision of a hospice you know, like most
people, and I was very, very reluctant to go there. (Man patient, white UK,
50 years old)

A few of the service users that we spoke to had previously been employed as
medical or nursing professionals and some of these individuals still shared the
view that hospices were associated only with death and terminal care:

my conception of them was that they were places for terminal care and that
they didn’t offer the range of services…and so initially I thought, oh, a
hospice is for people who die, but that was the initial thing. (Woman, former
nurse, white UK, age group 36–45)

Some service users associated referral to palliative care with giving up on
attempts to ‘fight’ their illness:
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They gave me the telephone number for contacting the hospice to see a
Macmillan nurse… I was quite anti the word hospice ’cos I wasn’t going to
die…and I would say, ‘No, I’m fighting this and I’m doing very well.’
(Woman patient, white UK, age group 26–35)

Changing attitudes
The second theme which emerged from service users was how rapidly their
attitudes to palliative care changed once they had contact with it. Many service
users reported that anxieties about palliative care disappeared quickly when
they actually visited the hospice or palliative care unit. Many people talked
about this reduction in anxiety, but different service users highlighted different
reasons for this change. Some talked about increased feelings of security, of
being supported:

the moment you’re through the doors of the hospice it does feel very safe.
(Woman patient, white UK, age group 56–65)

Some linked the feeling of increased security to the fact that they were put fully
in the picture about what was happening to them:

the support seemed to be there from the minute I walked through that
door… I never felt afraid when I had the hospice on board. Everything was
explained in detail and they talked to me and to [her husband] not above
us or below us…my husband died with dignity because of the hospice.
(Bereaved woman, white UK, age group 26–35)

Others commented on the positive impression made by the pleasant environ-
ment. The widow of a man who died of cancer in an NHS palliative care unit
told us:

I went to look at it and I fell in love with it, it’s a lovely place. (Bereaved
woman, white UK, age group 36–45)

Many service users highlighted excellent standards of professional care. The
male patient in his fifties we quoted who said the word ‘hospice’ frightened the
life out of him went on to tell us:

I fell in love with it straight away. I found the nurses here really, really seem to
take care and I’m certain about it. (Man patient, white UK, age group
56–65)

It was clear that whatever misgivings or fears service users had at the outset,
most of those that we spoke with saw the palliative care service and palliative
care team in a very positive light after they had direct experience of them.

I’ve been going now for over 12 months…and to me it’s one of the best things
that’s happened… It’s been a godsend. (Man with motor neurone disease,
white UK, age group 75+)

BECOMING INVOLVED WITH PALLIATIVE CARE 43



This man’s wife, at his request, was present at the interview and she was one of
many who drew a distinction between hospice and hospital care. She said:

I think the atmosphere’s good when you go in there, it’s a different atmo-
sphere to going in a hospital…and the people in there are different aren’t
they?… They’re caring, they’re more caring. (Older woman, white)

Some people spoke about what hospice care had meant to the whole family. A
widowed mother talking in a discussion group of bereaved people about the
death of her husband said:

I have two young daughters, well teenagers, but it was a very difficult time for
us all and the hospice made it very bearable and wonderful. (Woman partici-
pant in a discussion group of bereaved people)

Service users often commented on how much better they or their family
member felt physically or emotionally after receiving hospice care:

They basically brought back my life. You know the doctors did and they are
so supportive of me when I come here. You feel special and I am not praising
for the sake of praising…they’ve given me back a lot of confidence because I
was really down and now I’m on top of the world. (Man patient, white UK,
age group 56–65)

[H]e went in very down and very ill. But he came out much better, full of the
joys of [the hospice] because they made him feel better and they were so
good to him. And my husband was a very private person and I wondered how
he would react to this but he loved it and he asked if he could go back.
(Woman participant in a discussion group of bereaved people)

The woman who first said ‘Hospice – no, no, no, no, no’ told us that she had
totally changed her opinion of palliative care:

If anyone says, ‘Are you doing anything on Wednesday?’ I say, ‘Yes, I’m going
to the hospice and nothing is going to stop me!’ (Woman patient, white UK,
age group 66–75)

And the man who said he only had one (negative) vision of a hospice went on
to say:

People don’t know until it’s too late how special a place that is, and it’s not
just for dying people which I thought. (Man patient,white UK,50 years old)

LATE REFERRAL

Some service users reported late referral. Several people said that they had only
been referred for specialist palliative care very late in the day and this had
presented them and their families with difficulties. One woman’s husband
had been ill for a very long time. She said that she felt referral to palliative
care had come far too late and that she had been kept in the dark about the

44 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



terminal stage of her husband’s illness, so that she was unprepared for his death
soon after referral:

By the time he got to [the hospice] he was quite ill, they knew that
anyway…but the doctors don’t explain everything and they don’t tell you
how far gone they are… (Bereaved woman, black Caribbean, age group
46–55)

If people are initially reluctant to accept referral, through fears and anxiety, they
might never be offered palliative care again. Although it was not mentioned
often enough for it to be identified as a broader issue, a few service users made
us realize how close they or their family member had come to missing out on
palliative care altogether. An example of this was the woman who described
how her father, a man in his eighties with a long history of mental health
problems, refused to go to hospital or hospice ‘without a fight’. The family felt
they were unable to give him the care he needed and were becoming quite
desperate.

We didn’t get any help from our GP. It only came from a passing comment
from a registered nurse who came to our house. Just a passing comment she
made about coming here [to the hospice]…and when he said no, she didn’t
bother asking again, and it wasn’t until we had come to the end of our tether –
right we’ll go there for the day, see – we’ll take him there and he can see how
nice it is… (Bereaved woman, white UK, age group 46–55)

It was clear that most of the service users we spoke to were very happy about the
care they or their loved ones had received from the broader specialist palliative
care team and consequently their views of specialist palliative care social
workers need to be seen within this wider context.For example,one man had an
extremely negative view of social workers following a personal experience of
social work that he described as ‘horrendous’, but he was specifically prepared
to give the social worker at the hospice a chance:

because of the way the hospice had treated my wife. (Bereaved man, white
UK, age group 46–55)

EXISTING VIEWS OF SOCIAL WORK AND SOCIAL WORKERS

We knew that we could expect social work to be a profession that was not neces-
sarily familiar to or even available to everyone in the same way as, for example,
the services of a GP or nurse are familiar and available. We were also aware of
the negative and sometimes inaccurate images of social work that are presented,
particularly in the tabloid media. We therefore felt it was important to find out
what people knew and thought about social work prior to their meeting with the
specialist palliative care social worker, as this might impact on the nature of
their involvement with specialist palliative care social work.
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What service users thought of social work
We asked service users to tell us their views of social work or social workers
before they met the specialist palliative care social worker. A small minority of
service users described positive experiences of social work prior to meeting the
palliative care social worker.One woman, for instance,had found her husband’s
social worker from the local authority care management team exceptionally
helpful:

She couldn’t do enough for him… (Bereaved woman, white UK, age group
36–45)

However, many people were initially reluctant to respond to our question, and
comments like ‘you wouldn’t want to know’ were common. We found that,
when pressed for an answer, there was a strongly consistent theme to the replies.
Service users were overwhelmingly negative about social work and social
workers. There were two categories of response. These reflected people’s
previous relationship with social work and came from:

� a position of ignorance – the service user had no direct prior
experience of social work

� direct personal and/or professional experience of social work.

It is important to note that the majority of service users fell into the first
category: they had no previous personal experience of social workers and so
relied heavily on media reporting and other accounts for their information. A
number of different strands appeared within the general theme of negativity
towards social work. These can be summed up as:

� Social work is not for people like me.

� Social workers are only there for one thing.

� Social workers intrude and take over.

� Social workers don’t help much anyway.

� They’re hard to get, these social workers.

SOCIAL WORK IS NOT FOR PEOPLE LIKE ME!

Many people said that they believed that social work had no relevance to ‘people
like them’.

It wasn’t something that crossed my mind that when people, well with
cancer, or people in hospices, that they had social workers…it just never
crossed my mind. (Bereaved woman, white UK, age group 19–25)

Service users often seemed to equate social work with people who did not want
to be ‘independent’ and some saw needing social work support as demeaning
and a last resort.
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I just thought people were very sad you know, I couldn’t understand why
anyone wants to go and talk to anyone about a problem and that was very
adamant in my mind, very clear… I didn’t see why anyone had problems,
when I had more problems than most, I suppose. I just didn’t deal with them.
(Man patient, white UK, 50 years old)

Really and truly I suppose it was a last ditch stand, you know, to get in touch
with her because there was nothing else we could do. (Bereaved man, white
UK, 68 years old)

[I]f we’ve not had any money – we’ve never gone on benefits or anything,
always worked…we’ve just managed on what we have had. So I’ve never
gone into the depths of needing a social worker before…no, in our day we
were brought up very independent. (Woman patient, white UK, age group
56–65)

Some service users were quite clear that they only associated social workers
with people they saw as socially marginalized:

I thought social work was for the down and outs, people that, you know, lived
on the streets and things like this. (Woman patient talking in a discussion
group)

SOCIAL WORKERS ARE ONLY THERE FOR ONE THING!

Whilst many people said they associated social workers with children, it was
clear that a number of these saw the social worker in a predatory rather than a
protective role. Some parents told us how they had actively resisted referral
because of this view and the anxieties associated with it.

I thought that’s it, they want to come in and take the kids because they know
I’m not going to be able to look after them… I was frightened, I was very
frightened at first. Because I thought not only am I losing [her husband], I’m
now going to lose the kids as well. That’s what I initially thought. I did feel
that for quite a long time. (Bereaved woman, white UK, age group 26–35)

Many of those service users who did see the social worker as being in a protec-
tive role felt that they only heard about those that failed to fulfil their responsi-
bilities. Many volunteered that their judgement was totally based on media
horror stories and they said that they were not necessarily getting an unbiased
perspective.

Some service users were, however, talking from experience. A father talked
about how dealings with an adoption team had ‘scarred me for life’ and that this
meant that he felt reluctant to ask for support for his young daughter on the
death of her mother. Another man said that he had a poor opinion based on
personal experience prior to meeting the palliative care social worker.
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My honest opinion was that I didn’t think much of them because of an
incident that happened years ago, but I have changed my opinion. (Man
patient from a minority ethnic group, age group 56–65)

SOCIAL WORKERS INTRUDE AND TAKE OVER!

As well as seeing social workers as being for people who did not themselves want
independence, it was apparent that some service users saw social workers as
actively using their power in a threatening or undermining way which restricted
people’s independence:

I was a bit wary of them, can I put it that way, I think we are very influenced
by what we read in the press… I thought they might be a bit intrusive into my
life. (Woman patient, white UK, age group 56–65)

[T]he impression we had was that social workers just go into a home and
sit there…and order the people they are supposed to look after about…
(Bereaved woman, white European, age group 66–75)

I’ve found them a little bit overbearing sometimes, not all of them, I’m not
generalizing. But I have found that – I worked in a children’s home…but I
found it a little bit of a battleground, and they were taking control away
basically. (Bereaved woman, white UK, age group 75+)

SOCIAL WORKERS DON’T HELP MUCH ANYWAY!

Either from personal or from professional experience, some service users had
reached the conclusion that social workers often failed to be supportive. Some
people, like this woman, felt that there were structural constraints limiting their
effectiveness:

In my job, I came in contact with social workers all the time. I think their
hands are tied. I think some of them are excellent, but there’s a lot left to be
desired with some… I think possibly it’s because they haven’t either got the
time or they are too busy to do the things that I would think are part of their
job… (Woman patient, white UK, age group 75+)

Those service users who had personal experience of working as social workers
gave a similar picture:

I have a pretty poor view of our profession, I’m afraid,and what we are able to
offer, because of the structures that we have, that we don’t have any control
over…we were allowed to do less and less things than I was trained to do.
(Bereaved man, white UK, age group 46–55)

Some service users had been let down as promises had not been kept. This
woman had seen a non-specialist social worker earlier in her illness:
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I will do this for you [she said] but it never transpired, and I’ll get that going
for you and it still never transpired. (Woman patient, white UK, age group
46–55)

A small minority of service users felt that social workers were likely to be of little
value because it wasn’t possible for any professional to make a difference:

I really didn’t think anyone could sort anybody else out, I thought you’d got
to sort yourself out. (Bereaved woman, white UK, age group 36–45)

THEY’RE HARD TO GET, THESE SOCIAL WORKERS!

As we have reported, a small number of service users, prior to meeting the spe-
cialist palliative care social worker, did have positive views of social workers and
actively sought their support but had found that accessing a social worker was
difficult. Service users’ own definitions of need were sometimes ignored. One
patient recalled how her desperate request for social work support was met with
refusal when her husband was sectioned under the Mental Heath Act shortly
after her own diagnosis of cancer:

they didn’t really recommend a social worker, because I asked…because I
said I got children, and I said I got, you know, a child with special needs and I
was ill, you know, with cancer, but I didn’t get a social worker. They said it
wasn’t needed… I said, ‘What about me, what about the kids? Will we have a
social worker please?’ Oh no!…they didn’t think it was necessary…even the
GPs didn’t. (Woman patient, white UK, age group 36–45)

Another couple described repeatedly asking for help at the hospital where the
husband was seen, as both an inpatient and an outpatient, over a period of
several months:

Wife: [We asked] can we see someone…a social worker because
we need help, and they went ‘Yeah we’ll send someone up’
and they never did.

Husband: They never did.

Wife: And they never did and it got to the point where I just
couldn’t take it any more and I thought what is the point of
going on, you know, because no one’s helping, they’ve
written him off, they just don’t want to know, they don’t
care.

Interviewer: So it just felt hopeless really?

Wife: I felt totally out of my depth and I’ve always been in control
and I felt completely out of it and that is the most awful
feeling when you can’t control nothing. (Man patient, white
UK, age group 46–55, interviewed with his wife)
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This patient’s wife had gone on to make a suicide attempt at which point the
referral was made to the specialist palliative care social worker.

It was clear that some service users held not just one of these negative
images but several of them, and they said how surprised they were when the
social worker turned out to be different to the image.

You only hear the problems with social workers if something goes wrong,
don’t you? Like if a child is killed, or something like that. I think you have
pre-conceived ideas – oh they meddle, or they’re not going to help you,
they’re going to delve into your finances, they’re going to do this, they are
going to do that. [The specialist palliative care social worker] didn’t do any of
that. She was just there and was nice – I have to say I was surprised…she was
what probably we actually needed. (Bereaved woman, white UK, age group
46–55)

Lack of information about social work
Our question about people’s pre-existing views of social work and social
workers revealed another strong theme. This was people’s lack of information
about social work . A number of service users made the point that they thought
it was difficult to have any view about social work and social workers because
they felt they were kept in the dark as to what social workers actually did in
practice. Many stated that everything they knew about social work came from
newspapers. This patient found his lack of information and knowledge about
the role inhibited him in his first meetings with the specialist palliative care
social worker:

I had no idea what the role was… I had absolutely no idea what I could say or
couldn’t say or could ask or what they actually did, to what extent… (Man
patient, white UK, age group 26–35)

There were a small number of people who already knew about and had positive
views of specialist palliative care social work prior to entering palliative care.
These tended to be professionals working in either medical or social work fields.
For example the social worker quoted above, who felt he had little control in his
own area of social work, told us that:

I think hospice and hospital social workers are the last outpost – one of the
last outposts – of proper social work… (Widowed father of young children,
white UK, age group 46–55)

And this former nurse told us:

I don’t think you can call yourself a proper multidisciplinary team without a
social worker… (Bereaved woman, white UK, age group 56–65)
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SUMMARY
People’s attitudes to palliative care

� Many service users described their feelings of horror and dread
when referral to a hospice was first mentioned.

� They said they had equated the word ‘hospice’ with imminent
death and with giving up on the fight against their illness.

� However, service users reported extremely positive feelings about
the hospice or palliative care unit once they had direct experience
of it. Views often changed rapidly and dramatically after actual
contact.

� Service users frequently mentioned experiencing a feeling of safety
in the palliative care setting. High standards of care and pleasant
environments were appreciated.

� Many service users said that their health and sense of well-being
actually improved after they entered specialist palliative care.

� A minority of service users mentioned very late referral to specialist
palliative care and felt this had been detrimental.

People’s views of social work and social workers

� Service users’ views of social work generally mainly came from the
media. In a minority of cases it was based on previous experience of
social work.

� Service users held overwhelmingly negative views of social work
and social workers prior to meeting the specialist palliative care
social worker.

� Social workers were seen as being for other types of people and
social work was linked with a lack of independence.

� Social workers were strongly linked with taking children into care
and also with failing to protect children.

� Social workers were seen as intrusive, bossy and controlling.

� Social workers were seen as ineffectual.

� Social work was seen as difficult to find out about and social
workers as difficult to access.

� Only a very small number of people had prior knowledge of
specialist palliative care social work and this was often linked to
their own related work experience.
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CHAPTER 3

STARTING THE PALLIATIVE CARE
SOCIAL WORK JOURNEY

The next stage in the service user’s journey is meeting the specialist palliative
care social worker. We were keen to find out more about service users’ experi-
ences of this first meeting. We wanted to know how this had come about and
how it felt. We wanted to know whether it was service users themselves who had
instigated this contact, or whether someone else had prompted the referral and
whether there were any obvious barriers to it being made.

MAKING CONTACT: THE PROCESS OF REFERRAL

We asked service users to tell us how they first came to see the specialist pallia-
tive care social worker.A number of service users were very vague and could not
say how they had first come into contact with the specialist palliative care social
worker. It seemed that either they had simply forgotten or they had been
unaware of any formal referral process although, of course, this may have been
happening behind the scenes, for example in multidisciplinary meetings of
which they were not aware.

The first clear issue to emerge was that there were few self-referrals for
social work support. Only a small minority of patients and bereaved people had
initiated the contact themselves. Those who referred themselves were likely to
be individuals who already had positive personal or professional experience of
social work. For example:

having two young children at the time, and struggling, I just thought I
needed some – we both needed some help. (Bereaved father, white UK, age
group 46–55, who was a social worker in another field)

A bereaved woman in her fifties told us that she had been a nurse in palliative
care herself and when faced with the death of someone very close she realized
that she needed the support of a specialist palliative care social worker.This was
one of the prime reasons she wanted her mother to be cared for in a hospice:

I wanted help from a proper social worker and…if she goes into the hospice
we will have the resources of the hospice, which I will need. (Bereaved
woman, white UK, age group 56–65)
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But among other service users, as we have already indicated, there was wide-
spread ignorance about social work in general and many told us that it had
simply not occurred to them that there was such a thing as a specialist palliative
care social work service.Few therefore knew to ask directly for it.For example:

I really didn’t think there was a social worker there, within the hospice, I
didn’t know about that… I was quite surprised actually. (Bereaved woman,
black Caribbean, age group 46–55)

I wasn’t aware that the support service was there till that nurse told me. So
it’s letting people know… (Man patient, white UK, age group 26–35)

The value of informal contact
A further strong issue to emerge was that service users liked informal contact by
the specialist palliative care social worker and found it reassuring. A significant
minority of service users told us that the palliative care social worker had
approached them without them being aware of any formal request or referral
process. It appeared that some social workers tried to meet all new patients and
this was particularly common in day-care settings.

[T]hat’s the first thing she does when a new person comes in, she goes and
makes herself known to them. (Service user in discussion group)

Service users told us that they appreciated these informal introductions and
had been reassured and put at their ease by the social worker as a result.

I suppose it was maybe the second day he was here and she [the social
worker] said if there was anything she could do, you know, I was to speak to
her… I felt it was a very reassuring thing for people in my position…
(Bereaved woman, white UK, age group 56–65)

[S]he came and introduced herself…she actually said, ‘I’d like to come and
have a little talk to you’…we went and had a little cuppa that day or else it was
the next. (Bereaved woman, white UK, age group 56–65)

We quoted one woman in Chapter 2 who had a wholly negative picture of social
workers prior to meeting the specialist palliative care social worker. Yet, when
she told us how the hospice social worker had approached her and her family,
she said:

We were in with my father.She came in, introduced herself.And she was very
nice, and was there anything she could do? And we got talking and one thing
led to another and she realized how fraught we were as a family. (Bereaved
woman, white UK, age group 46–55)

This raises the question of whether this particular woman would have ever vol-
untarily sought referral or agreed to it if the option had just been suggested and
what the implications might have been for her had she not.
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Some service users felt that being given too much choice about seeing the
specialist palliative care social worker was not always helpful. One service user
said he hadn’t requested to see the social worker but the idea had been put to
him and he had agreed. He told us that, while it was important that nothing was
forced onto him, it had also been essential that he wasn’t left too much to
himself, as he wasn’t really aware of what he needed or what was available. His
comments sum up his ambivalence:

they didn’t leave it up to me; they did leave it up to me…whilst it was entirely
up to me they still, you know, made it, kept me aware that they were there…
(Man patient, white UK, age group 26–35)

Another patient, who said that he had been deeply distressed, was not asked if
he wanted to see the social worker. She simply turned up at his bedside. He
thought he might have refused had he been asked. He was the man who, in
Chapter 2, said he thought people were ‘a bit sad’ if they wanted to talk about
their problems:

I just remember coming out of a black hole and that’s how I described it and
seeing her face, and that was the first contact. And I don’t know why, you
know, I just don’t know why, I just felt I had to talk to this person and it was
just like somebody’s brought me from a dark hole to make me talk to this
person, that’s exactly how it was. (Man patient, white UK, 50 years old)

It is difficult to be certain if there were significant gender differences. However,
it did seem that this view – that it was not always helpful to be given too much
choice about seeing the social worker – was perhaps more prevalent amongst
the men to whom we spoke.

One 70-year-old man who had lost his wife felt that it would have been
better if the social worker had just called in ‘for a cup of tea and a chat’ rather
than ringing him first and asking him whether there was anything he wanted to
talk to her about. He had told her he was okay and did not want to see her. A
district nurse manager had simply called to see him:

She just popped in,on her own.Had a cup of tea and a chat.That was it.That
was worth a million dollars… (Bereaved man, white UK, 70 years old)

This same man told us, however, that he really had needed to talk and with
hindsight regretted turning the social worker down:

When my wife was ill, at that time that’s when you could have done with
[support]…you know you get nothing much from doctors – they flit in and
out – and ‘Here’s a prescription’. Nurses come on a daily basis to treat the
ill… We maybe could have done with someone in between, who wasn’t a
nurse, who wasn’t a doctor, who I could have sat and talked to down-
stairs…generally about anything, just me and the social worker, that was
away from my family, that I could say ‘I feel like this’ or ‘I feel like that’. That
might have been a big help.
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Fortunately this service user had been offered social work support once again
after bereavement. This time he accepted. He told us that it had been of consid-
erable help.

The picture of how service users first came to see the specialist palliative
care social worker was, however, a confusing one. There was, for instance,
evidence of inconsistency on occasions even within the same unit. Sometimes
one service user told us that the social worker had been very proactive in
offering support, while another service user of the same hospice or palliative
care team gave an opposing story of how they had needed to be very active in
seeking out support. We gradually realized that there were definite patterns
emerging in how patients, as compared to people who were bereaved, talked
about first meeting the social worker.

The inconsistency of referrals
A pattern began to emerge of inconsistent referrals of patients and their families
to specialist palliative care social work. The evidence did not suggest that spe-
cialist palliative care social work was being offered to patients and their families
in a systematic and consistent way prior to the death of the patient.

SLIPPING THROUGH THE NET

Some service users voiced their anxieties that people might slip through the net
and this appeared to be a valid concern.A bereaved woman, for example, told us
how,despite frequent visits to the hospice before the death of her family member,
she did not recall being asked if she wanted to meet with a social worker:

Whilst she was actually ill I don’t remember being introduced to them… I
think it would have been easier if we had met them properly before she died.
(Bereaved woman, white UK, age group 19–25)

A few people felt they had needed to be very assertive in order to see the social
worker for bereavement support.

I kind of knew that [social work support] was going to be there, that the
service was available but I had to go looking for it. Other people might not
know it was there. (Bereaved man, white UK, age group 26–35)

However, it should be said that this was not a general view.

Offering bereavement support more proactively
While support for patients and their loved ones appeared to be offered in an
inconsistent manner, many of the bereaved service users had been approached
by the social workers in a proactive and systematic way – but only after the
death. A number of people referred to receiving letters advising them of
bereavement groups and one-off meetings for bereaved people. Service users
who were bereaved were often conscious that other bereaved people had
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received similar letters and they referred to these approaches being routinely
offered. Sometimes though these letters arrived many months after the death
(ten months in one case). Some of these people expressed sadness at not having
met the social workers earlier and some said they did not know whether the
person whom they had lost had had the opportunity to talk with a social worker
before he or she died.

This service user reflected wider comments when she talked about the way
support had been offered in bereavement:

My feeling was that, you know, the whole thing was just so proactive… I feel
that they thought very carefully about, you know, what happens. And they
have these sorts of safety nets which are built in…my feeling is they think
very carefully about keeping that momentum up without being pushy, if
that’s the right way of putting it. (Bereaved woman talking in a discussion
group with other bereaved people)

The importance of early referral
Service users saw early contact with the specialist palliative care social worker as
very important. They expressed a strong wish that they had met the palliative
care social worker earlier. This emerged as a recurrent theme. Sometimes the
delay in seeing the social worker seemed to relate to the inconsistent referral
patterns to the social worker within the palliative care setting itself, as we have
already highlighted, but, more often, it reflected the fact that service users were
not being referred for palliative care itself until very late in their diagnosis.

A patient described how her husband had approached the local hospice to
see if they could offer support to his wife as he was concerned about how she
was coping:

I felt it was almost an accident…someone else who maybe didn’t have
someone to speak for them like I had my husband… He was determined he
was going to get me some help, [they] might not have known that you could
have that kind of help. (Woman patient, white UK, age group 56–65)

No one, either in the primary care team or when they were using the hospital
inpatient and outpatient facilities, seems to have picked up on some service
users’ concerns and need for support. One man was very angry because he felt
he had been denied full and truthful information about the severity of his dead
wife’s illness until very near the end of her life when she went into the hospice.
He said:

And [the specialist palliative care social worker] has been marvellous, no
doubt. If it hadn’t been for her, we wouldn’t have known why she [his wife]
had actually died – she has been marvellous.No doubt about it.But she’s one
person at the end of a very long chain, isn’t she? I think we should have her at
the beginning.
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If I’d had a palliative care social worker for six months, I would have
known what were happening when I came here [to the hospice] and I could
have used it more, I could have actually got more out of the system.
(Bereaved man talking in a discussion group)

Many other service users made it clear that they would have welcomed much
earlier contact. These comments were typical:

[I]n hindsight looking back it would have been better to have earlier contact
but you just don’t know where you are. I think it [specialist palliative care
social work] would have been helpful as soon as you find out that you’ve got
the tumour, you’ve got the lump and it’s been diagnosed as cancer, I think
that’s when you need the great support. (Woman patient, white UK,
45 years old)

I just wish that maybe that there’d been someone like [the specialist palliative
care social worker] around right from the word go…maybe through fault of
our own, not knowing or not asking… (Bereaved woman, white UK, age
group 26–35)

This second woman went on to emphasize that she had seen a social worker
right from the beginning but wished that the specialist palliative care social worker

had been involved earlier:

It’s not like an ordinary social worker… I think it’s so important that the
palliative social worker is there from the beginning when the trauma
starts…through the consultation period, you know the diagnosis…you feel
so alone…

Another service user, a woman who had only been referred for palliative care
long after diagnosis, echoed this desire for specialist palliative care to have been
involved earlier:

I’ve found I’ve got the support I need [now], which I needed for a long time.
But till it got to this point, it seemed as though you was diagnosed and left
dangling and that was horrendous…that was terrifying… (Woman patient,
white UK, age group 46–55)

One woman had many longstanding problems when she was first seen by the
specialist palliative care social worker. She said:

gorblimey I wish I’d got this long ago… I still wish I’d got this long ago, I
suffered for seven years.

She went on to say how the specialist palliative care social worker had been the
first professional to pick up on her many difficulties and losses:

when she found out all the things I had had to cope with, I was coping with, I
lost my daughter, I had cancer, I had two of her children to bring up…and I
was still feeling vulnerable myself but I never had time for myself. And then
everything got on top of us so [the specialist palliative care social worker]
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picked up the pieces, it’s just unfortunate that it went on so long because
nobody picked up even when I was homeless, not even like the council, we
lost our home and everything. (Woman patient, white UK, 67 years old)

Turning down support
Sometimes service users had come to feel that they needed support at an earlier
stage, but had not sought it or had turned it down. One woman, for example,
whose husband had died of a long-term condition, said she had found it
difficult to access support for herself during his illness because he did not
understand why she needed counselling,as he did not expect to die.She said:

I didn’t really understand how important a social worker was until after-
wards, unfortunately… I guess it’s very difficult at the time because…you’re
at your wits’ end and you don’t want to admit this to anybody. (Bereaved
woman, white UK, age group 56–65)

Another woman had chosen not to see the social worker earlier:

But I shut my door and my eyes and my ears and didn’t really want to know.
Big mistake. If I had come in a lot sooner things would have been far better,
quicker. (Bereaved woman in discussion group)

Some people had received specialist palliative care social work early and had
found this very helpful. One bereaved man was very clear that this had been
essential to him, as his wife had changed so dramatically during the course of
her illness. He felt the social worker would have been redundant if she had only
become involved later.

I think they should know or try to get to know the people before the drastic
changes of whatever disease it is, occurs… I don’t think there’s any point in,
like I said, somebody from the social workers coming to visit me to talk to
me about my wife’s death when they’ve no conception of how she was.
(Bereaved man, white UK, 68 years old)

Only one person specifically said that she would not have welcomed earlier
contact – that she would have felt it was being offered too soon. She was a young
woman who had been bereaved at the age of 18, the youngest person we spoke
to. She said:

When my mum died I just went through this numb period where, although I
knew I felt these issues, I just… I couldn’t put them into words so much and I
felt really awkward talking about it and I just wanted to basically get back
into my life… You know, to go to school, learn to drive, to go out with my
friends, to have a laugh, just do stuff like that, but the realization dawned…
(Bereaved woman, white UK, 18 years old)

She felt that the timing of bereavement support might be a very important issue
for teenagers. She felt that their emotions were perhaps stronger and were
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buzzing about and that they might perhaps need time for these to settle before
they could accept counselling.

Relying on other professionals for referral
Frequently referrals to the specialist palliative care social worker came through
other professionals, and it was clear that these had been appropriate and
welcomed; but there was some evidence from individuals that other profession-
als were not always helpful. One service user was shocked by the attitude of a
hospice nurse to the social worker:

They actually said to me, ‘Well we’ve got a social worker here but I don’t
actually think that you’ll like her and get on with her very well’…but actually
having had contact with her I found her extremely good. (Woman patient,
white UK, 45 years old)

This patient had not been put off seeing the social worker, but she raised the
question of whether other patients had been told the same thing and acknowl-
edged that the comment had troubled her:

It has put a burden on me and it’s a burden I don’t like.

A few service users also questioned how much other professionals knew about
specialist palliative care social work.This same woman felt that if they did know,
they did not always share the information:

no one else tells us anything, so we weren’t told. Hospitals don’t tell you.
We’d never heard of her.

Repeating the offer of support
There seemed to be value in repeating the offer of specialist palliative care social
work support. A small number of service users had turned down support from
the social workers before the death of someone close, but said how much they
appreciated being offered the support again at a later date.

I didn’t want to address it beforehand because there were an awful lot of
emotions spraying around and I just wanted to focus on giving her support
and trying to keep everything together…and then deal with the aftermath
after the events. (Man who had lost his partner,white UK,age group 26–35)

The value of written information
Being able to access written information about local specialist palliative care
social work support could also provide a useful line of communication. Some
service users had contacted the social workers themselves having earlier
received a leaflet about how to get support. One woman, who was experiencing
suicidal thoughts, remembered that she had been given just such a leaflet and
turned to the social worker for help.
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Well I was depressed and I didn’t want, I didn’t want to go on without him…
I thought…someone has got to help me out of this rut. (Bereaved woman in
discussion group)

Having no one to turn to
The lack of someone else to turn to for support within family or friends was a
very strong theme in the interviews and discussions and was picked up in the
steering groups.

Assumptions are sometimes made that service users who are surrounded
by what seem like loving partners, family and friends have sufficient support
and do not need referral to a social worker. However, we were told very fre-
quently by service users that they were glad of a meeting with the social worker
because they felt that in reality they didn’t have anyone to whom they could turn
within their own network of family or friends. Even service users who told us
that they came from large, loving and supportive families and had a network of
good friends said that, at times, they felt extremely isolated and alone. They
gave a number of reasons for this. First, many felt that they had to protect their
family members from their difficult or painful feelings.

All my sisters are wonderful and we can talk…but…you don’t want to worry
family… I know that somebody else outside the family can take it…
(Bereaved woman, white UK, age group 56–65)

Some service users made it clear that they wanted to be ‘normal’ with their
family and friends:

then I can go back to these other people in my life and actually just try and
behave as I see it, in a normal fashion. That’s not to say I don’t talk to them
about my loss but I don’t rely on them. (Bereaved man, white UK, age group
26–35)

Others felt they had exhausted the supply of support that was available from
those close to them.

My husband was also on a low ebb…this is one reason why I agreed to go to
the counselling because he had come through all this with me and I just felt
he couldn’t take any more. You know he had got me through most of it, we’d
gone through it together and my friends up the road that had nursed me right
through the illness and everything, they’d always been there for me. But I’d
found I’d reached a point where I didn’t need to worry or pressurize them
any more… (Woman patient, white UK, age group 56–65)

Some felt that family or friends might not understand their needs.

[A] family they’ll give you all the sympathy you don’t want…[the social
worker] gives you every sympathy but she gives it in a different way alto-
gether. (Woman service user in discussion group)
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I feel embarrassed talking to my friends about my problems…because they
don’t understand and I don’t want to bore them with it… (Bereaved woman,
white UK, 18 years old)

I’m a fairly young widow and none of my friends have lost their partners and
consequently I’ve nobody of my own age to discuss various things with and
this [bereavement] group has enabled us to talk. (Woman service user in
discussion group)

Sometimes family or friends avoided the service user or refused to talk about
issues of concern. This woman with a life-limiting condition said:

since I got diagnosed, it’s as though I can give them this disease…every time
that I am not feeling well they won’t see me…they think they are going to get
this… (Woman patient, white UK, age group 46–55)

This was especially a problem for people who had been bereaved. We were told
time and again about friendships that were lost following the death of someone
close.

I found after [my wife] had died I couldn’t speak to people, I found that
people tried to avoid me…they don’t know what to say to you… I’d be
walking down the street and people would cross the road so they didn’t speak
to me… (Bereaved man, white UK, age group 46–55)

I don’t know whether they were keeping their distance because they didn’t
know how to talk to me or not… I found that very, very, very strong and
other people who had lost their partners…they were telling me the same
thing…they said they can’t believe it… (Bereaved man in discussion group)

Some service users felt that family or friends were themselves too involved and
wanted something else.

It’s [the social worker] someone outside the situation and I think that’s the
most important thing. (Man patient, white UK, age group 26–35)

THE SOCIAL WORK ASSESSMENT

Next we look at what service users said about social work assessment. We
wanted to find out how the patient or bereaved person had experienced this part
of their contact with the specialist palliative care social worker.We wanted to see
whether they had felt informed and involved; whether they had felt that their
views had been heard and their experiences valued. In particular we wanted to
know whether service users had felt able to talk to the specialist palliative care
social worker about the things that really mattered to them.

Assessment has come to be seen as a key element and stage in social work
practice. It is described as ‘the process that controls the nature, direction and
scope of social work interventions’ and is seen as important because of ‘its
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potential to initiate or influence life-changing decisions in relation to vulnerable
individuals’ (Jackson 2000, p.20). Assessment is also seen to ‘involve the
formation of a judgement concerning the needs of a [service user] which may
result in their requirements being met by social care provision’ (Griggs 2000,
p.22).

The informality of assessment
We asked service users to tell us how it was decided what the specialist palliative
social worker would do to help them. It quickly became clear that assessments
were generally carried out informally.

One of the most striking issues to emerge was that service users presented
very little evidence of the social workers carrying out written or formalized
assessments and certainly nobody mentioned filling in forms or seeing check-
lists. One service user actually commented that there was no checklist:

it’s not as though they come with a list and say we do this, this, and this, you
know, they don’t. (Man patient, white UK, age group 26–35)

What we seemed to be seeing from service users was a picture not of a formal,
pre-structured, step-like assessment process where all the issues were immedi-
ately identified, articulated and options offered, but of a more subtle process
where the emphasis was placed as much on building the relationship between
the social worker and service user as on finding out the ‘facts’.Within this broad
picture a number of specific themes emerged.

BEING PUT AT EASE

Many service users felt that the social worker had been able to engage with them
right from the beginning. They reported a sense of being put at ease by the
social worker. These comments were typical:

[S]he really made me feel at ease…you’re trying to speak to somebody that
you’ve never met before and that can be quite awkward but I really felt quite
at ease sitting speaking to her… (Bereaved man, white UK, 52 years old)

I rejected all help from social workers until [the specialist palliative care
social worker] appeared on the scene and then she just seemed to be the
other side, the other face of the social worker. (Woman patient, white UK,
age group 46–55)

One woman talked about having felt powerless in her relationship with her
doctor who, she felt,was oppressive,and she contrasted this with her experience
of the specialist palliative care social worker.

I’m still scared of people in authority… I never ever felt any fear or nervous-
ness with her you know…which I did feel with some people. (Bereaved
woman, white UK, 56 years old)
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Others articulated very similar views:

[Y]ou’ve got some who work in an office and you’re frightened of approach-
ing them – she hasn’t got that attitude. (Woman service user in discussion
group)

THE SENSE OF BEING LISTENED TO

Service users emphasized the importance of being listened to by the specialist
palliative care social worker. They stressed, time and time again, that being
listened to was a central part of what happened during the initial assessment.

[T]here wasn’t anything really decided… I think I was in such a state, and she
just sort of let me talk…how I wanted to…and she just sat and listened
basically. (Woman patient, white UK, age group 56–65)

[S]he was just a really nice person, quite quiet, and listened to me and I really
liked that… (Bereaved woman, white UK, age group 15–18)

[S]he was prepared to listen… (Woman patient, white UK, age group
66–75)

SHAPING THE AGENDA

Service users felt they could determine their own agenda. It was apparent that
many service users felt that they were able to shape the direction of the assess-
ment. For example:

she wanted to see, you know, what my needs were and we just discussed that.
We sorted it out between us, I think, and I was happy with that… I was glad
that I’d had sort of a little bit of input over it rather than just what is going to
happen taken away from me and I was pleased with that… (Man patient,
white UK, age group 36–45)

I don’t think anybody had preconceived ideas [about] what I needed…
(Woman patient, white UK, age group 56–65)

[S]he doesn’t take over and she…feeds the options for you… I always had a
very strong sense that if I wanted to negotiate something else, another kind of
service, then that would be entirely possible, there was certainly no kind of
sense that the power was there. (Bereaved man,white UK,age group 26–35)

She didn’t railroad me into anything I didn’t want to do. (Bereaved woman
from a European background, 76 years old)

She was there and she was just there to listen to me and I was the one that did
most of the talking and I kind of led the actual meeting… (Woman patient,
white UK, age group 56–65)
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Power used appropriately
Service users didn’t always feel able to shape the agenda because of the difficult
times they were having. Social workers were able to be flexible where this was
the case.Professionals intervening in people’s lives at vulnerable times can exert
significant power over service users. Service users stressed that specialist
palliative care social workers used power and authority appropriately and
supportively. It was clear that many service users had appreciated it when social
workers had used their authority in a supportive way and had sometimes taken
charge of proceedings, assuming a degree of control in a situation that was
threatening to overwhelm service users. Sometimes this authority had been
needed from very early on in the relationship. For example, a bereaved father of
a young family, talking of his first meeting with the social worker, said that he
had felt that the social worker needed to take a high degree of control so that the
family felt a sense of support and direction.

[S]he was there [for us] to tell us what she thought we needed. (Bereaved
man, white UK, age group 46–55)

Another bereaved person talked about handing responsibility for many matters
over to the social worker following the death of her husband. She felt she could
not cope at that time with anything else:

Just when I needed it, she took control. She actually took control for me, and
handled it all. (Bereaved woman, white UK, age group 26–35)

A woman patient in her eighties described how she had asked the social worker,
whom she had only just met, to sort out a move to a nursing home. She was very
conscious of how much authority she had passed to the social worker, but she
felt very positive about this:

I depended on [the social worker] because I was very, very weak, I couldn’t
make my own decisions and I depended on her so much that I knew it would
be a good decision… I trusted her…she explained everything to me so in my
weaker state I never, ever doubted her. (Woman patient, white UK, age
group 75+)

Other people talked about the relief that they felt when they could leave
decisions to the social worker.

Interviewer: How was it decided what [the social worker] would do to
help you?

Service user: I think she just decided herself. And we just went along with
it, because we were so relieved that we’d finally got help.
Help that we’d been asking for, for the last year. We finally
got it. (Service user in discussion group)
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And the following service user went on to say that, for her, the main strength of
specialist palliative care social work was that

Somebody takes all responsibility away from you.They take charge, they just
take charge of the person who is ill, is dying. And it’s nice to have somebody
else to share with… (Bereaved woman, white UK, age group 46–55)

Many people said that the social worker just seemed to know what was needed.
They seemed comfortable with that as many of them said they had been feeling
confused and overwhelmed by their situation and unable clearly to articulate
their needs.

She seemed to see what was needed. (Bereaved woman, white European, 76
years old)

She just seemed to highlight or pinpoint what you needed, just sorted it out
with you…in my eyes it was very, very good. She knew just what to do, what I
needed and got on and did it. (Bereaved man, white UK, talking in a discus-
sion group)

Assessment: Ongoing and supportive
Service users talked about assessment as a continuing and supportive process.
They seemed very clear that the initial assessment had not been just a one-off
procedure but part of an ongoing process with the expectation that circum-
stances would change. The knowledge that assessment went on this way was
important to them:

we just talked round things and we knew she would be here if we wanted her
about anything, you know, and we had access to that… (Bereaved woman,
white UK, 71 years old)

It was also clear that people did not see assessment as separate from support.
They experienced support happening right from the word go.

I think to start with it was just a big jumble and a lot of it perhaps the first few
weeks it was all the anger about my husband dying, why has this happened to
me? But after that, gradually bit by bit other things started to come out…but
to start with there’s no plan I don’t think. I think you’re just in such a
muddle…it was just such a big help to me. (Bereaved woman, white UK, age
group 46–55)

SPELLING OUT THE SOCIAL WORK ROLE

The majority of service users seemed very happy with the way that assessment
happened. A small minority of service users, however, expressed concern that
what the specialist palliative care social workers actually did had not been
spelled out clearly as part of the assessment process. They felt that there was a
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need to make clear the nature and extent of the social worker’s role and this did
not always happen:

They leave it up to the patient to tell them but it’s just that I didn’t know, I
had no idea what I could ask them. (Man patient, white UK, age group
26–35)

No, nothing was mentioned about benefits, nothing at all… No I mean I
didn’t need it, but obviously for a lot of people they do, I didn’t, but you know
it was never, ever suggested,offered. (Bereaved woman,white UK,age group
46–55)

SUMMARY

In this chapter, service users talk about how they get to see the specialist pallia-
tive care social worker, how social workers made contact with them and what
they felt about this.The chapter highlights issues of choice, timing and referral.

Making contact: The process of referral

� Some social workers introduced themselves to all patients
informally. Service users welcomed this and found it reassuring.

� Sometimes service users said they found it helpful ‘not to be given
too much choice’ about being referred to the specialist palliative
care social worker. This view seemed to be held more by men than
women.

� Though many referrals came through other professionals there was
evidence that some professionals were not always helpful or
knowledgeable about referring people on to specialist palliative care
social work.

� Social work support prior to people’s death did not seem to be
offered consistently or systematically. Some people felt they had
slipped through the net.

� Social work support after bereavement seemed to be offered in a
more proactive and systematic way.

� Many service users would have valued earlier contact with the
specialist palliative care social worker, even from the time of
diagnosis. Problems were not being picked up in other parts of the
medical system.

� Service users appreciated it when support was offered again after
bereavement, even where they had previously refused it.

� Service users valued leaflets and other information which let them
know that social work was available. Sometimes people turned to
these when they felt at their most desperate.
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� There was strong evidence that many people valued social work
support even when they seemed to have strong support from their
family and friends.

The social work assessment

� Service users reported that palliative care social workers did not
carry out assessments in a formalized way. No service users referred
to forms or checklists.

� Instead an emphasis was placed on building the relationship
between specialist palliative care social worker and service user.

� Service users reported feelings of being at ease with the specialist
palliative care social worker from the beginning and thus being able
to talk about issues that were important to them.

� They felt that the specialist palliative care social worker had really
listened to them.

� Service users felt able to determine their own agenda and having
feelings of control over what happened.

� They reported that the social worker was able quickly to pick up on
cues as to what type of help was appropriate even when the service
user was overwhelmed and not necessarily able to articulate what
he or she wanted.

� In some situations the social worker took control and used his or
her authority to determine the agenda and make decisions. Service
users appreciated this authority and believed it had been used
appropriately.

� Service users were aware of assessment as being a continual
process, not a one-off procedure, and support was seen as being
provided hand in hand with assessment.

� Some service users felt that specialist palliative care social workers
had not spelled out their role sufficiently and that they had not
initially realized the breadth of role and what they should have been
able to expect.
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CHAPTER 4

WHAT DOES THE SOCIAL WORKER DO?

We have already seen that most people don’t seem to know much about what
social work is and what social workers actually do. We asked service users to tell
us what their contact with the specialist palliative care social worker had
involved. What did the social workers do? Service users’ accounts were enor-
mously diverse. In this chapter we have sought to capture both the variety and
range of work reflecting service users’ experience.

We have also looked in more detail at the experience of some specific service
users. We have not done this because there is anything special or unique about
them. Instead we have tried to illustrate service users’ individual pathways
through palliative care social work. We have preceded each of these accounts
with a brief description to explain why that particular example was chosen.
Although these examples tell individual stories, they all address one or more of
the general themes that service users highlighted in relation to their experience
of specialist palliative care social work practice. In this way we have tried to com-
municate some sense of the process and detail as well as the range of specialist
palliative care social work practice.

THE BREADTH OF SOCIAL WORK SUPPORT

After the service users we interviewed had told us their accounts of their experi-
ence in their own words, we went through a checklist with them to see if the spe-
cialist palliative care social worker had helped them in any other ways in
addition to those that they had mentioned. Table 4.1, which displays these
findings, applies to the 72 service users who were interviewed individually.

The social work intervention which service users most often reported was
individual counselling and support. But many also received practical and
financial advice and support. The social worker could touch on almost any
aspect of service users’ lives.
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As shown in Table 4.2, the range of issues in which specialist palliative care
social workers might intervene to offer help was truly sweeping. This ranged
from coping with anxiety and dealing with neighbour disputes, to homelessness
and breakdowns in the welfare benefits system.
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Table 4.1: Range of social work interventions reported by service users

Nature of intervention Number of service users reporting
this (N = 72)

Counselling/individual support 65

Support for family/friends/loved ones 38

Financial/benefits advice 35

Representation/advocacy 29

Liaison/referral to other organizations 29

Practical help 22

Support through groupwork 20

Table 4.2: Range and nature of issues identified by service users

Issue identified
by service users

Range and nature of issue

Coping with
change and loss

Relating to physical illness and impairments, mental distress,
loss of mobility, loss of independence, disfigurement, isolation,
loss of hope, multiple losses, impending death, bereavement,
past bereavements, panic attacks, agoraphobia, loneliness,
sadness, guilt, anger, fear, eating distress, desire to be dead,
suicidal thoughts

Family support Sharing information within the family, supporting children,
liaising with schools, meeting children’s present and future care
needs, family breaking down

Personal
relationships

Supporting people facing major changes in relationships within
marriage and partnership, with families and friends and loss of
friendships during illness and post-bereavement; supporting
people who had experienced abusive relationships

Continued on next page



FIVE KEY THEMES

Five key themes relating to social work practice and the support it offered
emerged in service users’ comments. These themes are:

1. that emotional and practical help are inextricable

2. the importance of the help social workers offered in negotiating
systems

3. the importance of the help social workers offered with medical
matters
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Table 4.2 cont.

Issue identified
by service users

Range and nature of issue

Medical issues Brokering role between hospital, medical personnel and
patient/family. Treatment issues, need for information on
illness/diagnosis/prognosis, coping with (side) effects, fear of
treatment, whether to continue, whether to take up treatment,
living wills, referral to complementary therapies

Support needs Assessing personal and social care needs, liaising with other
team members, financing and arranging liaison with social/care
services, reviewing, meeting unmet need. ‘Carer’s assessment’
and support

Welfare benefits Assessing rights and entitlements; giving information and
advice on applications, appeals, dealing with system and
bureaucratic breakdowns

Employment Loss of employment and return to employment, voluntary
work, negotiating time off for sickness or caring

Financial and legal
matters

Insurance claims, bills, debts, charity applications, paying for
care, income tax, power of attorney, wills

Housing Adaptations, re-housing, threatened homelessness,
homelessness, rents and mortgages, move to sheltered or
residential accommodation

Leisure Relaxation, hobbies, holidays, recreational activities, respite

Linking service
users together

Arranging day care; facilitating patient, children’s and adult
bereavement groups; encouraging service user led initiatives

‘Other’ practical
issues

Getting family back from abroad when someone is dying;
dealing with neighbour disputes, transport issues, funeral
arrangements



4. supporting family and friends

5. bringing service users together.

Emotional and practical help are inextricable
Service users were frequently receiving support with both emotional and
practical matters. They frequently did not make any clear distinction between
emotional and practical issues, often seeing them as intertwined.

One of the main things for me was losing my driving licence, it was very
hard… I’d had it for 17 years… I’d had it taken away…it was hard to deal with
physically and mentally… [The social worker] helped me speak to the
DVLA, she had a word with some of the medical staff here, and that was
quite useful to help me mentally, but also to prepare me for getting it back…
(Woman patient, white UK, age group 26–35)

Some service users said they hadn’t realized until later that they were being
‘counselled’ at the same time as being helped with practical issues:

without our knowing she was sort of counselling us at the same time…it
wasn’t forced… (Wife of a patient, white UK, age group 46–55)

Help negotiating systems
A key role that social workers played for service users was helping them
negotiate the complicated health and welfare systems upon which they were
reliant. Specialist palliative care social workers were seen to be both knowledge-
able about systems and to be effective advocates for service users having to deal
with complexity and bureaucracy.

She [the social worker] has various contacts with different organizations
and different groups. That has been quite useful…[providing] representa-
tion…adding power to my requirements, reinforcing what I needed. (Man
patient, British Pakistani, age group 19–25)

Help with medical matters
Social workers played a very active part in supporting service users with the
medical aspects of their illness. At times this included making contact with the
hospital to seek clarification or to explain service users’ confusion.

Because [my wife] was still in active treatment as well as being an occasional
patient at the hospice, and there are constant differences about drugs and
things, 26 million – there must have been 200 different opinions, you know
about medication and things. So often they were quite a good brokering
agent between us and [the hospital]. So that was an unexpected help really.
(Bereaved man, white UK, age group 46–55)
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Supporting family and friends
Social workers did not only seem to see their role in terms of supporting people
facing life-limiting illnesses and those who were bereaved. They also offered
support for loved ones and family members while in contact with the patient.

My son had quite a lot of days off work – [the social worker] wrote a letter for
him to take to his boss…because my son didn’t want to leave his dad, you
know, and he didn’t want to leave me…they weren’t very good about him
having time off…they were really awful. (Bereaved woman,black Caribbean,
age group 46–55)

Bringing service users together
Over a quarter of the people we spoke to said that the specialist palliative care
social worker had put them in touch with other service users. There was
evidence that contacts made in this way were very important for service users
and in some cases they maintained these links for many years.

She’s encouraged me – now they had an open day up at the hospice and they
said ‘Come’ and I said ‘No’, and she said ‘Oh come on, do you want me to
take you?’ And she did! Now it did me the world of good going. It was during
a period of me not seeing anyone…and she came and picked me up and took
me. And I was thinking about that for ages afterwards, because I met all sorts
of people I knew and it was wonderful. (Woman patient, white UK, age
group 75+)

EXAMPLES OF PEOPLE’S EXPERIENCE

We are now going to illustrate these themes of what happens in specialist
palliative care social work and what practice offers, through some particular
examples. These also demonstrate some of the varied contexts within which
specialist palliative care social work takes place. As we have said, these were not
chosen because they are special in any way, rather because they illustrate
different approaches to the work. They also highlight some problematic areas,
which will be explored more fully later in the discussion chapters. All the names
(service users and social workers) have been changed to ensure anonymity and
confidentiality.

Mike and Linda
This example relates to a patient who had a long and very distressing illness
characterized by delays in diagnosis, and very late referral for social work
support. Problems that clearly involved a ‘social’ component did not trigger
referral, although this might reasonably have been expected. There were
already strongly established problems by the time of referral and Mike and
Linda both felt quite desperate. Their experience highlights the dual emphasis
that the social worker can place on providing both practical support and
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emotional support for the service user and their wider family. The scale of Mike
and Linda’s practical difficulties was high, with repossession of their home a
possibility.

Their experience also shows the social worker taking a very active role in
helping Mike cope with his medical condition by enabling him to get clear
information regarding diagnosis/prognosis when he felt this was being denied
to him. The social worker used her authority to challenge both medical profes-
sionals and other family members when communication difficulties were
becoming apparent. This example shows the social worker to have personal
resilience in the face of setbacks and to be able to use her ‘self ’ in a supportive
way, for example in her use of humour. Two potentially problematic areas
emerge, namely the delays in accessing the specialist palliative care social
worker at the outset and the particular issues that can arise in working directly
with teenagers.

MIKE AND LINDA’S STORY

Mike is a patient in the age group 46–55. He has cancer. His specialist palliative
care social worker is based in an NHS hospital team. At his request, Mike was
interviewed in his own home with his wife Linda. They have grown-up children
and one son who is still at school. They both knew the social worker well at the
time of the interview as she had been working with them for about a year. Mike
was still receiving active treatment at the time of the interview but his health was
poor. As he described it:

I’m normally five days ill, six days ill and one day a good day, I mean I just
don’t know when I’m going to be good.

Mike spoke about the difficulties he had experienced in getting the support he
needed in the first year of his illness. He believed he had initially been wrongly
diagnosed and he was still clearly very distressed about this.

[M]y doctor was treating me for nine months with a big infection of the
prostate which it wasn’t. And I kept going back week after week…saying no,
this is wrong because it shouldn’t be happening like that. I couldn’t sit, I
couldn’t lay, I mean it was ridiculous…and basically I kept asking him to sign
me off because I’m self-employed, and he kept saying to me we’ll try these
stronger pain killers and antibiotics.

Finally his cancer was diagnosed,but he described how the delays continued.

I should have started it [chemotherapy] in January but I didn’t start until
May because there was apparently a mix-up, someone lost the files or
whatever… I went back [into hospital] four times in that period and I was
really ill at the time because obviously the thing was getting worse.
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All this time Mike was not earning any money and his difficulties were
mounting up.

We was in a wreck to be honest with you…obviously it was affecting the
family and as I say we was in financial problems.

We asked Mike if anyone at the hospital had ever suggested that he see one of the
social workers. This was never suggested. Instead he told us:

they said to me ‘You need to see a Macmillan nurse’…but it never material-
ized…

Mike went on to tell us how his wife had felt so desperate that she attempted
suicide:

it’s only lucky that one of my elder sons popped home on his lunchtime…he
found her…

He described his desperation at that point:

because of my wife doing what she did, you know and I was so frightened and
you know specially being ill myself, I thought how can I leave her at any time
and you know obviously I had to because I had to be in hospital…

Mike told a hospital doctor about Linda’s suicide attempt and at that point he
was told:

[W]e’ll get a social worker.

Even then things were not all plain sailing as the actual contact took four weeks
to arrange. Mike and Linda were told repeatedly that the social worker wasn’t
available and they felt fobbed off.

I felt I was being really let down.

They never really understood why that delay happened, but once contact was
established both Mike and Linda felt they had received enormous support.

[S]he’s been absolutely brilliant for us, honestly I mean it…she actually
listens to what we tell her…basically she helped us, like I say as a friend.

Mike identified a wide range of ways in which the social worker had supported
them. She had given practical help. For example Mike said that he had feared
that they were going to lose their home because of escalating mortgage arrears
and the specialist palliative care social worker had helped them sort this out, in a
very hands-on way.

She come down, she had a meeting with one of the mortgage advisers…to be
honest with you if it hadn’t been for her I wouldn’t have known what to do…

Similarly, she had guided them on benefit claims and had secured a grant from a
charitable trust. They saw the social worker as being there for the whole family.
Linda said she felt enormously supported:
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Yeah, I don’t think I’m doing this on my own, I’ve got somebody else here to
help me…

The social worker regularly saw their teenage son during her home visits, but
she had also offered him one-to-one time with her, away from the home setting;
an offer that, although it was refused, was very much appreciated by Mike and
Linda. The specialist palliative care social worker had seen that the wider family
were not pulling together and that tensions were building.

[S]he come round one night to actually talk to the family about the boys
helping and she stayed here till about eight o’clock and that’s way past her
time…

Mike and Linda did not know what was discussed as the confidentiality of the
family members was respected, but they felt that tensions were eased and they
appreciated the flexibility of the social worker in meeting at a time of day that
helped the family actually get together to address issues that had been avoided
before.

Mike and Linda referred to several other occasions when the social worker
had helped them resolve strains within their own relationship; Mike referred to
one occasion when the stress of the illness had led to a row:

normally if I have a row with the wife I won’t speak to her for a week or
something, and next day she’d [the social worker] come round and she’d
make sure we had a cuddle… I wouldn’t have done that otherwise to be
honest with you…

Linda adds:

[S]he don’t shout, she don’t holler, she explains and she puts it in such a way
as you think, well yeah, you’re right.

They both appreciated the way the social worker used humour in these situa-
tions, lightening the atmosphere.

[N]ow and again she’d come out with a joke and she makes us laugh and it
eases yeah, you know.

But they also found that she could deal with their anger in a resilient and sup-
portive way, when it directly spilled over on to their relationship with her. Linda
recalled an occasion when in a particularly unhappy mood she told the social
worker to ‘piss off ’:

she’s not took offence or anything has she, she goes ‘Okay, fine, phone you
tomorrow…’

In a similar vein the social worker was not deterred when Linda, in a distressed
state, told her not to visit one day.The social worker called at the house anyway.
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Yeah, out of her own bat because she was concerned, she was worried and
she come up, knocked on the door, ‘Are you going to let me in?’ ‘No!’ ‘Why
not?’…‘I just don’t need to speak to you.’ ‘Okay, bye and I’ll phone you
tomorrow’…

Linda went on to say:

I didn’t feel irritated by it. I felt, not comforted, but reassured that someone
was there that cared, that was spending the time to come down and make
sure that I was okay.

Another prime role played by the specialist palliative care social worker was to
enable Mike and Linda to find out information about the extent of Mike’s
illness. He had felt that at times he had not been told the truth and had been
given false reassurances, which contradicted information given him by other
consultants. He felt that his need to know what was happening to him was being
ignored.

She come up in a meeting with Dr —, myself, my wife, and his understudy,
you know basically she was there to support us and to get things right…
‘What is happening? Why do you keep saying to him yes you’ve got cancer,
no you haven’t got cancer?’ …I mean basically she was there to get to the
truth.

Linda added:

It was nice to have her there because you felt you was on your own fighting
against the system with no back-up and she knew the questions to ask, where
we didn’t, and she didn’t push or she didn’t probe, she listened and then she
went, ‘Well, don’t you want to ask Dr — this?’…

Mike and Linda had never been asked for any formal evaluation of the specialist
palliative care social work service. They hadn’t been concerned about this as
they had felt the experience had been very positive. We asked what, in the light
of their own experiences, they felt would be helpful in training new social
workers.

Linda felt:

They’ve got to care about people…and knowing the family, you know
getting to know the family not just…you’re not a number, you’re people you
know…and obviously the first three, four, five visits to getting to know them,
know what road to tread on and what way to go.

Fred
We chose Fred’s example because it shows a specialist palliative care social
worker working with a bereaved person using a completely different approach,
where much of the actual support is provided by other service users with profes-
sional back-up available should it be needed. The social worker’s role here is
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more that of facilitator and enabler, bringing service users together and devel-
oping an environment and conditions so that they can interact. It also illustrates
the social worker working collaboratively with other workers, including volun-
teers to provide a service. The emphasis here is on a ‘hands-off ’ rather than the
‘hands-on’ approach seen in the first example. It is nevertheless clear that the
social worker is perceived as being a very solid support.

Fred’s example shows how he, in collaboration with other service users, has
been enabled to rebuild a network of support for himself, a network that he
could draw on into the future. It also demonstrates very clearly a positive
outcome for this service user who has gone from deep distress, to very affirma-
tive feelings about working in a voluntary role in the community supporting
others, a role that clearly brings great satisfaction. But the example also high-
lights two potentially problematic areas for service users. These are the difficul-
ties associated with moving on from a support group, and the daunting task of
mustering the courage to join the group in the first place. Again, we see that
referral for support happened only after bereavement.

FRED’S STORY

Fred is a widowed man in his late seventies. His wife died in a hospice in the
north of England where she had been an inpatient for the ten days prior to her
death from cancer. The couple had had some help prior to her death from a
local day unit attached to a hospital, but the care seems to have been focused on
his wife and Fred had not been much involved. Fred has one adult child and
before his retirement he had worked in a managerial job.

After his wife’s death Fred received a letter from the specialist palliative care
social worker at the hospice inviting him to a fortnightly meeting with other
bereaved people.

I came down,but it took me about a month to come in…well I got to the door
and I was, you know, I just couldn’t push myself through the door, I suppose I
was scared more than anything.

Fred did eventually take the plunge and began to attend regularly and found it
very helpful.

[F]rom there it got better and better and better until now I’m just with a
circle of friends; most of the friends we had when my wife was alive seem
frightened of me now.

Fred had known little about social workers prior to meeting the hospice social
worker.

[T]he view I had of social workers…they looked after children that had been
abandoned and things like that, I didn’t realize it extended to this type of
treatment. I’d never been involved with them.
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We asked Fred what his views were about the way he first had contact with the
social worker. He told us about receiving the letter and that he knew he needed
support from someone.

I don’t know what I should have done or where I should have been if it hadn’t
been for Marie and company because,well I’d gone to pieces you see entirely.
And I suppose at the time, I was just clutching at straws, I didn’t realize how
strong the straws were.

We asked him how was it decided what Marie, the social worker, would do to
help him. He said that there hadn’t been any formal assessment.

[T]here was nothing decided really, if I needed help it was up to me to ask… I
thought it was the right thing to do, rather than them to be pushing at me all
the time, let me go to them when I needed it you know…

The group met fortnightly and lasted for about two hours. As well as the social
worker there were other ‘helpers’ there including a retired medical consultant.
Fred would often talk to one of these people outside the group:

that’s what they come for, they’re only too pleased to do it. We’re pleased
they are there.

He told us that it was also always possible to speak to Marie on a one-to-one
basis if he wanted to after the group. After the meeting Fred told us that
members of the group would go out for lunch:

about eight to ten go out and we go to the pub across the road,we have a glass
of beer in there and a jacket potato or something. That goes on from half past
twelve till two o’clock…and we just sit talking.

[S]everal of the ladies go out shopping together and go on holidays together.

Fred had been going to the fortnightly group for just over a year when we spoke
to him and he knew that at some point he would be asked to move on to another
group that met monthly. Fred acknowledged that people needed to move on:

there are only so many spaces here in this group, the fortnightly group, and
people dying every day of course you know people have got to come in.

But he admitted to anxiety over this move.

It’s a big break to try and go to another group and leave half of them behind.
If you moved as a group it wouldn’t hurt…

Fred was able to say that the new people joining:

are like I was when I first came here. They need it, where we, while we think
we need it, what we do need is the friendship, I think that sums it up.

We asked Fred what was the most helpful thing about his contact with Marie.
He told us that it was:
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knowing she was there.

And:

if I’ve asked any of them a question they’ve always answered it and they’ve
answered it until I was satisfied with the answer you know.

Fred told us that he had never been asked to give feedback on the specialist pal-
liative care social work service and he didn’t particularly mind about this.

[T]he only thing I could say was how good they’ve been you know, that’s all I
could have said…if they asked me half a dozen times, that is all I could
say…what she is doing is so good for me, I wouldn’t like to criticize her.

At the end of the interview we asked Fred whether there was anything else he
would like to say…anything that felt important to him. He said:

Well only that I’ve got this part-time job which I feel is very satisfying,
because I’m helping unfortunate people and after my wife died I didn’t feel
there was any purpose in life. But since I’ve done this job I know there is, I
feel the help I give other people is like the help Marie gives me, it’s just you
know a different person.

A structured bereavement group
We chose this example as it illustrates a very different kind of groupwork.One of
the discussion groups that took part in our project was made up of five people:
three men and two women who had originally met about three and a half years
earlier at a bereavement group which had run for seven sessions. Nine members
of the original bereavement group had continued to meet at each other’s homes
on a monthly basis. Taking part in our discussion group were Brian (age group
46–55), whose wife had died in the hospice aged 47 (Brian had also lost a young
son some years previously); Martin (age group 49–55), whose wife had also
died there and who had also lost a teenage daughter to cancer some years
earlier; Maisie (age group 56–65), whose husband had died of motor neurone
disease (MND); Beryl (age group 66–75), whose husband had died of cancer
four years previously after 48 years of marriage; and Richard (age group 75+),
whose wife had died of cancer. They had been married over 40 years.

We have included this example because it illustrates well the long-term
impact a specialist palliative care social worker can have by bringing service
users together and helping them get to know each other in a safe and supported
way. Unlike the group Fred attended, which was open and unstructured, this
group was a closed, time-limited group with a structured agenda led by a spe-
cialist palliative care social worker and a social work assistant.This example tells
us something of what went on during the group sessions, but more than that
demonstrates the continuing impact of the social work intervention long
after the social worker had withdrawn from the group. It also highlights how
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individuals often have to grapple with multiple losses in their lives and the
different levels of support they may receive in the face of these losses. Like Fred
and many other people who talked about groupwork, we see how difficult it was
for some of these service users to join the group in the first place. We also learn
that one of the members of the original bereavement group had not found it so
helpful. This person had lost a parent rather than a spouse like the others and
had felt awkward in the group.

Our process notes record how satisfying it was to meet with this group of
people and to witness the obvious affection, warmth and mutual support
between them, particularly in the way they spoke about the two older men who
were not there on the day of the discussion but who still met with them
regularly.They laughed and joked together a great deal and it was easy to see the
trust they had built up in each other. It was clear that from that initial bereave-
ment group they had gone on to develop a network of friendships that were
enduring and which had become, over time, immensely sustaining as the
members faced new changes and transitions in their lives.

THE ONGOING STORY OF THE BEREAVEMENT GROUP

Interviewer: …[S]o when did you first meet with or talk to a specialist
palliative care social worker?

Beryl: Not until we were invited here [to the bereavement group].

Maisie: …[I]t was about six months afterwards wasn’t it?

Richard: Well in your case, I think in mine it was about seven
months.

Brian: In my case it was sort of ten months after the event so I had
quite a long time to get used to the idea.

Only Martin had had the opportunity to meet the social worker before the
death of his loved one and then only briefly, although he had found it very
helpful. Martin explained that his wife had refused to let their teenage children
visit her in the hospice during her final illness and Martin found that extremely
distressing and did not know how to handle the situation. He spoke at length to
the social worker:

well I’d seen her probably three or four times in the afternoon and [my wife]
died about one o’clock in the morning so she spoke to me for hours.

He described the social worker’s support in those hours as being ‘very
important’. It also enabled him to make the decision to let the children see their
mother before she died – a decision that he felt had been the right one for
them all.
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We asked the service users what they had felt when the letter arrived inviting
them back to the hospice for the bereavement group. All had found this a
difficult invitation and had felt uncertain about accepting it.

Beryl: Well I know how I felt, I thought I couldn’t…

Maisie: Yes that’s how I felt, in fact I asked my doctor, I said you
know, should I or shouldn’t I go – and the district nurse
who had nursed my husband – and they said ‘Yes, you
should go’. It took about, oh, at least ten days for me to
make up my mind…

Beryl: My daughter…she persuaded me, she came up from the
house and brought me here…it was so important.

Richard: The first time I received that letter I didn’t do anything
about it, I didn’t follow it up…

Some of the service users felt that the first meeting of the group was very
difficult.

Beryl: It was traumatic, the first meeting was…

But Brian, who had previously lost his young son, saw it in a different way:

I thought I could probably contribute more because I’d coped with the worst
thing you can possibly cope with you know… I couldn’t sit down doing
nothing could I?

Brian referred to the death of his son several times. Having got through that
experience, without any professional support, he felt he had learned something
about his own strengths and he felt able to offer support to others facing intense
losses. Martin also remembered the lack of support he had experienced when
his teenage daughter was ill and dying with cancer.This had been in the 1970s.

Nothing offered at all…the wife was suicidal.

While people found that first meeting of 14 strangers very daunting, we were
told that the specialist palliative care social worker and the assistant helped
things along.

Maisie: …[T]hey were both very kind and I don’t know, just put us
at our ease and we were very tearful and very quiet to start
with but…

Richard: …[H]er voice was one thing, she has a very kind and quietly
spoken voice, now that impressed me and put me – it
quietened me when I was very upset…but not like a
condescending vicar, not an authoritarian sort of person…
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Beryl: She’s got a very nice personality and that’s very important I
think…

Richard appreciated the matter-of-fact way that the social worker had spoken to
them.

It’s practical and unsentimental. I’d summarize it as what we needed and
what we got from her… I was taking it for granted that she was sorry, you
know that she was sorry but it wasn’t made a lot of and the main thing was to
get on to the next stage. And I think that’s what you need at that stage, you
need to progress.

Brian added:

you see she’s not frightened to talk about something, but a lot of people
wouldn’t talk about somebody that’s died.

Not every member of the original group had been put at their ease. They
recalled the difficulties faced by one woman, who had later withdrawn.

Richard: [O]ne lady felt sort of ashamed that she was there because
her mother, her old mother, had died and she felt that we
had more reason and we tried to encourage her to keep on
coming but she eventually, she didn’t come any more…

We asked what had actually happened during the group, what kinds of things
had been discussed.

Richard: I’ve got some notes that I made because I had to take notes
because my memory is so bad…she sort of went through
different aspects of bereavement: loneliness, being different
from others in the age group, and whether you ever laugh or
think it’s unseemly to laugh; socially difficult to mix with
others; negative aspects of bereavement, of a new life;
practical jobs that have to be done that used to be done by
the other partner; how can I face 30 years like this and time
and waiting; other people who are around you…and so on.

…and she covered a whole lot of things that are very
good to talk about…she discussed pain and displacement
activities, you know what you can do to sort of allay pain
and working through it, talking about it, what you feel and
the support you have from others. And then she asked and
discussed the Christian dimension for those that are
Christians, or have a religious aspect of it. And what phone
calls do for you whether you immediately get frightened
when the phone rings and you wonder what you are going
to have to face…physical and spiritual aspects, joining
causes…new activities or hobbies…all these things were
very well thought out I think… It’s important to trigger off
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aspects that we hadn’t thought of discussing, and when she
triggered them off we discussed them and learned
something.

One thing she brought out…she very delicately explored
whether we were on good terms with the person who had
passed away…

Beryl: …[S]he hasn’t got a strict format as you say, but she guided
us, she suggested things and guided us along in these
discussions.

Richard: Yes, a very good chairwoman because she didn’t dominate
the proceedings…

Brian: I think in actual fact we probably are more experienced now
and could probably help people in our situation…if there’s
another group started we could probably do more for that
group now than anybody else because we’ve experienced it
first-hand you see.

We asked members of the group whether they felt that it had been more helpful
meeting as a group rather than if they had met the social worker individually.All
agreed that it had been.

Beryl: Oh, I think so…yes because you’ve got the support of each
other…

Brian: Well everybody’s in the same boat virtually.

Martin had also seen the social worker individually after his wife’s death and
said it had been ‘very helpful’.

The beginning of the group had been difficult and in a completely different
way so was the ending.

Beryl: Well we didn’t want to part up, we persuaded Elaine [the
social worker] to have an extra session.

The group talked about the contact they had had with each other since that last
meeting, how they organized it and how it had helped them.

Maisie: We do it once a month…yes, every month we swap
houses… Richard orchestrates it…

Brian: I am the taxi driver…for this lot…

Maisie: Oh he takes us all over.

Two members of the group who were not present at the discussion but who still
met regularly with the others had become partners.
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Beryl: …[Y]es they palled up, bought a house together and live
together…they were both working so they couldn’t come
today.

For the others the impact of the group had been less dramatic but nevertheless
very important.

Richard: Well we look after each other, if someone’s in a bit of
trouble we help out and all that sort of thing.

Beryl: Brian comes over and does a lot in my garden for me.

Loneliness was mentioned as a real problem for some of the group members.

Maisie: I still do feel very lonely over a weekend…

Beryl: It’s very lonely is the weekend – I still find it very lonely.

Brian talked about how he has tried to get Beryl out of the house and she
agreed:

Beryl: You’ve got me out yes.

Maisie: Beryl’s only just up around the corner and if I’m at a loose
end I can give her a buzz and say ‘Are you in, can I come in
for a chat?’

Two older men also continued to meet with the group. They were both in their
late eighties and one of them – Bill – was now living in a residential home.

The group talked about the support that Martin gave to the two men,
shopping every week.

Beryl: Oh yes, we love our old men…very sorry but oh yes we love
them dearly… [Martin] is always keeping in touch with Bill
and going to visit him…

The group felt there was no reason why they would stop meeting in the future.
They told us that they seldom talked about their bereavements any more
though they knew they could if they wanted to. They were now more likely to
talk about events and changes in their current lives. Maisie was soon to have her
60th birthday and would be facing retirement. She spoke of her apprehension
about the changes her birthday would bring, but the group planned to meet in
her house that day and she felt this would help.

Maisie: …[I]t’s a friendship thing…
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Doreen
FAMILY WORK

This example illustrates family work.We have also chosen it because it concerns
a service user who lives with a long-term deteriorating condition and highlights
some of the difficulties this raises. It shows the specialist palliative care social
worker working with the whole family. It also demonstrates the appropriateness
of the social worker’s role continuing when the patient has been discharged
from other parts of the palliative care service.

DOREEN’S STORY

Doreen is a white UK woman in the age group 36–45. She was referred to the
hospice for pain management, but while she was on the inpatient unit of the
hospice she had a relapse:

I lost the use of my legs, there was a lot of emotional trauma for me.

She first met the specialist palliative care social worker when she was in the unit.
She was referred by the ward nurses. She had never known any social workers
before.

I didn’t know what I was getting into, but at the time I needed help with my
emotions, it was just getting on top of me, I was feeling quite withdrawn… I
didn’t know who to turn to… I hadn’t had any dealings with social workers
before.

Doreen had found meeting the specialist palliative care social worker very easy.

The approach was very gentle…she was very easy to talk to, very easy to talk
to…she’s like a best friend who you can tell all your problems to…a
very approachable person to talk to… I don’t have any recollections of
uneasiness.

We asked Doreen how it was decided what the social worker would do.

It was talked over one to one, what would I like, how would I like to proceed
with this. It was more of a joint decision…everything has always been a nego-
tiated decision.

Initially the social worker saw Doreen on a weekly basis on her own but after a
little while she saw Doreen jointly with her husband and teenage daughter. At
first they met in the family home, but it was felt that meetings might be more
helpful in the larger space offered by the hospice. It was possible for the seating
to be arranged more helpfully there.

I feel Carol [the social worker] is managing to address an awful lot of my
problems, making me deal with my problems, whereas before I would just
shut them off and not really deal with them. She’s making me more aware
that I need to deal with my problems not just push them away to the back
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because then they just eat away at my self-esteem. It has made me stronger
in myself, and made me say things to my family that I would not normally
have said.

Doreen was asked what she felt were the chief strengths of the social work she
had received; what had been most valuable. This is what she said:

She has made me a more stable person, she has made me a much stronger
person, I feel at ease now saying what I feel… I am much more able to accept
that my condition is not a punishment,whereas I did feel that it was a punish-
ment and…I felt I put a lot of constraint on the family… It has made me
realize it is not just my fault.

I don’t feel as if I’m running away now…

Doreen felt the biggest weakness in the service was the limited amount of time
the social worker was able to spend with her.

It was just an hour [each time] and we could have done with more…that was
the only weakness… Now on reflection I can see that you can only deal with
so much at one time…but at the time…

We asked whether Doreen had any ideas that might be helpful when training
new palliative care social workers, and found she would have been happy to help
in the training of students.

I wouldn’t have minded someone else coming in and listening, not taking
part just listening…otherwise how does a social worker learn how to
approach someone?

We asked whether the work the social worker had done with Doreen had ever
been formally evaluated. Doreen said that she had never been asked to give
feedback.

Not about the social worker, no I haven’t… I think an appraisal
system…so that the social worker knows that she is achieving her goals
[would be helpful]…because otherwise you don’t know that the work has
been effective.

She went on to say:

I just think the service offered here is very good… I can ring Carol, whenever
I’ve got a problem I know I can just ring and if she is not there, she will ring
me back as soon as she can. It’s been quite helpful, there have been various
occasions when there have been problems with my daughter and she has
always been there.

I have been discharged from the rest of the hospice now; Carol is all
I need.
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SUMMARY

One of the most striking findings to emerge in this chapter from what service
users said was the enormous range of issues that people took to their social
worker and the apparent willingness of the social workers to listen to very varied
concerns.Most people wanted help with both emotional and practical/financial
matters and the two emerged as closely interlocked. The support from the
social worker was frequently extended to family and friends as well as to the
patient or bereaved person. Much of the work involved liaison with external
agencies, and the social workers had extensive knowledge of other resources
and groups. Advocacy was a central part of the work. It was also clear that social
workers were able to use varied approaches, with individual, group and family
work all evident.

Four particular examples were explored in more depth which highlight key
approaches to practice referred to by service users. These individual examples
also show up some problematical areas. These include late referral for specialist
palliative care social work; supporting teenagers who may not be keen on
one-to-one work; difficulties in helping service users join and leave groups in a
way that feels positive and comfortable; and difficulties for service users who
were in a minority position in a groupwork setting.

Some service users made it clear that they perceived support coming not
just from the social worker and the broader palliative care team but also from
each other. This support was particularly important for some, as it was not
formally limited and ‘boundaried’ in the same way as the professional support.
If service users chose it could, for example, go on into the future and, as the
third example in this chapter demonstrated, it was sustaining to some service
users even years later.
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CHAPTER 5

WHAT SERVICE USERS VALUE MOST

We wanted to explore with service users what they found most helpful in the
way that specialist palliative care social workers worked with them. As we have
seen, social workers worked in many different ways and individual service users
have particular preferences. However, as service users offered their accounts
and ideas, some strong themes emerged about what they valued the most.
These fell into three overall headings, which related to:

1. The quality of the relationship between service user and social
worker.

2. The personal qualities of the social worker.

3. The nature and process of the work with service users.

Although for the sake of clarity we have organized what service users said under
these separate headings, the headings need to be seen as interlinked and over-
lapping in reality. The nature of the relationship with the specialist palliative
care social worker was often closely allied to the way in which the service user
perceived his or her personal qualities. Sometimes it was difficult to distinguish
between what was a personal quality and what was a skill or a strategy being
used in the process of intervention with the service user. These three facets or
themes in the social work service that users described need to be seen as in
complex relation with each other.

THE QUALITY OF THE RELATIONSHIP WITH THE SOCIAL
WORKER

Service users described a number of distinct issues under this heading. All of
these highlighted the central importance that the relationship with the social
worker played in their experience of social work.

Prioritizing a positive relationship
Service users repeatedly spoke of how they valued a strong bond with the social
worker:

They may have the skill but they have to bond as well, there has to be that
trust and that relationship… (Man patient, white UK, 50 years old)
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At one of the steering groups the importance of relationship building was
stressed as important and this was seen as lacking in the group members’
current experience of dealing with non-specialist social workers:

Just fill that form – you should be all right – bye-bye – signed and finished,
back in the file. (Member of steering group)

The link with friendship
Friendship was seen as an important component of the relationship with the
social worker. Service users repeatedly used the word friend when they were
describing the specialist palliative care social worker. This was true across both
sexes, and across all age groups. For example:

I was looking forward to her coming as a friend, I felt I could talk to her about
anything, I wouldn’t need to watch my tongue… I had complete confi-
dence in her, complete confidence. (Bereaved woman, white European, age
group 75+)

It was just like speaking with friends right from day one, and it just couldn’t
have been any better. (Woman patient, white UK, 67 years old)

We are talking about a friend. We don’t see her as a social worker… (Woman
service user in discussion group)

Another woman in the same discussion group drew a similar distinction
between friend and social worker:

She’s not just a social worker, she’s like a friend, you know she hasn’t got this
habit of hop it, I’m a social worker, she’s got something different about her
you know. (Woman service user in discussion group)

This man spoke in very similar terms about his social worker:

looking back now I don’t class her as a social worker, I class her as a friend to
be honest with you… Because like I say, she’s been absolutely brilliant for us,
honestly I mean it. (Man patient, white UK, age group 46–55)

His wife added:

she’s not dictating to you, she’s there for you to ask her questions and she’s
giving you the answers. And in the meantime the friendliness is coming
through, you know it is hard to explain, but yeah I feel very comfortable
with her.

In slightly different vein, another bereaved person, a father of young children,
told us:

My children regard [the social worker] as being one of the family.That might
not be an entirely professional way to regard her, but none the less that’s the
kind of impact it’s had. (Bereaved man, white UK, age group 46–55)
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The importance of reciprocity
Closely linked to the notion of friendship was the concept of reciprocity.This was
important to some service users. We were frequently told that service users felt
that they wanted the relationship with the social worker and the hospice to be a
two-way process.

I look upon her, to be perfectly honest, as a friend I can talk to. And when I
was doing it, that’s how I hoped they would look on me. (Woman patient,
white UK, in her eighties)

Some people said that they liked to know a little bit about the social worker and
their life. For example:

it seemed unfair to tell [the specialist palliative care social worker] everything
about me. I wanted to say well how are you today?…and you know I wanted
to, she was much more of a friend, than, as time went on but also she was still
my counsellor, you know she still kept the professional situation, yeah.
(Woman patient, white UK, age group 26–35)

Or people felt that they wanted to give something back to the social worker or
the hospice in return for what they had received. This man felt an enormous
sense of gratitude to the social worker and the hospice; he felt they had helped
save him from suicide.

I said to [the specialist palliative care social worker] that I’d love to be able to
pay something back in some kind of way that would be beneficial to the
hospice to thank them for what they have done for me. So now…I help them
out with the friendship group, which going by feedback that we are getting,
seems to be working pretty well. But without the help of the hospice I know
for a fact that I wouldn’t be here. (Bereaved man, white UK, age group
46–55)

Flexible professional boundaries
Service users gave many examples of how their specialist palliative care social
worker had ‘gone that extra mile’. In some cases they seemed to be saying that
the social worker had gone beyond their expectations of a person in a paid role
and relationship. This had been much valued. It appeared that the social
workers might be interpreting their professional boundaries in a flexible way to
meet specific needs. Such flexibility was appreciated by service users. There
were, for example, comments about social workers working out of their normal
office hours.

Sometimes she was going out at nine o’clock at night when she should have
gone at six. (Widowed woman, white UK, 71 years old)

One man spoke about the time that the specialist palliative care social worker
visited in the evening to see his young children, when one of the family cats had
died, not long after the death of his wife:
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and [the social worker] came and, you know, talked to the kids about it that
evening…and when my dad died,and my older son was in a terrible state, she
came that night as well, at nine o’clock. So pretty impressive support really.
And I’m sure she would do that for everyone…that’s the person she is.
(Bereaved man, white UK, age group 46–55)

There were comments about social workers sharing their own feelings:

We’ve cried together, we’ve laughed together. (Bereaved woman, white UK,
71 years old)

Many people talked about the social worker laughing and joking with them and
it was evident that this lighter side of the relationship was appreciated.

And then we would have had a good wee giggle and laugh. (Bereaved
woman, white UK, age group 66–75)

Several service users mentioned being hugged by their social workers, the wife
of a patient told us:

She’ll give us a hug and that does for me, an awful lot.

Her husband went on to add:

She’s genuine, honestly I think she genuinely cares about you. (Man patient,
white UK, age group 46–55)

Another service user, a 70-year-old bereaved man, felt that touch was a vital
part of the social worker’s repertoire, in some situations more important than
words.

If you go to someone and they are really down, if you just touch them, you
see, you don’t say much, you just touch them and say anything – it doesn’t
matter. They’ll feel better, because you’ve made contact…you’re not an
official who’s just coming with a board to write on, and that’s it, you’ve
actually touched them…it’s really important, absolutely important, you see.
(Bereaved man who had lost his wife, white UK, 70 years old)

This service user expressed a very similar view:

It’s the approach…you need somebody to, say, give me a hug. Maybe that
sounds very personal, but I think a hug is a very important aspect. (Bereaved
woman, white UK, age group 75+)

No one mentioned finding hugging uncomfortable or inappropriate; in fact one
woman told us that her social worker doesn’t do hugs and she was sorry about
this, as she would have appreciated a hug from the social worker whose support
she prized highly.

I think with experience you can tell, you know, that it’s not appropriate to
give a hug and yet at other times it is appropriate…it can make such a big dif-
ference…one of the nurses there she gives you a big welcome and a big hug
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and it makes your day for the rest of the day. It doesn’t matter how down
you’re feeling, it makes you feel really good. You’re somebody…somebody
wants to touch and hug you…because I’ve always felt…dirty and
smelly…because of my stoma…somebody actually saying no you’re not and
able to give you a hug it means something. (Woman patient, white UK, age
group 46–55)

THE PERSONAL QUALITIES OF THE SOCIAL WORKER

Many of the service users believed that the personal qualities of the specialist
palliative care social worker had been a decisive factor in determining the
success of the social work intervention with them. This comment summed up
many more comments:

I can’t speak any [more] highly of her because she’s just fantastic really,
probably the person but also the role, mainly the person. (Woman patient,
white UK, age group 26–35)

Service users raised two related issues in their comments about the personal
qualities of specialist palliative care social workers. They stressed the kind of
qualities they valued and how they saw these relating to the ‘kind of person’ the
social worker was. Service users emphasized human qualities of kindness,
warmth, compassion, caring, sensitivity, empathy and thoughtfulness. These
were frequently mentioned as vital qualities in the social workers who had
worked with them. The following comments were typical:

It’s her caring and understanding. That’s what most people need. And her
kindness and putting herself out to help. (Woman patient, white UK, age
group 56–65)

I felt right from the word go that she cared. (Woman patient, white UK, in
her eighties)

She’s extremely sensitive and extremely open to people’s circumstances,
very sensitive… (Woman patient, white UK, age group 46–55)

Sometimes service users described their specialist palliative care social worker
as demonstrating a caring nature but in fact what they experienced could also
have been interpreted as helpful strategies or skills.

[My husband] died the last year in May and the day before I got a lovely card
from [the social worker] to say ‘I know this is a difficult time for you but if you
want me you know you have just have to give me a call and I’ll be there’. Is
that not nice? I was so touched I had that card on the mantelpiece for about a
fortnight, it was so thoughtful. (Bereaved woman, white European, age
group 75+)
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[A]nd when I was in hospital and had a big operation [the social worker]
turns up when I was feeling low with me bunch of flowers and visited me.
(Woman service user in group discussion)

Another woman in the same discussion group added:

And if you are ill she don’t forget about you, she’ll even come to your house,
comes to your house, she’s just got that kind of personality.

This man, talking in a discussion group with other bereaved people, recalled
how he had felt the social worker’s manner had put him at ease:

[H]er voice was one thing. She’s a very kind and quietly spoken voice, now
that impressed me and put me – it quietened me – when I was very upset.

He went on to add that she was practical and unsentimental.
Many of the service users told us that they did not see the personal qualities

of the specialist palliative care social worker as being something that could be
learned. They thought that the person had a nature and personality that suited
the work they were doing. Thus they thought that such valued social worker
qualities were part of the person, rather than something that they had gained
from training.

I just felt she was a nice person. (Widowed woman, white European, age
group 75+)

THE NATURE AND PROCESS OF THE WORK WITH SERVICE USERS

There was great consistency among service users in what they valued about the
nature and process of the social work that they experienced. This was the case
across different categories of service user. It also seemed to be true regardless of
the particular service setting involved or the social work method or approach
employed. Taken together service users’ comments suggest that they valued a
sensitive, participative and responsive model of social work practice. This was
reflected in a range of issues that they highlighted.

Being able to determine their own agenda and work in partnership
Working in partnership with the specialist palliative care social worker and
having a sense of control over the whole process emerged as very important to
many service users. Both those service users who had seen the social worker on
a one-to-one basis and those who had taken part in groups felt they had had a
real say in the process. These comments were typical of many others:

First service user: She hasn’t got a strict format…but she guided us,
she suggested things and guided us along in these
discussions.
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Second service user: Yeah, a very good chairwoman because she didn’t
dominate the proceedings…(Man and woman in
group discussion of people who were bereaved)

She always asks you what do you hope to gain today in our meeting…so that
you can have the chance to say… You’re making a decision of where we are
going and that’s what I like… (Woman patient,white UK,age group 46–55)

She doesn’t take a particular course of action or whatever, without first
talking about it, and then she asks me if that is what I want to do… [I am]
consulted and there is communication… (Man patient, UK Asian, age
group 19–25)

[S]he always said it’s what you want, I’m only guiding you, but it’s what you
want…it’s what we think, or what pleases us, or what we feel we should have.
(Woman patient, white UK, 84 years old)

That’s what’s nice, it’s being part of it, not sort of dragged along. (Man
patient, white UK, age group 36–45)

We discussed everything from my childhood to everything and she never
even turned round and told me what to do, but she always managed to point
me in the right direction, so that I could find the answer myself – if you can
understand. (Man patient, white UK, age group 46–55)

If I don’t want to go down a line, they don’t go down that line. It’s as simple as
that, it’s what I want. (Man patient, white UK, age group 46–55)

The thing about any medical intervention…is it’s something [that] is done to
you… If you are going through a process of counselling it’s done with
you…that’s the difference. (Woman patient, Jewish, age group 56–65)

Some patients made it clear that not being directed by the social worker was not
the same as being left directionless.

She does direct kind of thing, otherwise I’d just witter for hours… If I had an
issue…if you can imagine it like a big kind of ball of string – excuse the
metaphor – and she just slowly kind of untangles it and divides a bit off, bits
off, so that I talk about little bits, and it all kind of comes together. It’s kind of
like that. So it is kind of directed, but it’s not in a forceful way. (Bereaved
woman, white UK, 18 years old)

Someone to listen
The role of the social worker as a listener was crucial for many service users.
This capacity to listen was valued in its own right. It was also important that the
social worker took what the service user said as a starting point for what they did
in their contact with them. For instance:
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The strengths were that there was somebody there to listen to you and to
help you, yeah listen, not advise you. (Bereaved man, white UK, in discus-
sion group)

[J]ust listen to you, whatever you know , your problems are or how you feel,
she’ll be at your side…but they just sit and listen. And that helped me, having
somebody offering to listen to me. (Bereaved service user commenting in
discussion group)

She was just prepared to listen, she listened basically and where she felt that
she needed to give some counselling, advice, whatever, she would offer it to
me but she wouldn’t force it on me. (Woman patient, black UK, age group
26–35)

Having an accepting, non-judgemental attitude
Service users found it extremely helpful to be able to express their feelings and
for these to be validated, without the specialist palliative care social worker
adopting a judgemental attitude.

[S]he made it okay for me to have the feelings that I was having. When I felt
frustrated she made it acceptable that I was frustrated; when I was disap-
pointed or upset or tearful, she made it acceptable. (Woman patient, white
UK, age group 26–35)

She just never judged me for anything you know. I told her some horrible
things, that you do in your life and there just wasn’t the judgement there and
there wasn’t the ‘oh you poor lad or you naughty lad’…you felt you were
talking to someone that wasn’t forming an opinion good or bad about you, it
was just straightforward. (Man patient, white UK, age group 46–55)

Being treated respectfully
Respect is a word that service users frequently use, sometimes because, in their
relations with health and welfare services, it can be in short supply. Respect was
seen as one of the real strengths of service users’ contact with specialist palliative
care social workers. For example:

Well, esteem, pure esteem that’s the feeling we had, that she cared about us
you know. (Man,age group 66–75, in a discussion group of bereaved people)

Being given time
Service users frequently referred to the positive sense that social workers com-
municated to them that they had time for them.

Time is such an important word with everything. She just seems to have the
time that the rest of them – rat race – doesn’t.

I can’t emphasize the time scale of things, there’s no rush, you don’t feel as
though you are being a burden or that you know you are wasting their
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time somehow. You know she’s always got the time that you need. (Two
comments from a widowed mother of three young children, age group
26–35)

Being given time emerged as being absolutely central to service users’ concep-
tion about what was most valuable in specialist palliative care social work. Like
the woman quoted above, service users repeatedly said that they felt the social
worker had time for them. Many felt this had been rare in their experience of
health care. But rather than the actual amount of time spent with a service user,
it was more the ‘quality’ of that time. Comments like these were typical:

[F]rom the minute [the social worker] walked in you feel you are the only
person she’s got to look after and see to, which makes you feel comfortable.
(Woman patient, white UK, age group 66–75)

You can tell, you know each time you made an appointment, how busy she
was but that would never come across…she was totally relaxed and she was
so into you, she was so relaxed, interested… (Bereaved woman who was also
a patient, white UK, age group 46–55)

Like those women, several other service users commented that they knew that
the social worker was very busy but that this did not detract from the time they
had with him or her. They felt that they received the social worker’s full
attention.

That’s my time and I know she’s there for me, but I know from chatting to
her, either before or after, how busy she is. But it doesn’t make any difference
to my hour…and she’s really with me the whole time. (Woman patient, white
UK, age group 66–75)

She’d say a few words, and then she’d let me carry on and…voice my feelings.
And then she would listen…and to see a person sitting there looking at you
and listening to what you are saying, there’s not many people will do that.
And I mean…[the social worker] she’s got so many other things she’s got to
be doing. But then she’ll sit down and she’ll talk to you as if you are the only
person there that she is involved with. (Bereaved woman, white UK, age
group 56–65)

Being available and accessible
Closely linked to the feeling of ‘having time’ was the idea that the social worker
was available and accessible to the service user. Service users commented time
and time again on how highly they valued this accessibility – the sense that if
they needed to, they could see the social worker.

It was only a case of asking one of the nurses could I speak to [the social
worker] and she was available. And if she couldn’t give you a full interview
or whatever she always made time for a quick word and then made
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arrangements to have further conversation the next week or when she could.
(Man patient, white UK, age group 46–55)

We knew she would be here if we wanted her about anything, you know, and
we had access to that and if she wasn’t here they would bleep her for me…in
fact I think I could say I saw her every day I was here even if it was only ‘Hello,
how are you?’ …she was certainly very much hands on, she wasn’t one for
sitting in her office. (Bereaved woman, white UK, 71 years old)

First service user: It’s always there if you need it [social work support],
it’s always there.

Second service user: If you ever need her she is there. You’ve just got to
ring up. If she’s not here, the message gets to her
that you need to speak to her and she rings you
back. (Two bereaved service users in a group
discussion)

[W]hen I used to phone them up and say I’ve got a form to fill in and they’d
say, ‘No problem’. Nothing was too much trouble. They’d say ‘All right we’ll
make an appointment, you come so and so day’ and that’s what really was
helpful; some social workers will say, ‘No I ain’t got time’ but they could
always fit in a place for me. (Bereaved woman,white UK,age group 36–45)

I do believe honestly that she’ll always have time for me, you know all the
time when she was busy she’d say ‘I’ll come back to you’, she’d phone me
back when she was out of the meeting or whatever and it wasn’t out of sight
out of mind, so that made me feel good. (Man patient, white UK, age group
56–65)

One woman who was bereaved acknowledged that at times she had felt quite
desperate and suicidal and she appreciated that the social worker was able to
provide a service that actually matched her level of need. She said:

She gave the time and actually could fit me in not just once a week, if it
needed to be two or three times, she would do it, whatever. And that meant
such a lot because you can’t stick to a plan when you’ve got those sorts of
[problems].

We probed to find out whether this degree of accessibility opened the ‘flood-
gates’ and whether it left social workers overwhelmed with calls for help. We got
the impression that service users found the idea of being able to access support
extremely sustaining, part of their coping strategy, but they did not necessarily
call on it. It was the sense that it was there, if need be, that was what was
important. This woman was typical:

Service user: I knew that she was at the end of the phone and it
was arranged, that if I needed, I could ring up and
say, ‘Look I need you now’.
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Interviewer: Did you ever do that?

Service user: No! …my husband and I have a scale of one to ten
and the lowest I ever got was down to about two or
three. I knew I could cope, but if it got any worse…
(Woman patient, white UK, age group 66–75)

One of the steering groups made us aware of the change in levels of accessibility
between having a specialist social worker on site (a service which they had previ-
ously had but which had been cut) and having to rely on a generalist service:

You call to get an appointment and it’s two, three, four weeks – it’s like come
on, I’m having the crisis now… (Member of steering group)

Providing continuity of support
Closely linked to being given time and being accessible was the broader notion
of continuity in social work support. Service users told us how valuable they
found the continuity that the social worker could offer.

I felt that because she knew me right more or less from the beginning, that it
was very easy to talk to her about it all…you build up quite a bond. (Woman,
white UK, age group 46–55, who was both bereaved and a patient)

Most of the service users we spoke with had known one specific specialist pallia-
tive care social worker throughout, and this was often cited as an important
aspect of the relationship with them. It was also often strongly contrasted to the
type of relationship they had with medical personnel in the acute setting.

And you don’t always want to see a different doctor all the time or a locum;
you want to feel safe, familiar with somebody, somebody that knows all
about [the patient] and you don’t have to keep going through it with
somebody new all the time…so many different doctors, so many different
nurses wouldn’t know what was going on with him and you could scream.
Well I did scream, I did cry you know… (Bereaved woman, white UK, age
group 26–35)

This father, whose wife had died, stressed the importance of continuity of care
for his children and for himself:

The thing that I’ve experienced…is the long-term nature of – particularly
with the children – the long-term nature of losing someone…having the
availability of long-term support if needed – I don’t want to make people
dependent, but like when we had tragedies in our family, they have always
been available… Things crop up when you least expect them, but just
knowing that that service is there, that you might not see them for two or
three years, but then suddenly you may need to see them for a couple of
sessions and I think that has been very valuable and I would stress – I would
like to stress that. (Bereaved man, white UK, age group 46–55)
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One of the steering groups raised the issue of continuity of care as something
which we needed to be particularly aware of and make clear. They felt that
constant changes of personnel were extremely detrimental and difficult to cope
with;at the very least they made people feel very exposed and intruded upon.

[With continuity] you don’t have to sit there and explain to a complete
stranger your life history… (Member of steering group)

Being reliable and delivering

Husband: She is the one person I would call on…

Wife: Because you know that she comes up with the goods. (Man
patient, white UK, age group 46–55, talking with his wife in
their joint interview)

The most important thing is if she says she is going to do it, she’ll do it, which
you find a lot of other professionals won’t do. They say oh yeah they’ll do it
and six months later you are still in the same position. (Woman patient,white
UK, age group 26–35)

Being responsive to everyone’s needs
Service users highlighted that they valued the social worker’s recognition not
only of their own needs, but also the needs of the whole family or group of
people linked with them.

My mum up till then had been my family carer, and basically my body carer.
I was quite a lot of pressure on my mum, so she didn’t have time for my
brother and sister and other things.So when [the social worker] realized that,
she managed to get funding to employ [a] carer. (Man patient, Asian UK, 24
years old)

Having a good level of knowledge and expertise
This was a common concern of service users and summed up in one joint
interview:

She not only understands the patient, and the partner of the patient, she
understands the systems as well… It’s obvious to us that she knows her job
inside out. And just by the way she comes back at you with an answer and
what she’s saying, you know she knows what she’s talking about and that she
knows her job and what is available. And if she’s not sure, she’ll tell you, but
she will find out. (The husband of a white UK woman patient, age group
56–65, talking in a joint interview)

Making home visits
Most of the specialist palliative care social workers undertook ‘home visits’ –
that is to say, they visited people in their own homes as well as seeing them in the
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hospice or health service setting. For some of the service users this was very
important. For a few it felt like the only appropriate location, in view of their
limited strength and energy.

I was very ill, I mean I had hardly any energy and what is usually offered is
places for patients to go. If you can’t even get up the stairs…and if you don’t
want to be seen…at that point I was wearing a wig…it was the last thing I
wanted, to go out… And it was ages before I went for a check-up because I
wouldn’t go back to the hospital…for somebody to come here, this is where I
feel safe, and talk to me. (Woman patient, Jewish UK, age group 56–65)

Others said that they felt less apprehensive and more in control about receiving
social work support when they were in their own home.

The first time she came over here [her home], which was quite nice because
it was sort of on my own ground. I know it seems a bit strange, but I think I
would have felt more nervous than I already did if I’d had to go over there to
see her, because it would have been a whole new situation. It was quite nice
to just sit in here, have a drink, a cup of tea or something. (Bereaved woman,
white UK, 18 years old)

I just found it more comfortable to have the meeting at home you know, sort
of here quite comfy and I feel more relaxed…before I was ill… I was very
much a quiet person and I didn’t like discussing my problems…so to start
with I was a bit worried about that and I felt more relaxed being at home and
I felt I could talk more. (Man patient, white UK, age group 36–45)

Some service users felt unable to face the emotional upheaval of going back to
the hospice for bereavement support as it stirred up too many distressing
memories:

You could see him deteriorating every day, every night, every day and
obviously then I couldn’t go back to [the hospice] so [the social worker] said
she would come to the house which I was very grateful for. (Woman whose
son had died, white UK, age group 56–65)

Others preferred home visits because it meant that the social worker got to
know other family members who might be missed if contact was restricted to
the palliative care setting.

Because my husband was ill at home as well, so she needed to speak to him as
well. (Woman patient, white UK, 67 years old)

Some service users lived in remote rural areas and distances meant it was
impractical for them to get to the hospice, especially if they did not have their
own transport, or if their health was poor. Others had young children which
made travelling to see the social worker more difficult.
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A different viewpoint on home visits
Not all service users, however, valued home visits. While most did find them
invaluable, there was some evidence that this wasn’t always so. It was clear that
there needed to be proper discussion with the service user to check that this was
their preferred setting. One man said his deceased partner had found it very
difficult seeing the social worker at home because he believed that she had less
privacy from family there and needed to get away from the house to be enabled
to speak as freely as she wanted to. Thus:

It was that kind of contamination to her home space and then these rather
entangled relations with her family in this home space…which [the social
worker] was coming in to actually talk to her about, which she used to get
very anxious about. (Bereaved man, white UK, age group 26–35)

Some others found that going to see the social worker at the hospice simply
provided a welcome break from home.

THE SCOPE OF SPECIALIST PALLIATIVE CARE SOCIAL WORK

Many of the people to whom we spoke said that they appreciated having the
support of a professional who could help with a broad range of issues that they
felt were important to them.

There’s none of this business of that’s not my job. (Husband of a patient,
white UK, age group 56–65, talking during their joint interview)

Sometimes service users wanted to bring up issues that were not directly related
to their illness or their loved one’s death, but were unresolved matters from
earlier life they wanted to explore.

That was the reason I went there [to see the social worker]…to discuss – well
things that were floating through my mind, about past things which you
don’t think about when you are living a normal life… Everything seemed to
come to the surface probably because I was so low. (Woman patient, white
UK, age group 56–65)

It was easy to see how valuable having a ‘one-stop’ service was for patients and
bereaved people who were completely overwhelmed by their emotional and
practical needs.

In the first few months after my husband died, I would say she was the person
I would turn to all the time for absolutely everything, whether it was
something simple like having an argument with a friend, to having problems
with the kids, money worries… (Widowed mother, white UK, age group
26–35)

It was clear that service users felt supported by knowing that there was profes-
sional help available that was wide ranging and that would encompass any issue.
Anxiety was in effect contained by this knowledge.
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I know that if there is anything that is worrying me or I need to know or ask, I
can ask her, and if she doesn’t know she will know who to ask. (Man patient,
white UK, age group 26–35)

Basically she catered for what came along really. (Woman patient, white UK,
age group 46–55)

Using a wide repertoire of social work approaches
It was apparent that individual service users sometimes favoured one social
work approach over another and it was appreciated when the social worker
worked in a way that met individual preferences. It became evident that special-
ist palliative care social workers were skilful in matching the approaches they
used to specific service users.

This is illustrated by these comments from two patients. The first is from a
woman who reported that she had specifically told the social worker that she did
not want a counselling-based relationship; the second person said she wanted
only a very focused counselling approach from the social worker.

We would chat in a friendly manner…about everyday life… (Woman patient,
white UK, in her eighties)

There is nothing worse than counsellors coming – it’s all right to say, ‘Oh yes
it’s windy out there’ – that’s fine – ‘Oh yes it’s cold’ – that’s okay, but to go on
talking about other things that are not significant, it seems to be a waste of
time, really. (Woman patient, white UK, 45 years old)

These two women had actually seen the same specialist palliative care social
worker who had adapted her approach to suit each of them. Both felt that she
had offered the right type of support and had met their needs.

The first woman we just quoted was not the only person to say she did not
feel comfortable with a formal counselling approach. For example:

I saw a counsellor…but everything was stage-managed, you went in and the
chair was there and the box there with the tissues in…she was very nice don’t
get me wrong but I wasn’t comfortable. (Wife of a patient, age group 46–55,
who was present at the interview with him)

The same woman went on to contrast the social worker’s approach:

Yeah, whereas with [the social worker] I could make her a cup of tea, she
would sit here and chat with us but in between that chat she’s counselling
without us knowing and it’s comfortable…and also the way she talks to you,
she talks to you as if you’re one of her you know.

SUMMARY

This chapter focuses on what service users see as the most positive aspects of
social work. There was strong agreement among service users about what they
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valued most in specialist palliative care social work. This was true of different
groups of service users and in all settings. They particularly valued:

� the quality of the relationship between service user and social
worker

� the personal qualities of the social worker

� the nature and process of the work with the social worker.

The quality of the relationship between service user and social worker

� Service users valued a genuine relationship with the specialist
palliative care social worker.

� Friendship was seen as an important part of the relationship with
some service users valuing reciprocity.

� Service users appreciated it when specialist palliative care social
workers had professional boundaries which were flexible.

The personal qualities of the social worker

� The importance of appropriate personal qualities was stressed
repeatedly as being vital. Service users highlighted a range of
qualities they saw as essential for good practice, including kindness,
warmth, respect, compassion, caring, sensitivity, empathy and
thoughtfulness.

� Many service users saw these qualities as being inherent in the
person rather than learned skills.

The nature and process of the work with the social worker
Service users also identified a number of skills which they saw as key for
user-centred social work.

� Being able to determine their own agenda and work in partnership
with the specialist palliative care social worker.

� Being listened to with a non-judgemental and respectful attitude.

� The social workers giving them time and being accessible and
available, ensuring continuity of support.

� The social worker being reliable and delivering promised action.

� The social worker being available for both the service user and
those close to him or her and being willing to offer home visits (and
offering choice over this).

� The social worker having a good level of expertise and willingness
to learn.
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� The social worker being available to talk about any issue of
importance to the service user. This made people feel that their
anxieties could be contained.

� The social worker offering a wide range of social work approaches
that suited individual preferences.
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CHAPTER 6

WORKING WITH DIFFERENCE

We want to focus on difference in this chapter and consider how it is addressed
in specialist palliative care social work. In our project, we wanted to see whether
people’s journey through specialist palliative care social work had varied
because of their personal, social or cultural characteristics and circumstances.
We explored our data to see if we could identify any variation in needs, service
delivery or levels of satisfaction between different groups of service users.
We considered age, gender, employment background, ethnicity, religion and
location, as well as type of illness and impairment/disability. We have set out in
Appendix 1 why we think we gained little information in relation to people’s
sexuality, although we know that issues of sexuality and sexual orientation have
important implications for palliative care provision and practice and one of our
steering groups included a number of gay men living with HIV/AIDS (Cox
2004; Lemieux et al. 2004; Rice 2000).

By far the most striking finding was the degree of consistency across all
these groups in relation to the level of overall satisfaction with the specialist pal-
liative care social work support that service users had received. From what they
told us, we could not detect any major differences between groups. It was
almost impossible to pick out any clear-cut differences in relation to satisfaction
with the nature of the social work contact. Particularly noticeable was the
absolute consistency with which each service user said he or she had felt the
social worker had valued him or her as a person. This appreciation of the service
user as an individual provides a helpful starting point for considering the expe-
rience of service users in relation to specialist palliative care social work and
difference.

SEEING THE PERSON AS AN INDIVIDUAL

Being treated as an individual was undoubtedly very important to the service
users and this was emphasized to us time and time again. One woman stressed
how, in her experience, everyone was treated with the same respect for his or her
individuality, but this did not mean treating them all the same. In practice it
meant offering a different service according to individual needs and prefer-
ences:
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I think you are treated as an individual in every single way. And I am sure that
everybody who comes in is all treated differently, because they get to know
what each person is like, and what each person’s different needs are.
(Bereaved woman, white UK, age group 26–35)

It was also clear that ‘individuality’ meant different things to different people.
For this man it meant being seen as a whole person rather than just a sick
person:

One thing I had trouble with in hospitals is that they treat you just like this
faceless person sometimes, and I used to feel just like a broken down televi-
sion set. But at [the hospice, with the social worker] they make you feel like
you were an individual again…whereas the hospital they just take all that
away from you. (Man patient, white UK, age group 36–45)

Some service users felt that the social worker had respected their individual
needs in terms of tuning in to the specific way that they wanted to deal with the
illness facing them.

We wanted to know what was going on, you know, we wanted to keep
on top of it as much as possible by knowing the likely time scale and
outcomes…some people probably don’t want to know, and they probably
would tune into that. But we did… They work with you and adapt to the way
that you’re feeling. (Bereaved man, white UK, age group 46–55)

Some service users commented on the fact that the social worker was able to
recognize them as an individual, but also showed an awareness of how their
individual identity had been challenged by their situation.

[The social worker] definitely saw me as a person and saw, I think, probably
that I was not the person I used to be. (Service user in group discussion)

Several service users contrasted the respect they had felt from the social worker
to the way they had been treated by some doctors:

…We were being fobbed off, basically fobbed off and Mr — spoke to you as if
you wasn’t a person, you know he talked down to you, he actually talked
down to you. (Man patient, white UK, age group 46–55)

While there were no discernible differences in levels of satisfaction expressed by
service users about specialist palliative care services, there were some other dif-
ferences between groups that are worth noting.

AGE

Seventy-one per cent of the patients we interviewed were aged 65 or under
compared to 35 per cent of all palliative care patients in the UK (minimum data
set figure for 2000/2001). While we cannot claim that our respondents by any
means constitute a representative sample of all users of specialist palliative care,

106 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



this figure might suggest that the younger patients are disproportionately high
users of specialist palliative care social work resources.This would be consistent
with the increased chance that patients in younger age groups are dealing with
untimely death and leaving younger families, both of which may be seen to
represent a heightened need for social work involvement. It would appear that
the social workers were aware of this level of potential need and were respond-
ing to it. It could equally indicate that, while there might be high levels of need
among older patients, these were not being recognized or met.

Children and young people
Although we did not interview children or young people directly, the picture
that emerged from the accounts of their parents was not consistent. There was
evidence that some social workers were doing intensive individual and/or group
work with children and young people which was very highly valued, at least by
the parents. However, there was also evidence of children and young people
who had little or no direct contact with the social worker, despite the illness or
death of a close family member.

One service user who felt she had received enormous support from the spe-
cialist palliative care social worker suggested that there could be more on offer
for children. She said:

The only thing I did suggest to them was the fact that they didn’t involve
children more, and they did actually do a children’s day not so long back –
the social workers and some volunteers… I thought that was good, because
sometimes the kids do tend to be overlooked. People speak to the adults,
because they think, if the adults are all right, the kids are going to be all right.
(Bereaved woman, white UK, age group 46–55)

We were sometimes told that a child had refused contact because of shyness,but
sometimes parents did not seem to be aware of whether such contact was
possible. We further reflect on this finding in Part Three of the book where we
discuss the findings from the project.

Older service users
A number of older people emphasized that it had been important for them that
the social worker had seen beyond ageist stereotypes and responded to them as
individuals, addressing their particular needs. One older woman patient,
for example, recounted how the specialist palliative care social worker had
supported another patient in the next bed, who was almost 90 years old, with a
move from the hospice to a nursing home. She had witnessed the way the social
worker had persisted in her hunt for a nursing home that truly met the individ-
ual needs of the person. She had found this very reassuring:
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[S]he found her a lovely nursing home and it wasn’t the first or the second
time she took her to see one, something that would suit her, you know
something that she would be happy in…she took her to see these places till
she found her a place that she was going to settle and be happy in…she would
have found me a place where I would be happy to stay in, not just any place
but a place where you’d be happy in. (Woman patient, white UK, age
group 75+)

Another woman patient in her eighties also spoke about being treated as an
individual by the social worker:

[M]y needs were queried and I wasn’t treated en masse like a lot of over
eighties who are put on the scrap heap – ‘they’re just useless’ – but I was
treated as though I had a brain and they respected my wishes.And no, I’ve no
complaints, I was treated as an individual. (Woman patient, white UK, age
group 75+)

This was a view echoed by this service user:

She has this gift, I think, of getting to the elderly, being able to speak to them
as human beings, you know and not just old fogies, or whatever you want to
call them. I think a social worker has to have that gift, to like people.
(Bereaved woman, white UK, age group 75+)

These positive views of older people being treated with respect by the specialist
palliative care social worker stood in very sharp contrast to the way some service
users described treatment of older people by medical services. One woman
talked about how she felt her father’s medical care had been poor, and
symptoms had gone unexplained and untreated for a long time:

We felt if somebody took more interest in him…he was 83, doctors don’t
seem to have much time: there’s no time for the elderly people.And we’ve got
the same problem with [her mother-in-law]. They go, ‘Oh no, she’s mad’.
She’s got dementia, but she’s not mad. She just can’t say what she wants to
say. She knows what she wants to say, but when she opens her mouth, it
doesn’t come out… But if you take the trouble to sit down and relax with her,
you can find out what she wants. But doctors haven’t got this time…the
nurses didn’t really have time either. (Bereaved woman, white UK, age
group 46–55)

Another striking feature of the interviews and discussions with older service
users was the particular importance many of them attached to being able to
offload worrying paperwork onto the social worker. It was clear that some had
felt completely overwhelmed and unable to deal with things like benefit claim
forms, letters telling them they had been overpaid benefit or letters about rent
arrears. These issues were frequently mentioned by older people as causing
them particular anxiety and were emphasized over the other needs that they had
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discussed with the social worker. This group of service users especially appreci-
ated practical, hands-on support (for example, advice, advocacy and liaison
with other services) from the specialist palliative care social worker. This was
support which was given without limiting or damaging autonomy.For example:

I would have felt very much that I wasn’t in control of my life if I didn’t have
help filling these forms in. There are so many frustrations of things that you
can’t do…but when someone helps you fill it in, instead of taking control of it
altogether, they’re doing it for you but you’re telling them what to put
down…you still feel in control and it does make a difference. (Woman
patient, white UK, age group 66–75)

It is difficult to state categorically that this need related to age itself. It may also
have been related to other factors, such as class background, level of income,
wider attitudes among older people to debt and poverty and whether or not
people lived alone.

GENDER

We found nothing to suggest that there was any difference in levels of satisfac-
tion with the specialist palliative care social work service between men and
women. But there did seem to be other differences between men and women in
relation to specialist palliative care social work. For example, as we have already
mentioned, there could be different needs for information about the service,
such as being told clearly what services a specialist palliative care social worker
might be expected to provide in the first place.

Another aspect that was noticeable was that frequently women service
users mentioned that their male family members did not want to talk, and
would not seek professional support; this potentially left the women service
users feeling total responsibility for providing the emotional support for the
men. We did not seem to find any male service users expressing similar
concerns about supporting the women in their lives.

As has previously been mentioned, we could not say whether it was statisti-
cally significant, but in terms of our impressions our process notes record how
positively men in particular viewed their experiences of groupwork. Their
enthusiasm seemed infectious and they rated their experiences of groups very
highly.

Another issue mentioned by one male service user was that he believed
oncology and support services in hospitals were more focused on women:

at the hospital where I had the radiotherapy…they had clubs and that but it
was all women, women, women, breast cancer this and breast cancer that
and there was nothing for men. And they had a club; a room where you could
go and get a sauna, hair treatment, relaxation and it just wasn’t for men. And
many of us, well two or three of us spoke…we said well if that was all for men
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there’d be a kick up because it wouldn’t be for women…and there was just
nothing, there were things for women but there just weren’t for men. (Man
patient, white UK, age group 46–55)

It is worth noting that some of the woman patients also commented that
hospital-based support services were geared towards breast cancer and if you
had a different kind of cancer there was less help available. Whilst none of the
service users directly made the same criticism of hospice or specialist palliative
care services, several service users did talk about their attendance at hospice
groups for women with breast cancer, but no one mentioned groups for people
with other specific cancers.

ETHNICITY

The number of people we spoke to from minority ethnic groups was small in
absolute terms, although a significant minority of participants in our study. It is
difficult therefore to make anything more than very tentative suggestions for
areas of difference in needs, or service delivery. There is further discussion of
issues of ethnicity in Chapter 9.

It did seem to us, however, that this group of service users more frequently
mentioned issues relating to poverty or poor housing. Our process notes, for
example, told us how one service user from an ethnic minority group was living
in very inadequate conditions, in a freezing cold and poorly furnished house.
She told us that the specialist palliative care social worker had rapidly begun to
tackle these issues.

She was the one who did many things that make them realize that they are
short-paying me… (Woman patient, black African, age group 36–45)

This indication of a higher incidence of poverty is not surprising, as these
service users came, in the main, from the large urban centres where these issues
are common and faced disproportionately by minority ethnic communities.
Service users from these communities generally raised a broader range of issues
than the general sample, but again this was consistent with other service users
from urban areas and may have been related to this rather than ethnicity itself.
As with other service users, general indications were that specialist palliative
care social workers were able to encompass the broader range of service users’
issues and concerns within their role.

RELIGION

Although we did not specifically ask questions about religion the importance of
religious beliefs emerged in some of the interviews.

She knew from the beginning that, as a family, we were Christians and had a
certain outlook on life and death and anything she did, didn’t conflict with
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that. You know because she obviously took into her view, what our view was.
(Bereaved woman, white UK, age group 66–75)

Another service user with strong Christian beliefs raised an issue that was of
importance to her:

when it comes to palliative care…they should be prepared for that person to
get healed… (Woman patient, black UK, age group 26–35)

Whilst she did not make clear whether or not the specialist palliative care social
worker had ‘accepted’ this or not, the service user said this about the counsel-
ling provided by the specialist palliative care social worker:

yeah, I think it has done a really good deal, a great deal of good, I think it has
given me a chance, you know, to talk about issues that have been inside…

EMPLOYMENT BACKGROUND

Again it was very difficult to discern real differences in terms of satisfaction with
specialist palliative care social work between people who clearly came from very
different economic backgrounds.What was apparent was that the specialist pal-
liative care social workers were seeing people from very wide-ranging social and
class backgrounds. It was also the case that some people from managerial and
professional employment backgrounds, at this stage in their life, required
advice and information about welfare benefits and help in negotiating benefit
systems, which they might never have expected to need before.

Another finding emerged more from our observations in process notes than
from what service users told us. We found, when we interviewed people in dis-
cussion groups which were based on existing patient or bereavement support
groups, that participants often came from markedly different employment and
class backgrounds. Yet it was apparent that they were immensely supportive of
each other. Sometimes we were told that this contact and support had been
sustained for years.

TYPE OF ILLNESS OR CONDITION

There was a clear difference between those service users who had been
diagnosed with cancer and those who had other illnesses and conditions. This
had much less to do with the particular illness involved, than with the health
service responses to it. Several service users with a non-cancer diagnosis told us
that they felt that their need for information and support was not always being
met; that palliative care services were more generally geared to working with
people with the more prevalent types of cancer. It should be said that some
service users who had very rare cancers also shared this view. For example:

You know everything’s sort of – I feel anyway – that it’s sort of geared to
cancer and that, but people really often don’t understand what people suffer
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with MS…with a 22-year illness, you know, they’re fed up of hearing about it
really. (Bereaved woman, white UK, age group 56–65)

This woman also stressed how important it had been to her that the specialist
palliative care social worker had been prepared to learn about the illness:

[He] said it had been a learning curve for him, because he’d learnt so much
about it.

Another service user said that she felt her specialist palliative care social worker
did not know a lot about mesothelioma (asbestos-related cancer), but had
sought out the answers.

[S]he was dealing with people that had normal cancers…[but] she put me
on the right track really you know about some things that I needed to
do…some social workers are just not aware enough of some diseases that are
there… (Bereaved woman, black Caribbean, age group 46–55)

SUMMARY

� We sought to explore difference in people’s experience of specialist
palliative care social work. While some differences did seem to
emerge between some groups, there were no discernible differences
between groups in terms of their view of the quality of specialist
palliative care social work. Most striking was the extremely high
level of consistency across all groups in terms of their satisfaction
with the specialist palliative care social work service.

� Being treated as an individual was emphasized as being of
fundamental importance and without exception every service user
said that he or she had felt valued as an individual. This meant
different things to different people and the specialist palliative care
social workers had been responsive to this.

� Older people particularly stressed their need for help with practical
matters, such as form filling, and the value of advocacy. Several
older people commented on the respect that they had experienced
from the social worker who, they felt, looked beyond ageist
stereotypes.

� A mixed picture emerged in relation to children and young people.
Some service users stressed the excellent direct work done with
them, but others said that they felt more should be available. Some
said they did not know whether direct support was available for
children. Several parents said that their children were too shy to
accept direct help, but felt the children’s needs had been addressed
as an important part of their own support.

� Gender did not seem significant in terms of variation in satisfaction
with the service provided by the specialist palliative care social
worker, but there were indications that men may want different
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things from the social worker. For example, they seem to have
different information needs; they may particularly value groupwork;
and men and women may have different experiences in relation to
supporting family members of the opposite sex. Women may
experience this as an added responsibility. There were some
indications that services may not be equally accessible to men and
that patients with some types of cancer, specifically breast cancer,
are better supported than others with other conditions.

� Service users from black and ethnic minority backgrounds seemed
to highlight issues of poverty and inadequate housing as being
important to them. Specialist palliative care social workers seemed
to be very responsive to these types of issues.

� The importance of respecting religious beliefs was stressed by a
small number of Christian service users and this included
respecting the view that healing through their faith was possible.

� The employment background of service users was diverse. People
from professional and managerial work backgrounds, like other
service users, brought needs for advice on welfare benefit issues and
for help in negotiating benefit systems to specialist palliative care
social workers. The importance of social workers’ skill in
negotiating benefits systems regardless of people’s employment
background becomes clear. There was good evidence of service
users from diverse backgrounds offering each other support.

� There was evidence that people with a non-cancer diagnosis or with
diagnosis of a rare cancer felt their needs were not always
recognized by palliative care services, including the specialist
palliative care social worker. There was, however, also evidence
that the social workers sought to remedy this deficit in their
knowledge, and this was appreciated by service users.
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CHAPTER 7

EXPLORING OUTCOMES:
EVALUATING SPECIALIST PALLIATIVE

CARE SOCIAL WORK

In this chapter we explore three key issues which we heard about from service
users:

1. Adverse criticisms that service users made of specialist palliative
care social work.

2. The outcomes they saw such social work offering them.

3. Their views about the evaluation of specialist palliative care social
work.

We look at each of these in turn.

A LESS SMOOTH JOURNEY: ADVERSE CRITICISMS OF SPECIALIST
PALLIATIVE CARE SOCIAL WORK

Most people’s journey through specialist palliative care went very smoothly and
we heard remarkably few criticisms or complaints about the social workers or
the service that they provided. However, for just a small number of people, the
journey was not so easy. Two people told us they were unhappy about the
service they had received on an individual basis and a very small number of
other people had some critical comments to make, although they stressed that,
overall, they were very satisfied with the specialist palliative care social work
service.

We were particularly anxious to look carefully at these more negative
comments, not least because they were relatively uncommon. We explored
these examples in some detail to see if there were any characteristics that united
them and to try and determine the lessons that might be drawn from them. It
also seems important to say that other service users spoke in very glowing terms
about the same social workers who were involved in these cases.

On the basis of such small numbers, it is probably not appropriate to talk
about the issues emerging as distinct themes. But there did seem to be some
striking similarities in these examples and the particular issues involved might
have had an impact on the social work done with the service user. It also seemed
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to us that these issues, although we have put them under different headings
were, in reality, undeniably intertwined.

We have deliberately avoided providing the usual demographic information
about these service users to ensure that they could not be identified. One of the
regular concerns of service users who take part in research and evaluation is that
criticisms they make of provision may have negative repercussions. While we do
not expect that to be so in this case, we still think it is helpful to mantain this
principle to safeguard people’s confidentiality and anonymity.

Where relationships with patients may be unclear
In some of the cases involved, the service user (all people who had been
bereaved) and the patient were not ‘close’ relatives or married partners. For
example, they might have been step-relatives, half-brothers or half-sisters,
in-laws or non-cohabiting partners. The fact that the service user’s relationship
with the patient may have seemed unclear to the social worker could unfortu-
nately create difficulties. It seemed to influence the service received from the
specialist palliative care social worker in several ways.

For example, one of the service users indicated that, although she was very
involved in the care of her relative, she had not seen herself as an important part
of the picture – although she clearly was. When, for instance, we asked whether
she felt she had had a chance to talk to the social worker about the things that
had worried her, she said:

Well no, not really. I never thought it was important for them to cotton on to
me, I thought they were there for [the patient] and that was it… I don’t think
I’m important at all.

We asked whether it was explained to her what the social workers could
offer her:

No…it seemed to me, they came to see [the patient] and when they came I
could just sit and listen…

It seemed to us that this woman was to a degree quite uncertain and ambivalent
and may have been very reticent about spelling out her own needs to the special-
ist palliative care social worker. This was not picked up on and as a result she
may have been somewhat excluded. Her interpretation was:

that was my fault for not pushing it, not expecting it.

Second, some people could miss out on offers of support because they were not
perceived as being as close to the patient as some other family members. One
man, a close friend of the patient, told us:

her mother had some counselling support…her father, her brother, her sister
were offered support… I was out of that loop.
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Perhaps in some cases the real intensity and importance of the relationship was
not fully appreciated by the specialist palliative care social worker or there were
complexities to the relationship that were hidden. One service user told us of a
long period of estrangement between herself and the family member she
looked after:

[She] didn’t really want to be in touch with me, she hadn’t been here for ten
years…

Another woman spoke of her family background:

Look, I’ve not seen this woman [the patient] for 15 years…my mother died
when I was five, she came to look after me when I was little… I feel very
guilty, half of me is saying I’m doing this [looking after the patient now]
through guilt, half of it’s through love. I don’t know what I’m doing you
know.

As well as having these ambivalent feelings, this service user also told us about
some extremely painful family history that she had only learned about as she
had cared for the patient. She felt this had been very significant for her but she
had not had the time or opportunity to talk about it in depth with the specialist
palliative care social worker. When we asked what she saw as important for
training new palliative care social workers she said:

Oh I think to go into the background more. I’m sure it’s not just me where
there was a complicated family issue. There must be other families in the
same situation. Even straightforward relationships in a family, I think…it
would help if they could try and understand – if they had time to listen.

A young male patient also made a similar point to us, not directly as a criticism
of his social worker, but more as an observation about training needs. He said
that relationships within his family had become fractured during his illness,
largely because of his anger and changed personality. This family breakdown
had clearly caused him a great deal of distress. He admitted that he had been
reluctant to deal with the problems and had not directly asked the social worker
for support with this aspect of his illness. He felt that she had concentrated on
practical issues, which, he acknowledged, were also desperately important for
him. He asked for more direct questioning by specialist palliative care social
workers about how relationships actually are between family members. He
seemed to feel certain that, had the social worker become involved, she would
have been able to sort something out. He suggested that trainee social workers
be taught of the impact of illness on the family:

just to be aware that…you are not yourself, you are a different person. And
just to try and keep those relationships…[to ask] how do you get on with
your stepmother? Or just be aware that there may be weak relationships that
are going to break down because of this.
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Practicalities squeezing out other key issues
Sometimes tensions emerged between dealing with practicalities and address-
ing other important issues. In some cases practical issues could dominate and
squeeze out other issues that were really important. As we have seen, practical
matters can be so overwhelming that they seem to absorb all the energies and
focus of both the social worker and the service user, allowing other issues to go
unaddressed. This can happen because both service users and social workers
become preoccupied with them. This seemed to have been a factor in those
instances where people were unhappy with the specialist palliative care social
work they experienced.

One service user said that when she was asked whether she wanted to talk
about her complex family situation, she had;but she then went on to spell out all
the day-to-day pressures she had faced on top of her normal job, and these had
then taken priority.

It was quite difficult because…I have the children, but we got a bed-settee
and myself and my partner slept downstairs and [the patient] had the
bedroom.

[A]s well as running a family and the shopping and the cleaning, the
cooking, the washing and the ironing…I’d never been involved in anything
relating to death before, I didn’t have a clue… [M]ore than anything…being
involved with the different departments…you need someone to help you
coordinate all this bumph.

The breakdown of teamwork
Evidence also emerged of where teamwork had broken down both within the
palliative care unit and with colleagues working in the community. It was
striking in the two cases where there was direct negative criticism of the special-
ist palliative care social work service that there had been a much wider
breakdown of services, both within the dedicated palliative care service and in
community services more generally.

One woman was very unhappy about her relative being discharged from the
palliative care unit in the first place as she believed she was not well enough to
cope with the realities of being at home. Then, to make matters worse, the
community support organized by the specialist palliative care social worker did
not materialize.

She was in and out of there [the palliative care unit] all the time…but
whenever she went back, the first thing they did, was talking about sending
her back home again. And they did this even at Christmas time… Nobody
turned up to see [her], to wash her or dress her wound…nobody gave her
any food.

This wasn’t her first experience of a breakdown in services following a discharge
from the unit. It had already happened once before:
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The carer was coming in to wash her then and I came in on the Saturday and
she said, ‘Oh sorry I’m still in my nightdress but you have to excuse me
because the carer hasn’t been in to wash me yet.’ And nobody came and
nobody came on the Sunday either so from the Friday till the Monday
nobody had been to see her. And the girl who came then said, ‘Oh yes this
happens sometimes, a carer decides she’s not going to do any work on a
weekend and she just don’t come in.’

It was clear that this service user felt very strongly that her relative had been
badly let down by the doctors at the palliative care unit who had a set agenda
regarding discharge and she felt that the specialist palliative care social workers
had gone along with this.

[They] tried to do what the palliative care unit wanted them to do…it’s the
medical side which has let [the patient] down, it’s not the social services I
don’t think.

But she felt that the social workers in the palliative care unit had already decided
what was to happen when the patient was discharged, before speaking either to
her or the patient. When we asked whether she felt she had had a real say in the
social work process she said:

No, no, definitely not. They came with the whole sheet and said, ‘Now this is
what is going to happen.’

The other person who was very critical of specialist palliative care social work
had also experienced a lack of team working. She felt she had relied heavily on
the social worker to play a coordinating role but it seemed as if the social worker
may not have had the necessary level of back up from other members of the
multidisciplinary team:

the Macmillan nurse…she was a bit of a non-event because I only saw her
three or four times… As I say the Macmillan nurse was neither use nor
ornament, she came once or twice and talked to both me and [the patient]
and more or less said, ‘Well if the Good Lord takes you, you’ll be in a better
place’…which left us all feeling far more down…and it wasn’t what I
expected from a Macmillan nurse. I expected her, I suppose, to be able to fill
in, between me and [the specialist palliative care social worker] the gaps that
were left.

This service user went on to tell us how angry she had felt.

I was very angry with [the social worker] a lot of the time, I just felt I was
being deserted, but it wasn’t [her] fault, but you don’t realize that until after-
wards. You just need that contact even every couple of days… I just needed
someone to let me know that something was happening.

118 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



A lack of good medical support seemed to be an ongoing feature of this service
user’s experience.Her relative had gone into a nursing home and she found that
there, too, her relative did not get the care required.

One Sunday morning I had a phone call from her… ‘I don’t know what to
do…they’ve got no morphine for me and I can’t have any until the doctor
comes tomorrow…’ I rang the [social worker] on the Monday and said,
‘Look this is getting ridiculous, she’s not even getting the drugs she needs
now.’ But perhaps it wasn’t [the social worker’s] problem but I didn’t get any
real support and I had nowhere else to go.

This service user described how she felt she had to assume more and more
responsibility:

Because I couldn’t get any help, anyone to mediate between me and the
nursing home, I ended up taking charge of all her drugs and all her money
and trying to sort everything out. I was going to the nursing home twice a day
to give her her drugs. I was telling the nursing home when she needed repeat
prescriptions and I was dealing with all her finances, which was just too
much and I couldn’t get my problems across to the nursing home at all. At
that time my dealings with [the specialist palliative care social worker]
tended to tail off because it was making me more upset than it was helping.

She mentioned how her attempts to involve the Macmillan nurse had come to
nothing.

Oh I phoned and left messages many, many times and I was never
contacted… It used to be an answering machine and I used to leave
messages, but no one ever got back to me.

The other service user who was unhappy with her specialist palliative care social
worker also told us that she had felt isolated from medical support at the
hospice:

The top people, the medical people, I fairly seldom met at all.

Bereavement follow-up had been minimal. We don’t know what support was
offered, but in both cases the service users had felt there had been little
follow-up after the death of their relative, and one service user felt that she had
been left holding on to angry and painful feelings:

I hated everybody there, I really did. I mean, I got cards, condolence cards
and so on and I just hated them, I didn’t want to know.

In both cases we felt that these service users had many feelings about their expe-
riences, which remained unresolved at the time of their interviews.
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OUTCOMES OF SPECIALIST PALLIATIVE CARE SOCIAL WORK

In this section we focus on the impact or ‘outcomes’ that specialist palliative
care social work resulted in for service users. Any policy or provision may have
many outcomes. It may have economic, social, political, cultural or employ-
ment outcomes, for example. Our concern was solely the outcomes for service
users as they experienced them. Did they feel specialist palliative care social
work had affected them? If so, how had it changed things? Was it helpful or
unhelpful? How important has it been to them? In other words, what real differ-
ence, if any, had the journey through specialist palliative care social work made
to the lives of service users? Of course, it is always difficult to untangle any one
influence in people’s lives. Different factors interact with each other and can
sometimes be difficult to distinguish. We have simply relied on what service
users told us.

We did not ask one specific question to seek people’s views on this subject.
Instead we looked at their comments in response to all the questions that were
asked and noted any that indicated a change in someone’s life related to the
social worker’s intervention. Where a substantial number of service users iden-
tified the same changes, we categorized these into themes. We have illustrated
these themes with comments from service users. It became clear that specialist
palliative care social work had had significant effects on many service users’
lives. These particularly related to:

� supporting service users’ personal capacity

� reducing social isolation

� increasing support for loved ones

� reducing anxieties about practical problems

� providing support with medical issues

Supporting service users’ personal capacity
Specialist palliative care social work comes to people at very difficult times in
their lives. The challenges they face cannot be overstated. Yet service users spe-
cifically identified social work as having made a real difference in how they
experienced their situation. What became clear from what people said was that
specialist palliative care social work could make a difference in their subjective
and objective situations. This is a point that is sometimes perhaps not made
clearly enough in relation to ‘helping’ services. Account has to be taken of both
the issues facing people and how they understand and are able to deal with
them. If we start with the subjective situation, it was clear that the social work
interventions enhanced service users’ ability to cope and increased their
feelings of control and safety. Strong evidence emerged that it helped them find
belief in their own ability to handle anxiety and distress. It had helped them to
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find ways of managing their difficult thought processes, which previously
threatened to overwhelm them. Thus, for example, people said:

I think it’s been the single most useful part of helping me deal with my loss by
a long, long chalk. (Man who had lost his partner, white UK, age group
26–35)

It has helped me to deal with bereavement more easily. Although the pain is
still there, it is a big help when I have a talk with him [the palliative care social
worker]… (British man of Asian origin, age group 56–65)

We talked about…how to actually cope with the emotional things such as
fear and anxiety, because that is more traumatizing than the cancer itself.
You know it seems to be. (Woman patient, white UK, 45 years old)

I was in the middle of the wilderness and I just hadn’t a clue which way to
go… [The social worker] helped me so much to find value again; confidence,
which way to take a career, she just helped steer me, prompt me…she didn’t
tell me what to do, she just helped me make my own decisions. (Woman
recovering from a brain tumour, white UK, age group 26–35)

The doctor operated on my [body] and removed all the disease and all that
but he didn’t take the disease out of my head and you know [the social
worker] done that you know. (Man patient, white UK, 50 years old)

I think that is one of the things I found so difficult, why I couldn’t cope with
it, and it was [the social worker] constantly saying to me, this is quite normal
to feel like this, because you sometimes feel as though you aren’t normal and
she was constantly reassuring me, you know, you are normal, this is a normal
thing, you will feel like this…and as she was saying it, I felt, that’s me so I
must be all right, I must be a normal person somewhere, because it can be
quite frightening, because you are not in control at all – well I wasn’t.
(Bereaved woman, white UK, age group 26–35)

SUPPORT TO KEEP GOING

Several people told us that the social worker had made a crucial contribution to
their life. They had increased their self-esteem, morale and reduced suicidal
feelings and ideas. Some of these service users thought that they had reached
the very lowest point. They were feeling utter despair when the social worker
began working with them.

I was just stuck at the lowest ebb and it completely like changed my life,
meeting [the social worker], because I could talk to her about anything and
she’s there to listen to you and she offers so much help and now…I don’t
really know what I would do without her. (Woman patient who has MS,
white UK, age group 46–55)

Another woman had said she had thought about ending her life:
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she [the social worker] made me realize I did have a life to get on with.
(Bereaved woman, white UK, age group 36–45)

This man thought the social worker had offered him crucial support:

I really struggled and to the extent where I twice tried to commit suicide… I
got to speak to [the specialist palliative care social worker]… And that’s why
I’m still here…she got me back to think sensibly and got me back trying to do
things… (Bereaved man who had lost his wife, white UK, 52 years old)

Another man talked about how the social worker had kept him going and
renewed his belief in himself and living:

She’s made me value my own life, value the importance of my life and made
me feel important as an individual which was lacking and which was very
important to me – very, very important…

I don’t think I would be here, I tell you now; well I know I wouldn’t be here…
I would have done something, I couldn’t live like I was, I couldn’t live with
this, how I was doing; I felt of no value at all. I don’t think I would be here
without [the social worker]… So I cannot put a price on what she does.
(Comments from a man patient, white UK, 50 years old)

Reducing social isolation
For many people, the outcomes they talked about did not directly stem from the
social work process but from increased contact with other service users, which
had often been initiated by the social worker. Social workers had been able to
reduce people’s sense of social isolation and exclusion by offering them more
opportunities to gain mutual solidarity and support from other service users.
These women, for example, talking in a discussion group, explained that
through their attendance at a bereavement group they had met new people:

First service user: We’ve met each other and we’ve become close
friends and as you go through life you make many
acquaintances, but you don’t make many friends.

Second service user: No that’s right and that’s what I’ve found particu-
larly in my case…these are true friends.

Frequently the social work support had revolved around bringing the service
users together in group settings and facilitating those meetings. The majority of
service users told us that they had found meeting with other people in a similar
position very helpful:

when you know there’s other people suffering like you are – so you’re not
abnormal, because you’ve strange thoughts and he says, ‘No it’s quite
normal’, so that makes you feel better. (Bereaved woman, white UK, age
group 56–65)
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One service user told us how the specialist palliative care social worker had
asked him to run another group as a follow-up resource for other service users
when the bereavement group run by the social worker ended:

it’s called a friendship group because everybody is friendly and everybody
that we speak to is finding it’s doing them the world of good. And I just think
it’s a brilliant thing. (Bereaved man, white UK, age group 56–65)

Increasing support for loved ones
Service users highlighted the importance of the support that social workers
offered loved ones and family members, including children. Some service users
reported that this had helped their children cope better with their grief:

she helped him talk about the thing that he most needed to – his dad – and
helped him come to terms with things…he so enjoyed it, he lightened up, he
was, you know, he was a loving, pleasurable little boy again. He wasn’t so
cross with everything, he wasn’t cross with his dad, he could talk to his dad,
talk about his dad… (Bereaved mother, white UK, age group 36–45, talking
about her five-year-old son)

The quality of life that I think my children have is very, very significantly
different to what it might have been had we not had all the help that we’ve
had. It has made a fairly crucial difference… (Bereaved father,white UK,age
group 46–55)

Just talking to me. Talking to my husband, she very quickly realized she had
to do something, or we were going to disintegrate as a family. (Bereaved
woman, white, age group 46–55)

Even when the social worker did no direct work with family members, service
users said the support had reached the wider family:

I can pass on what I learn from him to my daughters and my son… (Bereaved
British man of Asian origin, age 56–65)

Patients also reported increased peace of mind knowing that their family had
the social worker to turn to:

I know that if and when or whenever something happens to me now I know
my wife will be able to phone here and get help for my daughter. And if it’s
just a case of a blether or whatever to help the stress…or financial help
they’re needing, I know she’d be there for them…and it’s just knowing that,
relieves your mind. (Man patient, white UK, age group 46–55)

Reducing anxieties about practical problems
Reducing service users’ anxieties about practical matters and increasing their
access to services through information, liaison and advocacy was an enor-
mously important outcome for many people.
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I was having a lot of pressure with tax forms and all this and that. So when I
seen [the social worker] she took all that worry off me by filling in the
forms… The worries go off your shoulders. (Comment in discussion group
between patients)

I’ve never had anybody close to me die. I didn’t even understand about
funeral arrangements or death certificates, about benefits and all that. [The
social worker] took care of it. She made appointments if I couldn’t do it, or I
felt unable to do it, she arranged it all. She spoke to people from the council
for me,because we live in a council property…to get it put into my name.She
rang the schools up for me, because I felt unable to do that, to explain to the
schools what had happened. [My son] was just moving up to secondary
school, so she rang them up and explained that his dad had just died…in the
beginning she really just sorted everything, which I know makes me sound
totally useless, but at that time that’s what I was. It took me all the time just
for me to get through the day. (Bereaved woman, white UK, age group
26–35)

IMPROVING PEOPLE’S FINANCIAL SECURITY

While death, dying and loss tend to be framed primarily as emotional issues, for
many people they create difficult and harsh financial problems. Here is where
specialist palliative care social workers are perhaps able to make the most
obvious impact on the objective difficulties that people may be facing. Indi-
rectly through their work with other agencies, they can often address people’s
urgent and immediate financial difficulties. Service users reported how their
social workers improved their quality of life through improving their financial
security. This was extremely important for many people and for service users
from disadvantaged communities it had added meaning. For example:

she’s given me a lot of dignity because I’ve been able to have enough money
to cope… (Woman patient, white UK, age group 56–65)

Providing support with medical issues
While the role of the specialist palliative care social worker is not a medical one,
they can play an important part in supporting people to cope with their medical
situation. This was vitally important for some service users who found they did
not get the information and support they needed from the medical teams that
they had contact with. Social workers were able to help them to cope with
medical aspects of their illness. For example:

the opportunity to talk to somebody who understands your concerns about
cancer. I really think that was its biggest strength…you can’t talk when you
go to the hospital, you get two seconds with the person, once a year…I could
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be dead before I go for my next check-up. (Woman patient, white UK, age
group 56–65)

EVALUATING PALLIATIVE CARE SOCIAL WORK

Given the broad interest currently in consumer or user involvement and
feedback in health and social care, we wanted to find out whether, as far as
service users knew, there was any formal evaluation of the service that they
received from palliative care social work. We also wanted to explore their
attitudes towards the level of their involvement in such evaluation. We were
interested in whether either the agencies involved or the specialist palliative care
social workers themselves undertook any such formal evaluation. In the event,
an overwhelming majority of service users told us that they had never been
asked to give any kind of formal feedback or evaluation of the social work
support that they had received. Thus if there was such evaluation, it generally
did not seem to include the views of service users.

It was clear that most service users had been asked, informally, by the social
worker whether they felt they were receiving appropriate support.This was part
of their practice and their ongoing review of the service user’s situation. But in
contrast, service users had not been offered any way of formally evaluating the
input of the specialist palliative care social worker, either by the organization
itself or passed on by their social worker. This meant that in effect there had
been no formal feedback about the social worker or social work service to the
broader palliative care service and to the management team. From what service
users said generally, this had not been sought by services, regardless of whether
they were in the statutory or non-statutory sector. As some of these service
users were still actively receiving support it might have been the case that evalu-
ation was planned for the end of the involvement. However, such attempts at
evaluation had not happened in any of those cases where work with the service
user had been completed. Given the current emphasis on quality and choice
agendas in health and social care, this was a surprising omission and an
unexpected finding.

We asked service users whether they would have liked to have had opportu-
nities to provide more formal feedback. There wasn’t a consistently held view
on this issue.

Evaluation or complaint?
Many service users said that not having a formal opportunity to offer evaluation
and feedback was not something that they particularly felt concerned about.
They made up a sizeable minority of service users. They said they were not
really bothered. Significantly, they said that they felt they would have been able
to say if they were unhappy about any aspect of the service. However, an
important issue emerged here. It seemed that many people clearly linked the
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words ‘feedback’and ‘evaluation’with ‘complaining’.This assumption affected
their attitude to evaluation. Most people were not of a mind to complain. But
understandings of evaluation were mainly framed in these terms. This man’s
comment was typical:

I mean if I had a dodgy social worker, then yes. But because she’s been so
positive and she’s helped so much…then I didn’t really question it. (Man
patient, white UK, age group 26–35)

This group also included a smaller minority of service users who did not wish to
be asked for formal feedback. A few people, both patients and bereaved, felt
very strongly that they did not want to be asked for feedback, because they felt
that this would have been an additional burden.

I think if I had not been happy I would have let them know. And I was happy,
and it would have been one more thing to do, along with a million and one
other things that you have to do when you are on your own with two kids.So I
wouldn’t have been happy actually. (Bereaved man, white UK, age group
46–55)

One patient indicated that giving formal feedback might be burdensome for
people who feel they are not conventionally articulate or who are very ill:

Well if she had asked me I’d have had a go at answering it like, you know, but
I’m not very good at things like that. See [my wife]…she does everything like
that…I can’t even write now. I can just write my own name can’t I? It is a
scrawl. (Man patient, white UK, age group 66–75)

One man had very forceful views that evaluation, and indeed involvement of the
service user in decision-making processes generally, should be done very
carefully and sensitively and not in a ‘managerial’ way that could be oppressive
in itself. He told us that:

The present whole managerial culture is about throwing the ball back in the
person’s – who is being helped – court and so the patient now becomes a
customer and so on at its very worst and I feel there is a social violence
implied in this… Sometimes the patient just has to be taken care of. (Man
patient, white UK, age group 56–65)

The value of feedback
In contrast, a sizeable proportion of service users said that they would definitely
have liked the chance to provide formal feedback on their experience of special-
ist palliative care social work.

I think somebody should have come out and said ‘What do you think of [the
social worker]?’ (Bereaved woman, white UK, age group 56–65)
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There were several strands to this desire to give feedback. First, an appreciable
minority of service users wanted to be able to say how positive they felt about
the service. For example:

And as my husband said to me we should write. And I must admit I have
been very neglectful…we felt that she [the social worker] was just a lifeline.
She was a lifeline, no doubt about it, for my family. (Bereaved woman, white
UK, age group 75+)

Others felt it was the only way that weak areas could be identified and improve-
ments made to the service. For instance:

I don’t have any negative things to say…but at the same time I feel it’s good
that you do these sort of surveys because, especially since they are confiden-
tial, if there are things happening at least you find out and [can] rectify them.
Whereas if you never did anything like this it would just go on and on, you
know. (Bereaved woman, white European, 76 years old)

One person, who had two small criticisms although he had been extremely
happy with the overall service, stressed the importance of being able to keep
feedback anonymous.

If there was an anonymous way of actually communicating the two critiques
that I’ve had…that’s a way of actually improving [the service]… I wouldn’t
have wanted to actually say it to the individual concerned so it would have
remained unspoken… (Bereaved man service user)

Some people expressed an idea of contributing to the future care of others.
From the authors’ experience, this desire to make some kind of bequest to help
others for the future is not unusual among palliative care service users. Thus:

I think it would be nice if they did ask people just so that perhaps people who
came along afterwards benefit from that, you know from other people’s expe-
riences…tiny things can help a lot because it is so hard. (Bereaved woman,
white UK, age group 19–25)

Other service users wanted to give something back to the service, because they
had valued it themselves.

I am quite happy to do this [the interview] because I feel as though I am
giving something back, because I seem to be taking quite a lot, because I
don’t know if I give anything back…like money or anything. I don’t pay her
and so I think it’s only fair to do that, to give something back. (Bereaved
woman, white UK, age group 15–18)

It is interesting that many people said that this study was the first chance that
they had been given to give feedback on the service that they had received.
Indeed one of the reasons they had agreed to take part in our study was because
it was a way for them to express their positive feelings about the social work
received and they definitely welcomed this opportunity.
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SUMMARY

This chapter examines three interrelated issues: first, adverse criticisms service
users made of specialist palliative care social work; second, the outcomes they
saw such social work offering them; and finally their views about the evaluation
of specialist palliative care social work.

A less smooth journey: Adverse criticisms of specialist palliative care
social work

� A very small number of service users expressed dissatisfaction with
the specialist palliative care social work service.

� These cases shared some common characteristics.

� The service users who expressed dissatisfaction tended to be more
distant relatives of the person who had been the patient (for
example step-relatives, half-siblings, in-laws).

� The relationships between service user and patient were complex
and earlier estrangement had sometimes been a feature.

� Practical tasks seemed to have absorbed much of the time of both
social worker and service user, sometimes to the exclusion of other
issues.

� There tended not to have been in-depth discussions about the
complexity and meaning of these relationships between social
worker and service user.

� There appeared to be critical breakdowns in the support being
offered by the wider team, both within the palliative care service
and the community. The social workers were not seen as actively
dealing with this.

� Bereavement follow-up was not seen as being readily available and
there still seemed to be unresolved feelings about this among
service users at the time of interviewing them.

Outcomes of specialist palliative care social work
Palliative care social work had a significant positive impact on the lives of many
service users. Service users identified a range of positive outcomes which it had
for them, both improving their own capacity to deal with the difficult situations
they might be facing and supporting them with material problems they might
face. Thus specialist palliative care social workers:

� enhanced service users’ ability to cope and increased their feelings
of control and safety

� increased service users’ self-esteem, morale and helped reduce
suicidal feelings
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� reduced people’s social isolation and exclusion and increased
opportunities for mutual solidarity and support between service
users

� increased support for family members and other loved ones,
including children

� reduced people’s anxieties about practical matters and increased
their access to services through liaison and advocacy

� improved service users’ quality of life through improving their
financial security

� increased service users’ ability to cope with medical aspects of
illness by providing support, counselling and information.

Evaluating palliative care social work
Feedback and evaluation from service users are increasingly identified as
important components of health and social care. However, neither seemed to
be sought in relation to specialist palliative care social work.

� There was very little evidence of there being routine and regular
formal evaluation of the work of specialist palliative care social
workers seeking the views of service users. It was clear though that
informal evaluation and review by social workers themselves took
place as part of their practice.

� There was no consensus in the responses of service users to the
question of whether they would have liked to provide such
feedback.

� A significant minority of service users said that this was not
important to them. They equated feedback with complaint and said
that they would have felt able to complain if there was anything
wrong.

� A small minority of service users had strong feelings that providing
formal feedback could be burdensome at a difficult time in people’s
lives and on top of other concerns that they might have.

� A substantial proportion of service users, however, felt they would
have liked the opportunity to give feedback, because they wanted to
say how good the social work service had been.

� Some people expressed the view that while they personally had no
criticisms of the service, they saw that routine evaluation was an
important way of identifying issues of concern and putting them
right.

� Confidentiality or anonymity of feedback was stressed as important
for service users giving feedback.

EVALUATING SPECIALIST PALLIATIVE CARE SOCIAL WORK 129





Part Three

Developing the Discussion
So far we have tried to present the key issues about specialist palliative
care social work identified by service users. We have sought to prioritize
their comments and their experiences as they go through their palliative
care journey. We have sought to organize this material according to the
themes and issues which service users themselves highlight. This final
part of the book develops critical discussion of specialist palliative care
social work, building on what service users have to say about it and
exploring their views. It relates their comments to wider discussions and
developments. We look at some of the key issues that we think emerge
from what service users say. What is therefore distinct about this part of
the book is that here we are offering our own comments and interpreta-
tions drawing on service users’ views and ideas. Here we try to develop
our own discussion of and commentary on the findings from the study
that we have undertaken.

This includes exploring the implications of social work’s broader
image for specialist palliative care social work and problems of referral
relating to specialist palliative care social work. We discuss the nature,
strengths and weaknesses of practice and the relationship between
theory and practice. Finally we consider some of the broader problems
which may be inhibiting the contribution that specialist palliative care
social work can make to inclusive and holistic palliative care policy and
practice and the implications of the study on which this book is based for
the future.





CHAPTER 8

ACCESSING SPECIALIST PALLIATIVE
CARE SOCIAL WORK: A BROADER

IMAGE PROBLEM?

Our focus in this chapter is how service users come to access specialist palliative
care social work. More accurately, our concern is with why they may not access
such social work. Two key elements seem to be at work here: one relates to
service users themselves, the other to the palliative care system. Taking service
users’ comments as our starting point, what we want to consider is how service
users’ and the palliative care system’s understandings of social work may inhibit
access to what our study indicates is a highly valued service. We shall look
at each of these elements in turn, starting with service users’ perceptions of
social work.

SERVICE USERS’ PERCEPTIONS OF SOCIAL WORK

The project on which this book is based highlighted the very poor images of
social work that many service users carried and how this might impact on their
expectations of, contact and involvement with specialist palliative care social
workers. We suggest that it is imperative for specialist palliative care social
workers actively to address some of these beliefs about social work so that their
potential for further damage is limited.

Positive feelings about specialist palliative care social work
The overwhelming message from the service users to whom we spoke was that
specialist palliative care social work had played a crucial part in the way that
they had coped with illness, impending death and bereavement.Our experience
was that, despite pressing interviewees as much as possible for the more
negative aspects of their experience of specialist palliative care social work,
those interviewed genuinely seemed unable, or were unwilling, to report
adverse criticisms beyond the most minor. On the contrary, most of the service
users we spoke to were very keen to tell us how important the social worker had
been to them and their families. Over and over again, service users told us that
they wanted to take part in the study so that they could tell someone how
excellent the social worker had been. People’s willingness to take part in the
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study was demonstrated to us very vividly on the occasion when one of the team
was very late for some interviews because of a broken-down train. The service
users chose to wait for over two hours, saying that it was very important to them
to have the opportunity to share their positive experiences of specialist palliative
care social work.

It is important to acknowledge, however, that we only interviewed people
who had reached the palliative care service and who had then also gone on to see
the specialist palliative care social worker. Given that most service users told us
that their initial view of both of these services (for different reasons) had been
very negative – and that many admitted resistance to referral – we have to
question just how many individuals are completely lost because of this resis-
tance, first, to specialist palliative care and, second, to specialist palliative care
social work. Conservatively, we have to expect that many service users may not
access what is widely seen by those who do as a beneficial service.

The negative context of social work
It was not really surprising to hear that service users had resisted palliative care,
as people’s fears and lack of knowledge of hospices are well recognized. What
was reassuring was the extremely rapid change of mind, in most cases, when
individuals were actually brought face to face with the service. Other studies
report similar findings (Cohen et al. 2001). Nor were we surprised to find that
service users came into specialist palliative care with negative views of social
workers, but we were perhaps surprised both by the strength of these views and
by how consistently these views were held across a broad spectrum of people –
both with and without direct experience of social work.

Prior to their experience of specialist palliative care social work, very few
service users had a positive picture of social work, though many did acknowl-
edge the structural and resource issues that they thought might sometimes be
hindering successful social work practice. It is important that social work takes
account of such negative attitudes. There has long been a strong view in social
work that its negative stereotyping is crucially related to reactionary and hostile
politicians and media, but this is clearly not sufficient explanation.

The steering group discussions focused several times on service users
telling us that, as researchers, we had to understand that the things that were
being said about specialist palliative care social work had to be distinguished
from their experiences of social work in other contexts.Social workers generally
were seen as failing not just on one but on many fronts, and in particular were
linked with insensitive and inappropriate handling of child protection issues.
One set of process notes record that one man grew tearful when the discussion
centred on this aspect of social work. Feelings ran high among service users and
there was evidence that in some cases these negative feelings were based not just
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on hearsay or press reports but on personal experiences of involvement with
social services’ children and family teams.

Some of the parents, especially the lone parents involved, talked quite
openly about the fear they had that if they agreed to see the specialist palliative
care social worker, they risked their own child being taken into care.One person
told us that he would definitely have been too anxious to let his teenage
daughter, whose mother had died, see the hospice social worker, whom he
clearly held in high regard, because of his previous disturbing experiences of
social work. He was unclear whether there were any links between the hospice
social worker and the local authority social work team. These types of anxiety
become more understandable when we remember that there was also a wide-
spread lack of clarity about what social workers in palliative care actually do.

It might be tempting to dismiss such parental anxiety as ignorance or as just
ensuing from media misrepresentation of social work but, all too often histori-
cally, social work has let parents and children down (Packman and Hall 1998).

Spelling out the social work role clearly
This raises questions about how many other people may actually shy away from
specialist palliative care social work because of such fears. Do specialist pallia-
tive care social workers need to spell out their supportive role for children more
clearly and directly address service users’ anxieties about potentially losing
their children? While some service users told us they had found the specialist
palliative care social worker absolutely crucial in supporting their children in
the face of enormous loss, there were other parents whose children had not seen
the social worker. We were told several times that this was because the children
themselves had chosen not to see the social worker, perhaps because of shyness.
While it should not simply be assumed that all children would benefit from
seeing the social worker, again we have to ask whether some of these parents
might be blocking this opportunity for their children to receive support because
of unallayed fears and unanswered questions about the nature and role of social
work in palliative care. This would be a logical and understandable response,
given the concerns and feelings many service users expressed.

Social work and the loss of independence
A second aspect of service users’ pre-existing concerns about social workers
was their readiness to link social work to loss of independence rather than to
efforts to sustain independence. Many service users saw social workers as bossy
and controlling rather than empowering. They had pictured the people who
need social workers as either not wanting independence or being incapable of it.
As loss of independence and loss of control are often cited by people living with
life-threatening illness as one of their greatest problems (Anderson et al. 2001),
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it should not be surprising that relatively few of the service users had referred
themselves to the specialist palliative care social workers.

Social work was still inextricably linked in some people’s minds with
marginalization, stigma and degradation. Again it might be expected that there
was often initial ambivalence about seeing the specialist palliative care social
worker, especially given people’s general ignorance about what specialist pallia-
tive care social workers actually do.

RELIANCE ON OTHER PROFESSIONALS FOR REFERRALS

We have seen that there were very few self-referrals to specialist palliative care
social work. We look at referrals in more detail later in Chapter 9, but there is a
relevant point to make here. If referrals are not going to be made at the request
of the service users themselves, then specialist palliative care social workers will
need to either rely on other professionals for referral or take a very proactive
approach themselves to seeing service users.

There was little evidence that any of the service users had been referred to
the hospice or specialist palliative care service specifically for social work
support. However, there was evidence in many people’s accounts of service
users who had been very distressed by their situation and who seemed to have
been entirely appropriate referrals for specialist palliative care social work not

being referred until very late in the day. We need to ask whether medical and
nursing colleagues, both in acute services and in primary care, are aware of the
potential support that is available to patients through specialist palliative care
social work. Some service users told us that, from their experience, they did not
believe other professionals knew about social work.

Consideration also needs to be given to the bigger issue of whether these
professionals could also have themselves internalized the negative images of
social work which are so pervasive. The study did not set out to explore the
attitudes of other professionals towards specialist palliative care social work.
There was only the one instance of a social worker being openly belittled by
other professionals to a service user. But in view of the gatekeeping role played
by other professionals in palliative care, it is essential that specialist palliative
care social workers are themselves clear about the importance of what they have
to offer service users and are prepared to make clear to other professionals, not
just the breadth and scope of the role, but also the value and centrality of their
work for service users.

OWNING THE PROFESSION

This problem of service users not necessarily being clear about the nature and
purpose of specialist palliative care social work also seemed in some cases to be
compounded by social workers themselves. We were struck by the number of
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service users who were unclear that the person they had seen was indeed a social
worker (although they all were, as this was a basic criterion for selection). Two
factors seemed to be operating here:

1. Social work was being called by other names, such as ‘family
support’.

2. The social workers had simply never introduced themselves
explicitly as social workers, leaving at least one individual to believe
the social worker was, in fact, a nurse (sometimes they had
introduced themselves as counsellors rather than social workers).

It was clear from discussions in one of the steering groups that many service
users did not realize that social workers using other titles were in fact social
workers at all. Although the picture was by no means clear, there were some
worrying indicators that specialist palliative care social workers did not always
themselves see social work in a positive light and sought to distance themselves
from its more negative connotations. Their hesitant and apologetic approach to
the title ‘social worker’ can be seen as an expression of this.

While it is easy to understand why departures from using the term ‘social
worker’ might have come about, this raises further questions about whether the
social workers could unwittingly be further undermining the image and credi-
bility of social work. Here were some outstanding examples of social work func-
tioning well and being seen in very positive terms by people who did not actually
realize that they were witnessing social work at all.

It would also be interesting to find out more about whether service users see
someone calling himself or herself a ‘counsellor’ as able to offer as holistic a
service as someone using the title of ‘social worker’, or whether single people
feel that a ‘family support worker’ has relevance to them. Whilst it was beyond
the remit of this study to explore such questions further, there did seem suffi-
cient evidence to suggest that there is some reluctance amongst specialist pallia-
tive care social workers to ‘own’ their own profession, a finding corroborated in
Currer (2001). How might this impact upon the ability of specialist palliative
care social workers to persuade other professional groups of the value, legiti-
macy and importance of the social work service?

Finally the question needs to be raised that if there is a pervasive negativity
about social work in general, together with a lack of clarity about specialist pal-
liative care social work in particular, then can those responsible for funding and
staffing palliative care services be expected to have an informed view about the
importance to be attached to specialist palliative care social work? We may
doubt it. It is easy to imagine that when staffing is being considered for new or
expanding teams, decisions are made to look for professionals from disciplines
such as psychology that have arguably enjoyed a better press than social work. It
is important that such decisions are taken for appropriate reasons, based on
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meeting need, rather than for the wrong reasons, such as having a negative and
inaccurate view of what social work has to offer users of specialist palliative care.
There are still hospices and palliative care teams who do not employ any spe-
cialist palliative care social workers and many more where the social worker
works single handed. In the light of what the service users we spoke to told us
about the crucial importance of social work, for them, in helping them
cope with life-threatening illnesses, family crises, death and bereavement, this
omission would appear to be very serious indeed.

SUMMARY

In this chapter we considered some of the negative ways in which social work in
general is viewed by potential service users and looked at the way that this may
impact on the take-up of specialist social work within palliative care.

There seems to be particular anxiety among parents about the motives and
intentions of social workers (relating to perceptions of child protection social
work) and a lack of clarity about the social work role within palliative care. This
may have particular implications for the support of children and young people
in specialist palliative care social work. Social work also appears to be linked in
people’s minds with lack of independence. Social workers tended to be viewed
as bossy and controlling. Such views are likely to deter self-referral.

It is not only service users who may be influenced by such negative images
of social work, but also health care and other professionals – as well as some
social workers themselves.This is a factor which may restrict access to specialist
palliative care social work. There appears to be a reluctance to embrace the title
‘social worker’ among some specialist palliative care social workers. While
this may be understandable, its possible consequences in terms of further
weakening the role and identity of the profession need to be explored further.

138 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



CHAPTER 9

THE PROBLEM OF REFERRAL

The issue of referrals is a fundamental one for specialist palliative care social
workers.As we have seen, few people were referred to a hospice or palliative care
service specifically for social work support and yet many service users told us
that they wished they had met their social worker much earlier. Some even said
they would have valued this type of specialist social work support right from the
point of diagnosis. It was clear that many service users and their loved ones were
reaching the specialist palliative care setting without ever having been offered
support other than that provided by the medical professionals with whom they
came in contact. Service users were clear that, however good this support might
have been – and many spoke extremely well of it – it was fundamentally different
from the type of help they were able to get when they finally met the social
worker.

The question of how people get to see the specialist palliative care social
worker therefore takes on a new urgency, especially in the light of the evidence
confirming that many service users began with very negative views of social
work and were therefore unlikely to seek to refer themselves to a social work
service. The findings from our study are also reinforced by other work high-
lighting the lack of social work involvement in palliative care. For example, in
2005 Clausen and others reported on the experiences of 40 people with lung
cancer and advanced cardiac failure. They found that:

social workers were conspicuous by their absence from the lives of these forty
vulnerable adults, who were living and dying in the community with many
unmet needs which, potentially, could be met by social-work input. The
study highlights six areas of concern in which social-work assessment and
intervention could have impacted on dying patients’quality of life and that of
their carers: loss and dependency, family-centred issues, carers’ needs,
practical tasks, emotional and spiritual struggles, and finally, support needs
of staff. (Clausen et al. 2005, p.277)

MEDICALLY ORIENTATED REFERRAL

Our findings raise an immediate issue about referral. Given that many service
users said they wanted early referral to the specialist palliative care social
worker, why were so few patients referred to specialist palliative care specifically
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for this kind of support? Almost all service users stated that their referral to spe-
cialist palliative care had come about for symptom control or another medical
reason. Our findings are corroborated by a study looking at the reasons for
referral to specialist palliative care by general practitioners (Shipman et al.
2002), where there is certainly no direct mention of social work services. We do
not know whether funding arrangements determine the priorities of referral or
whether psychosocial issues simply do not lead to the same urgent concern as
medical issues among those professionals responsible for the bulk of referrals to
specialist palliative care. Eagle and De Vries (2005) offer some additional
insight. In a qualitative study looking at admission to hospices, they found that
admissions for purely psychosocial reasons (even in crisis) were reluctantly
agreed even when there were beds available.

Of the total admission requests (n=42) two were for psychosocial care. The
limited data relating to such requests is significant by its absence… It
appeared that a psychosocial admission was deemed appropriate only as a
last resort. (p.588)

Gott, Ahmedzai and Wood (2001) found that doctors and nurses in an acute
hospital setting had very different views about which patients had palliative care
needs. There was agreement in only a small percentage of cases. They found
that nurses were more likely than doctors to pick up on psychosocial issues and
on the needs of non-cancer patients. It would also be interesting to see how
assessment by a social worker might have differed. They concluded that:

within research and audit, it has been seen that relying on the perceptions of
one staff group is not adequate when assessing levels of palliative care need
within hospital settings. (p.459)

It could be that the specialist palliative care units themselves give out a strong
message that medical needs will receive priority in bed or other resource alloca-
tion – we don’t yet know.

What does seem important is that social workers working in specialist pal-
liative care play their part in actively challenging the view that medical need
should always come first. One of the basic definitions of palliative care is that it
‘integrates the psychological and spiritual aspects of patient care’ (WHO 2002).
It has traditionally been associated with a holistic approach to care and support.
Yet it was evident from many of the service users’ accounts that psychological
need had not led to referral. It seemed as if referral only happened once the
severity of physical symptoms had caught up with the severity of emotional
distress. Still less was there evidence that social problems, for example housing
or financial difficulties, had played any part in bringing about a referral. Yet
service users told us that these were sometimes the very issues that had caused
them the most difficulty and suffering and made their illness particularly hard
to deal with.
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When other professionals play a gatekeeping role, it is important that they
are provided with relevant, up-to-date and clear information about the scope
and potential of specialist palliative care social work and of its importance to
service users – who do not necessarily put their medical concerns at the top of
their own personal hierarchy of need. There is evidence that the social work role
is not well understood by other professionals (Bliss 1998; Bliss, Cowley and
While 2000; Davies and Connolly 1995; McLeod, Bywaters and Cooke 2003).
It is important that the message gets through to referring bodies that the spe-
cialist social worker can be accessed without the patient necessarily needing
other specialist medical input. If specialist palliative care social work is not
available in this way in all settings, then questions need to be asked about why it
isn’t and why priorities have been set in such a way.

The findings from this project are mirrored elsewhere in social work.
Bywaters (1991) found that referrals to social workers in acute general hospitals
were left to ‘whim and chance’. Another study looked at referrals to social
workers in an acute elderly unit of a district general hospital (McLeod 1995). It
found that self-referral was rare; no direct approach was made by the social
workers to service users and knowledge of the social work presence on site was
limited. Some older people were not referred to the social workers despite
having serious problems. The fact that these were not being dealt with
‘presaged the collapse of independent living and further deterioration in health’
(p.342). McLeod concluded:

An interprofessional referral system which excluded older patients’ partici-
pation on an equal footing – depriving them of information about social
workers and direct access to them – posed substantial problems for patients’
well being (1995, p.343)

SEEING THE SOCIAL WORKER IN SPECIALIST PALLIATIVE CARE

Once referral to the specialist palliative care unit has been made there is still the
question of how the service user gets to see the social worker. This study
suggests that this is an issue which has not yet been systematically addressed.

Preferences for proactive and informal approaches
Our findings showed that service users liked it when specialist palliative care
social workers were proactive about getting in touch with them. They especially
liked informal approaches made by the social worker in person. These seemed
to make people feel cared for and safe. It was apparent that the specialist pallia-
tive care social workers had a high level of interpersonal skills that quickly
enabled people to feel at ease, immediately countering preconceived, negative
feelings about social workers in general. They gave social work a human face.
We were often told that ‘she didn’t seem like a social worker’.
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Some of the men we spoke to liked the fact that they had not been given too
much choice about being referred to social work and that the social workers
concerned had just turned up uninvited. Had these men been asked if they
wanted to see a social worker, they agreed that they would probably have said
‘no thank you’, thereby isolating themselves from the very support which they
found so crucial. The importance of this cannot be emphasized too strongly
because among these service users were individuals who felt certain that, had
they not seen the specialist palliative care social worker, they would have gone
on to attempt suicide.

We know from conversations we have had with social workers that some do
not work in this proactive and informal way and indeed would worry that what
we are suggesting would represent a reduction in patient choice over whether or
not to see a social worker.There is clearly a tension here.There was certainly no
evidence from any of the service users we spoke to that they had felt obliged to
go on seeing any social worker who had made informal contact. On the
contrary, we were left with the strong impression that, by their very nature, the
informal contacts had gone a long way in countering some of the most negative
views service users held about social workers.

Inconsistent patterns of referral
Other themes that raise concern emerge from people’s accounts. There seems
to be little consistency in how referrals to the specialist palliative care social
workers are made. In some settings, as we have indicated, the social workers
clearly had a policy of introducing themselves to all new patients and yet in
other settings we found that the patient had only been referred quite late in the
day. It appeared in some cases almost fortuitous that they had been seen at all.
Some service users felt other people might easily slip through the net.

When we spoke to bereaved service users, however, the picture of referrals
was different and clearer. Many of these people said they had been contacted as
part of the ‘system’ of bereavement support. Patients had certainly not
mentioned systems to us. The structure of support for bereaved people seemed
more transparent and included leaflets handed out on bereavement, and letters
inviting them back to the specialist palliative care unit for either individual or
group support. Bereaved service users were aware that others had received
similar letters and some referred to telephone calls made by the social worker
‘out of the blue’ enquiring whether they needed support.

The general impression that we formed was that referral systems for
patients and those close to them were inconsistent and in some cases far from
watertight. Structured systems for bereavement support were more apparent,
both to us and to service users themselves. Some of the people who had been
bereaved told us how distressed they had been when they were looking after the
person who had died. Sometimes the experiences had been harrowing both for
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them and for their loved one. Given this, it remains unclear why some of them
had only been seen for the first time after bereavement. Service users’ fears that
people could slip through the net seemed to have some justification. Many of
the people who were bereaved said that they wished they had met the specialist
social worker earlier – before their loved one died.

POSSIBLE EXPLANATIONS FOR INCONSISTENCIES

It is important to ask why there might be a lack of clear referral policies for
patients and their families. At present we can only speculate. There are a
number of possibilities. For example, are some specialist palliative care social
workers afraid of being overwhelmed by the number of patients and their
families who potentially could profit from social work support and for that
reason have not developed effective referral systems? Are they rationing support
through operating what is in effect an inconsistently applied and unstructured
referral policy? Given the fact that many specialist palliative care social workers
operate in small teams or work single handed, it would not be surprising to find
that they were, consciously or unconsciously, acting in ways to limit demands
made on them.

A second possibility is that some of the social workers are not clear about
the role they have with patients. Are they confident that the kind of help that
they can offer is fundamentally different to that already being provided by other
members of the multi-professional team? It wasn’t possible to answer this
question with the data we had, but it is worth pursuing. In particular we wonder
whether some social workers may be uncertain about their own counselling
skills in the absence of a formal counselling qualification. There was certainly a
hint of this in two cases where individuals were referred by their social workers
to counsellors, though the service users in each case felt that, in fact, the social
workers’ greatest strength had been their counselling skills! It may be that
sometimes social workers are not confident of their level of knowledge and skills
and are therefore underestimating the particular contribution they can make to
the patient and those close to them. Yet service users seem to think that they do
have a particular professional contribution to make and value it.

THE ROLE OF OTHER PROFESSIONALS

This brings us back to the role of other professionals in referring service users to
specialist palliative care social work. If social workers are seldom the first spe-
cialist palliative care professional to be involved with a patient, just how big a
task is it to persuade others, who are already seeing the patient, that the social
worker needs to be involved? What impact may other professionals have acting
as gatekeepers? As long as there is no policy of seeing all new patients
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automatically, it is important to think about the context and process within
which the specialist palliative care social workers might ‘pick up’new referrals.

Multidisciplinary teams within hospices and other palliative care teams
often have meetings where the patient’s ‘case’ is presented by the key worker,
who is frequently a named nurse, and comment is then invited from other
members of the broader team. The medical model of care generally predomi-
nates in these situations. We would suggest that it is easy for the perspectives of
the nurse and the doctor who ‘clerked’ the patient into the unit to take prece-
dence, even in teams that truly value multidisciplinary working and emphasize
holistic care. Heaven and Maguire (1997) reported on research which showed
that hospice nurses failed to pick up on a range of concerns that were of impor-
tance to patients and in particular they failed to identify emotional concerns. If
nurses are not consistently picking up such concerns, then they cannot be
shared with the broader team in multidisciplinary meetings. In such circum-
stances, it wouldn’t be surprising if sometimes it appeared that there was no role
for the social worker. Even when such issues are picked up and documented,
other research suggests that action is not always taken (Anderson et al. 2001).
That study found that patients in palliative care and heart failure clinics
disclosed their most troublesome concerns and these were documented in
medical or nursing notes, but action on their concerns was less likely to be taken
if these were social or psychological rather than physical. Thus:

between 24% and 31% of social/functional problems were not addressed by
staff, suggesting the need for more information about local services and
referral pathways, or that social worker input is required. (Anderson et al.
2001, p.286)

It was apparent from some of the service users that we spoke to that they had
only shared the depth of their distress once they had learned to trust the quality
of the relationship with the social worker, so the level of unmet need may be
greater than studies suggest.

Given the fact that so many service users said that they would have liked
earlier involvement from the specialist palliative care social worker, it does not
seem unreasonable to question how appropriate it is to leave judgements on
when social work is relevant to team members from other disciplines, especially
if they do not include social workers in the decision-making process. At the
same time, there is the danger that a stretched social worker managing single
handed in a busy unit may be only too glad of this extra layer of filtering.

We have sometimes sensed, undertaking this study and meeting specialist
palliative care social workers, that there can be some embarrassment about
‘pushing’ social work support within palliative care. We have not detected the
same reticence on the part of the other services, such as physiotherapy,
occupational therapy or complementary therapies, that are on offer. It seems
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important once again to ask just how damaging negative perceptions of social
work generally may be, how much they are internalized by social workers them-
selves, what their effects are for specialist palliative care social work and how far
reaching the implications may be for service users.

WHY THE DIFFERENT PICTURE FOR BEREAVED SERVICE USERS?

We also need to consider why the picture of referrals is different in the context of
bereavement. Again there are a number of possibilities. For example, it may be
that specialist palliative care social workers have a greater confidence in their
role, their knowledge and their skills in the area of bereavement.Do they see it as
being more ‘rightfully’ their area? It certainly is a field that is less controlled by
other professionals. There are fewer gatekeepers operating there.

There also appears to be a stronger tradition of social work debate in this
area. For example, there seem to be more professional journals addressing
research and practice issues in relation to social work with bereaved people than
to social work with people with life-limiting conditions. Bereavement seems to
be an area that specialist palliative care social workers themselves feel confident
enough to write about and share practice readily. Our impression is that there is
far less written by specialist palliative care social workers about practice with
patients and their loved ones. Bereavement work is also an area where specialist
palliative care social workers work closely with volunteers, often trained and
managed by social workers themselves. This may make social workers feel less
threatened by a potential ‘flood’ of referrals. It may offer them a stronger sense
of having help at hand. We also wonder whether managing volunteers boosts
social workers’ feelings of professional competence and control. In essence it
looks as though bereavement support may be an area of specialist palliative care
that has been largely seen as the preserve of the specialist palliative care social
worker and one where they have been able to develop their expertise, profes-
sional skills and indeed their professional confidence more fully.

Other restrictions on access to social work
Not all hospices, however, see a role for specialist palliative care social workers
in their bereavement support programme. Sometimes they opt instead to
employ counsellors in this role who are not always qualified social workers.This
raises the question of whether bereaved people then receive as broad and
flexible a service as they might. Many of the bereaved people we spoke to had
complex problems relating to housing, finances and legal issues. They told us
how important it had been to them and how relieved they were that the special-
ist palliative care social worker had been able to take on these worrying practical
and social issues, as well as helping them and their family members cope with
the emotional aspects of their loss.
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This also has ramifications for the groupwork undertaken with service
users. Counsellors tend to work on an individual basis with service users. Can
we expect counsellors to bring service users together in groups as readily as spe-
cialist palliative care social workers do? Service users were very positive about
the value of supporting and getting support from other service users. The wide
repertoire of social work approaches, using individual, family and group work,
emerged as an important strength of palliative care social work. It is important
to know whether this aspect of specialist palliative care social work is diminished
or lost, to the potential detriment of patients and their families, in those pallia-
tive care units that have chosen to structure their teams without a social worker
in the bereavement service. Further research is likely to be needed here.

REFERRAL AND EQUALITY ISSUES

We now want to turn to another aspect of referral that demands further investi-
gation. Earlier in the book, in Chapter 6, we explored issues of difference in
relation to users of specialist palliative care social work. We wanted to see if
there were any significant differences for people in terms of age, ‘race’, gender,
sexuality, religion, class and so on. As we reported, what was most striking was
the high level of consistency across all groups. In terms of satisfaction with the
specialist palliative care social work service there were no discernible differ-
ences between groups. We were aware, however, from the literature of some dif-
ferences in access to palliative care (Oliviere and Monroe 2004). A further issue
emerges from our findings in relation to access to specialist palliative care social
work. It does appear that there are specific groups which may be slipping
through the net more readily than others because of the way in which referral
processes currently work in palliative care. We were led to this view because we
found we had to put much more effort in to recruit some service users to the
project than others. This suggested to us that there may be some further
inequalities in who gets seen by a specialist palliative care service worker.
Certainly fewer members of some groups seem to reach them. We next discuss
these issues in relation to some specific groups of service users where they
particularly seemed to apply:

� men

� children and young people

� Black and minority ethnic service users

� people with different diagnoses.

As we have already said, we gained little information in relation to people’s
sexuality, so that there may also be additional exclusions relating to gay men,
lesbians and bisexuals, but we do not have data relating to it. Also we did not
interview anyone identified as having learning difficulties, although we know
that people with learning difficulties face particular issues and barriers in the

146 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



palliative care system (Hogg, Northfield and Turnbull 2001; McEnhill 2004;
Wijne 2003). Macmillan Cancer Relief jointly with the National Network for
Palliative Care of People with Learning Disabilities recently set up an informa-
tion and support service for people with learning difficulties, service workers
and carers.

Men and referral
We found it particularly difficult to access men in our project. Data published
for 2000–2001 (Hospice Information Service 2002b) show that men and
women are overall fairly equally represented as users of specialist palliative care
services, though there were more women (55%) represented in the older age
groups of patients, and more women (56%) were users of day-care services. It
seems important to audit whether specialist palliative care social workers are
seeing fairly equal numbers of men and women or whether they see significantly
more women as our recruitment difficulties might suggest. If, as we suspect,
many more women are seen, what does this mean? We have to consider how the
predominance of women workers within specialist care social work may impact
upon the gender profile of the people who use their services. Do men feel
uncomfortable about seeking help generally or would the patterns of uptake be
any different if there were more male social workers? Some commentators
argue that men find it easier to express emotion in front of a woman counsellor
or group facilitator (Crossland 1998), but the picture remains unclear.

There is also the issue of whether, because of their more active coping
styles, men are perceived as being less in need of support than women, and so
are less likely to be referred. This is a possibility put forward by some research-
ers (Barbarin and Chesler 1986, cited in Thompson 1997). Do some men fear
that social workers will focus exclusively on their emotions and worry that they
will be trapped with feelings of discomfort and awkwardness?

Certainly we were told on a number of occasions by female service users
that their husbands, brothers, fathers, sons, did not want to talk to any profes-
sional about the illness or loss they were facing. These women tried to offer
these men support themselves, but sometimes found this very difficult. For
these women, this was an added burden as they struggled to cope with their
overall situation. Others have written about this difficult role many women play
(Brody 1978, cited in Bright 1996; Kayser and Sormanti 2002).

Our study revealed that men who did access the services of the specialist
palliative care social worker spoke about the support they received in just as
positive terms as the women. As we have already indicated, some of these men
told us that they were glad the social worker had been quite forceful about
seeing them. But what might be done to support the men who, while resisting
referral, are not necessarily coping well?
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One service user felt that it would be helpful to produce leaflets which were
written by the specialist palliative care social workers and specifically aimed at
men.For instance, she believed that a leaflet about breast cancer written specifi-
cally for men would have been helpful, and she felt that her husband would have
read such a leaflet even though he found it difficult to talk to her and refused to
speak to the social worker directly. Leaflets have typically been produced which
are aimed at either adults or children and young people. Leaflets produced for
men have usually been about male cancers. Perhaps additional thought should
be given to whether men and women have different information needs and if so
what these might be.

Certainly our study does seem to indicate that men, particularly younger
men, liked to have the social work role spelled out very clearly to them. This did
not always happen and was a source of concern for some people. If men do find
it more difficult to talk about their situation, initial assessment based on a more
informal approach, where the emphasis is on the service user telling their story,
may prove inappropriate and rather difficult for some men. A more proactive
approach from the social worker may be needed. We are not suggesting here an
approach which is controlling, but one which is more structured where, in
spelling out their role, the social worker gives more cues to men around which to
offer their account.

Alternatively there might be a place for written ‘checklists’ or self-assess-
ment forms. These would not be to replace, but to supplement, the informal
assessment. The evidence is that when such forms are used to gather evidence
for research there is a high level of willingness to disclose troublesome issues
(Anderson et al. 2001). It may be that practice could be enhanced by the use of
some of these same forms for assessment purposes. All these questions and
issues seem well worth pursuing.

We were also struck by the very positive way in which many of the men
described their experiences of groupwork, especially when it gave them the
opportunity to meet other men in similar situations to themselves. Some men
also spoke positively about the help that they had been able to provide for other
service users, and this seemed to have played a significant part in the mainte-
nance of their self-esteem. It seems possible that groupwork might, for some
men at least,offer a more easily accepted way of accessing the support they need
and value. A few men commented that they felt that women had groups specifi-
cally aimed at them (usually for women with breast cancer) and they clearly
would have liked something similar. Certainly this seems to be a profitable area
for further thought and discussion. We became aware that not all social workers
offered groupwork and, where it was offered, it seemed more generally aimed at
bereaved people rather than patients or those offering them support.This could
be seen as a gap, which we would venture might particularly impact on men.
Clearly there are resource implications. It was all too apparent that there were
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very real limits on what small teams or individual social workers could realisti-
cally be expected to offer.

In addition specialist palliative care social workers might also need to think
further about how they can sustain women in the work that they do supporting
the men in their lives. While this was clearly happening a great deal, fresh
thinking may still be needed about how best social workers can offer such arm’s
length support.

Children, young people and referral
Our original intention in this study had been to include bereaved children and
young people under the age of 19 among those we interviewed.Ethical approval
was granted for this aspect of the study. However, in practice, it proved difficult
to access children and a decision was reluctantly made to limit the study to
adults and to flag up the continuing need for such research (although one
18-year-old was included).

Our findings suggest that although the specialist palliative care social
workers were seeing parents, including parents of young children, only a small
proportion of these social workers seem to have worked directly with the
children of the family. This was something of a surprise as, within specialist pal-
liative care, social workers have been active in developing services for children
(Monroe 1998; Oliviere, Hargreaves and Monroe 1998). We are not assuming
that all children will need professional support (Worden 1996). As suggested in
the findings, it may be, though, that some parents act in ways to restrict or block
social work contact with children, because of their wider concerns about social
work. In addition, young people themselves often resist offers of support.
Research shows that the great majority of bereaved adolescents do not feel the
need for professional contact (Harrison and Harrington 2001).

However, a small number of parents did express the view that there was
more scope for work with children and it appeared that these parents had
not only not blocked the referral of their children, but would actually have
welcomed it. But they did not know whether direct support for children and
young people might be available. Again this raises questions about whether all
specialist palliative care social workers feel they have the skills and experience to
offer a suitable service to children. If not, have they worked out strategies for
ensuring that children and young people are supported? This seems particu-
larly important in view of the mounting evidence that many children and young
people carry huge, but often hidden, responsibilities as ‘carers’ for sick and
disabled parents and if left unsupported are likely to suffer both educationally
and in terms of isolation from social and other opportunities (Dearden and
Becker 1997, 2000; Walker 1996).

The indications in this project are that where direct work was taking place
with children either individually or in groups, it was valued highly both by
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parents and the children themselves. Literature can also sometimes help bridge
the gap where there is no direct contact. Many specialist palliative care teams
have produced literature for children and young people about aspects of loss,
death and bereavement. But this raises a question. Is it sufficient to meet their
needs in the absence of direct work or are some children and young people
losing out on support that they might value at such critical times in their lives?
There has been a move to provide information and support for bereaved young
people through the use of the internet. An example is the website
www.rd4u.org.uk, which is part of Cruse Bereavement Care’s Youth Involve-
ment Project. It gives young people the chance to share their experiences
directly with one another through their message board system. Private
messages can also be left for the team and can be responded to if an email
address is given. Many young people appear to find this approach helpful and
the site is well used (though there are comments that fewer boys are writing to
the message board).

It would seem that new technology may offer specialist palliative social
workers new tools that may prove helpful in making the service accessible to
young people who do not respond to more traditional approaches. It may also
be that social workers are reluctant to take on more work with children and that
this is again related to their inadequate resources. If so this needs to be flagged.
It raises a more general point. If social work within specialist palliative care is
under-resourced there is likely to be little scope for the development of innova-
tive and creative work.

Black and minority ethnic service users and referral
In our study we had intended to talk to service users from as many different
ethnic backgrounds as possible. This did not prove easy. Although the number
of people from minority ethnic groups in the study was proportionally more
than those who use specialist palliative care services, the actual numbers were
still small. There is ongoing and well-documented concern about equality of
access to specialist palliative care and whether services are meeting the specific
needs of different minority ethnic groups (Hill and Penso 1995; Koffman and
Higginson 2001; Smaje and Field 1997). Our study could throw no extra light
on this issue, but in view of the very small numbers of people from minority
ethnic groups that we were able to involve in the study we would venture that, at
the very least, specialist palliative care social workers should be auditing their
own referrals to ensure that, once in the specialist palliative care system, people
from minority ethnic backgrounds do not meet further barriers in accessing the
full range of services, including specialist palliative care social work. Social
workers may also be able to play an active part in outreach work. This seems to
be essential to ensure that people from minority ethnic groups know about spe-
cialist palliative care services (Karim, Bailey and Tunna 2000).

150 PALLIATIVE CARE, SOCIAL WORK AND SERVICE USERS



Our study does not reveal any significant differences in what people from
minority ethnic groups want from specialist palliative care social work, nor in
their experience of it, compared with other groups. However, as we have
reported, there does seem to be some evidence that major issues relating to
poverty and poor housing were highlighted by more people from minority
ethnic backgrounds than others. The numbers were too small to say that this
was a statistically significant finding, but it would certainly be in line with
findings from elsewhere, which indicate that these are issues disproportionately
affecting black and minority ethnic communities.

Specialist palliative care social workers have much to offer towards helping
with the specific kinds of welfare rights issues associated with such structural
problems. It is vital that the breadth of their role is made clear to all service
users.However, as we have indicated, this was not always done. It is also another
reason why it is essential that the holistic nature of the social work role is recog-
nized and maintained in specialist palliative care services if the needs of all com-
munities are to be met. We would also raise the question of whether specialist
palliative care social workers could themselves do more to ensure that specialist
palliative care services are being accessed by people from all sections of the
community. It is also likely to be helpful to monitor the ethnic composition of
the workforce.

Diagnostic category and referral
Specialist palliative care is open to criticism for its failure to meet the needs of
people with diagnoses other than cancer. Independent hospices originated as a
cancer service and some still restrict access along these lines. Yet there are now
pressures from government policy, progressive practitioners and service users
for specialist palliative care services to be much more inclusive. Certainly our
sample included a greater proportion of service users with a non-cancer
diagnosis than the national norm for palliative care services, which is estimated
at 4.8 per cent (minimum data sets – National Survey 1999–2000: Hospice
Information Service 2003). There is consistent evidence that people with
diagnoses other than cancer are not reaching palliative care (Elkington et al.
2004;Gore,Brophy and Greenstone 2000; Ingleton,Skilbeck and Clark 2001).
Specialist palliative care social workers cannot themselves resolve this problem,
but they should do everything possible to ensure that the services they offer are
relevant and will meet the needs of those people with a non-cancer diagnosis
who do engage with the service overall. There was evidence in the study that
service users with other conditions did not feel the social workers were well
prepared. They mentioned lack of knowledge about their specific condition;
lack of knowledge of relevant services; and lack of knowledge about legal impli-
cations of some industrial diseases. All perceived the social workers as willing to
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seek information and to learn from the service users themselves, but did
highlight that there were training needs to be addressed.

THE IMPORTANCE OF AUDITING REFERRAL

The focus of our project was specialist palliative care social work practice. It was
not intended to explore in depth the process whereby service users do or, more
to the point, do not access that practice. However, the study has highlighted
problems of access and referral and the part that referral may place in reinforc-
ing inequalities in access to specialist palliative care social work. Practice has to
be considered in this context. This is an important finding from the project. It
does seem important to ask whether specialist palliative care social workers
know enough about the profile of their caseload and patterns of referrals.Extra-
neous and discriminatory factors at work on these need to be identified and
addressed. They need to know whether there are holes in their systems and, if
so, which groups of service users are most likely to be slipping through. Ulti-
mately this is likely to have significant funding implications. If gaps in service
provision are to be plugged, if referrals are to be increased, made at the right
time and equity ensured, we can expect the demand for specialist palliative care
social work to increase. This will require an expansion in numbers of specialist
palliative care social workers as well as the addressing of organizational and
management issues.There needs to be a systematic audit of referral to specialist
palliative care social work to gain a clearer picture of the nature and scale of
need and to provide an evidenced basis for seeking to respond to that need.

SUMMARY

This chapter examines the problems relating to referral which are denying
people a valued source of social support from specialist palliative care social
work. Service users place particular value on specialist palliative care social
work. Yet few seem to be referred to palliative care services specifically to access
such social work support. Many do not receive it at all and some say they would
have liked to receive it earlier. There is a low rate of self-referral to specialist pal-
liative care social work and service users repeatedly mention late referral by
other professionals. The problem seemed to be greater for patients than
bereaved people.

The chapter explores issues of:

� inconsistent referral

� late referral

� the role of other professionals and a medical model in referral

� differences in relation to referral emerging between patients and
people experiencing bereavement.
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It also explores other possible restrictions on access to specialist palliative care
social work. In addition, it examines equality issues in relation to referral. Some
groups of people seem to be less likely to be referred to specialist palliative care
social work than others. This seems to include:

� children and young people

� men

� black and minority ethnic service users

� people with different diagnoses (particularly non-cancer diagnoses).

The authors examine issues that may be operating in relation to each of these
groups to limit their access to specialist palliative care social work. They
highlight the importance of auditing referral and access to specialist palliative
care social work as a way of overcoming for the future the difficulties identified
in this study.
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CHAPTER 10

THE NATURE, STRENGTHS AND
WEAKNESSES OF PRACTICE

As we highlighted in the last chapter, a key concern about specialist palliative
care social work is the barriers in the way of service users accessing it. Those
service users who did access specialist palliative care social work generally
found it very helpful. In the next two chapters we want to develop this discus-
sion by exploring in more depth some of the strengths (and perhaps weak-
nesses) of specialist palliative care social work practice. To do this, we consider
more closely in this chapter two of the areas which service users identify as being
important to them. The first of these is the nature of the relationship between
service users and social workers. In particular we examine the concept of
‘friendship’, which service users frequently highlighted as an integral part of
this relationship. We then discuss the social work process, looking at different
approaches and at the meaning and importance of ‘holistic’ care and support.
In Chapter 11 we review some of the theoretical work relating to loss and
bereavement and make links between these, specialist palliative care social work
practice and the experiences of the service users we spoke with.

As we have reported, almost all the service users we spoke with were very
positive about their experiences of specialist palliative care social work. The
characteristics of the social work support, which were emphasized as being of
most importance, were consistently highlighted across all groups of service
users. It was difficult and sometimes almost impossible to pick out differences –
in levels of satisfaction – between men and women,between patients and people
who had been bereaved, between younger and older service users and between
people from different class or ethnic backgrounds. We would suggest that this is
because these service users were receiving a service that was essentially led by
the needs expressed by service users, tailored to the needs of individual service
users, and that this meant in practice that it felt appropriate for all.What though
were the characteristics that were valued most consistently?

THE IMPORTANCE OF THE RELATIONSHIP

One of the first issues to become apparent as we interviewed service users was
the importance that they attached to the quality of the relationship they had
developed with the specialist palliative care social worker. For example:
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in the end it’s really got to be a one-to-one thing between the people, you
know, providing that a certain professionalism is preserved. (Man patient,
white UK, age group 56–65)

Coupled with this was the sense they expressed of working with an ally. Another
patient told us:

I’m more confident and I feel that I’ve got somebody on my side…that’s the
main thing for me is that I’m not on my own. (Man patient, white UK, age
group 56–65)

Service users’ emphasis on the relationship in social work should not come as a
surprise (Ryan et al. 1999; Sudbery 2002). Its importance for successful social
work practice has long been stressed. Biestek in 1961 writes of the centrality of
the interpersonal relationship to the practice of social casework:

In surgery, dentistry and law for example, a good interpersonal relationship
is desirable for the perfection of the service but it is not necessary for the
essence of the service… A good relationship is necessary not only for the per-
fection, but also for the essence, of the casework service in every setting…
(1961, p.19)

But more and more this aspect of practice has been negated, with the increasing
trend for social work within statutory services to be reduced to a time-limited,
check-box exercise where practical needs are scrutinized, but where the rela-
tionship between social worker and service user is very much a secondary con-
sideration. Pressures towards this approach can be traced to the community
care reforms of the early 1990s and the introduction of a managerially led
model of ‘care management’ (Payne et al. 2005).But since then the role of social
worker as organizer and referral agent or ‘navigator’ has continued to be
stressed and less attention has been paid to intrinsic activities of social work
practice or of being a social worker. With teams increasingly working on
separate elements of the role, and especially with assessment and intervention
split, there is every opportunity for relationship building to fall by the wayside
and for what Harlow (2003) has termed ‘managerial-techniques’ practice to
dominate. Within this formula, emotional needs run a high risk of being over-
looked, as Howe (1996) puts it:

Relationships between social workers and clients change their character
from interpersonal to economic, from therapeutic to transactional, from
nurturing and supportive to contractual and service oriented. Welfare
service become commodities to be traded… (p.93)

One of the strongest points to be made at the steering groups held as part of this
project was that the members drew a sharp distinction between specialist pallia-
tive care social work and the way social work was being practised in other
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settings where they felt the emphasis was more on business than relationship
building,as these two comments by members of the steering groups illustrate:

Everything is conducted in a very business-like mentality, you know, and
they are forgetting why they are there in the first place.

They’ve got a job to do and they do their job and that’s it.The caring aspect is
not there. You are just a number. ‘I’ve got to go and see number 1, number 2,
number 3’ – at the end of the day he goes home and he’s finished.

As we indicated in Chapter 5, what service users seemed to value highly was the
way in which the specialist palliative care social worker was someone who was
prepared to stay alongside them in their passage, however harrowing, through
illness or bereavement, almost as a ‘friend’, while demonstrating all the skills
and knowledge traditionally associated with effective professional social work.
It was as if they recognized and appreciated the expertise of the social worker
without perceiving him or her as an expert who was remote from them and their
lives. On the contrary, repeatedly we were told that service users viewed their
social worker as a friend.

The attributes of friendship
We wonder whether ‘friend’ is a word that is shied away from in social work dis-
cussions and literature. Being viewed as a friend by the service user might after
all imply a worrisome blurring of boundaries, a threat to professional identity
and competence. Moreover some service users may not want this type of rela-
tionship, preferring something more formal. Being a friend to someone might
well be viewed as something ‘easy’ to do and not requiring any particular skills.
Most of us feel we are capable of friendship whereas the kind of friendship that
seemed to be meant here, we would argue, was one requiring high levels of skill
and expertise.

Because the service users to whom we spoke so consistently used this word
and set it so resolutely against the notion of a professional, we think it is worth
thinking more about what they might have meant by it and just what calling
someone a friend implies about the nature of the relationship between service
user and specialist palliative care social worker. Complex issues are raised here
about the nature of social work, what people value from it and its identity as a
‘profession’ which we would suggest cannot be ducked.

More like a real friend?
It did not seem to us that service users were simply referring to the social worker
as someone who was ‘friendly’, but rather that they perceived the social worker
as having the attributes of a ‘real’ friend. Nor were we convinced that they were
talking about being ‘befriended’, a role that has been seen in nursing research as
more functional and with more boundaries than being a friend (Turner 1999,
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pp.153–60), though not all would agree with this; for example: ‘The request to
befriend can be very seductive; but it is important to resist it, since it blurs pro-
fessional boundaries’ (Faulkner and Maguire 1994, p.105).

Friendship literature makes it clear that although it is difficult to define
friendship, there are some consistent core features of friendship that character-
ize the relationship, including bonds of affection, reciprocity and equality
(Blieszner and Adams 1992; Duck 1991). Allan (1996) wrote:

Within friendship there is little sense of social hierarchy or status differ-
ence…whatever the social differences outside the tie, at the core of friend-
ship is the notion that friends regard and treat one another as equals within it.
(p.89)

This certainly seemed to be how service users characterized their relationship
with their specialist palliative care social worker, as can be seen by many of their
comments (in Chapters 3 and 4). Service users did not appear to feel the rela-
tionship in any way diminished them or made them feel inferior because of their
dependence on the social worker. This stands in really stark contrast to the way
in which they had talked about their prior perceptions of social work, which had
mostly been seen in negative terms as disempowering and built on strongly hier-
archical and dependency-related relationships.

Balancing power and reciprocity
Power is generally seen as being more equally shared in relationships between
friends than it is in relationships between ‘clients’ and ‘professionals’.Given the
powers and role of conventional statutory social workers, for example, this
seems justified rather than surprising. And yet, with these service users, there
was a real sense that they saw the power as shared. This was important to many
service users as it made them feel free to say and do what was important to
them. A number said that they felt able to talk to the social worker without
feeling intimidated or as if they were using up the social worker’s valuable time
inappropriately. We were told constantly that they felt really listened to. A small
number contrasted this with how they felt about their relationship with their
medical consultant. Some expressed feelings of dissatisfaction with that rela-
tionship where the power was perceived as being almost entirely in the doctor’s
hands.

Reciprocity can also be seen as a key component of friendship and this
ensures that, within friendship, the balance of power sits more equally between
parties and the relationship is not exhausted by excessive demands from or
upon either party (Allan 1996). Reciprocity was important for some service
users. A number of people said they wanted to give something back to the social
worker, in effect to keep the relationship balanced. Knowing a little about the
social worker’s life allowed people to show interest, concern and kindness; in
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other words, to engage in an ordinary balanced two-way human relationship. A
number of service users said they valued chatting as much as, or in some cases
more than, being ‘counselled’ and possibly chatting is an important part of
keeping the relationship balanced, of keeping the ‘expert’ part of the relation-
ship within bounds. While it could be said in many cases that the relationship
was not ‘balanced’, since the service user at a very difficult time clearly needed
more from it, this is not how it felt to them.

Some indicated that they ‘gave back’ to the social worker and the team by
supporting fundraising initiatives of the hospice.Several indicated that they saw
taking part in our study as a way of giving back to the social worker, which
certainly presented us with some methodological issues to disentangle. But it
also suggests that this feeling of wanting to give something back has implica-
tions for the potential of user involvement. It could also be seen as having
regressive potential, leaving service users feeling indebted when this should not
be the case.

Warmth and affection
Bonds of affection, a core element of friendship, were very apparent in service
users’ comments. Several service users reported acts of kindness and caring
from their social workers and many times we were told that the social worker
‘went beyond the call of duty’. We were told about being driven to hospital in
the social worker’s ‘own time’, about bunches of flowers and messages of
support at anniversaries. We do not know whether or not the social workers
themselves saw these acts as simply part of their professional repertoire, but
they were interpreted as more than this. In service users’ eyes they represented
feelings of warmth, caring and affection on the part of the social worker.
Carl Rogers (1961) writes of an important attainment in the counselling
relationship:

It is a real achievement when we can learn even in certain relationships, or at
certain times in those relationships, that it is safe to care, that it is safe to
relate to the other as a person for whom we have positive feelings… (p.52)

Many people told us that the social worker was ‘genuine’; that he or she was not
just ‘doing a job’. Firmness and the ability to ‘talk straight’ were also mentioned
as positive aspects of the relationship. Several people felt the social worker
could, like a good friend, be honest with them and tell them if he or she thought
they might be wrong about something.

Being known as a real person
But as well as these core characteristics, the notion of friendship appears to have
other levels of meaning that relate to issues of identity and being known for what
you are really like. With real friends pretences can be dropped and some
see friendship playing an important role in helping individuals develop and
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maintain their sense of identity at times of transition and change (Jerome 1981;
Norris and Tindale 1994). It was fundamentally important to the service users
who participated in the project we carried out that they were seen as a ‘real
person’ and not simply as a ‘client’ or a ‘patient’. Friendship seems to suggest
the idea of an ongoing relationship with a degree of continuity, which allows for
this type of knowing. Again many of the people we spoke to had built their rela-
tionship with the social worker over a long period, sometimes years, and this
continuity had enabled them to become known ‘warts and all’. In turn this
seems to relate to the building of trust so vital when someone is disclosing
innermost thoughts and feelings. Other studies have also highlighted the
importance service users attach to continuity (Beresford et al. 2005a; Harding
and Beresford 1996).

Some of the service users told us how vitally important it was that the social
worker really knew them so that decisions about such things as choices of
nursing homes might in the future be made sensitively and in harmony with the
service user’s own personality – if they became too ill to play a big part in
decision making. Currer (2001) talks about the concept of social death in
relation to older people and admission to residential care: ‘The experience of
being treated as dead before you are… Residents themselves, relatives, or staff
may view entry to residential care as a form of social burial’ (pp.25–6).

For some service users, their feelings of vulnerability in the face of illness or
imminent death were made easier to cope with because they had built up trust
and confidence that the specialist palliative care social worker had really
listened to them and would be able to advocate for them effectively should the
need arise. This ability to advocate depended on the patient or bereaved person
being known as a real person – for who he or she was. The importance of this
cannot really be exaggerated: many authors show the impact of life-threatening
illness on people’s sense of self (Bailey and Corner 2003; Kayser and Sormanti
2002; Shapiro, Angus and Davis 1997). The service users to whom we spoke
frequently felt that their identity was threatened by their illness or loss and yet
they believed that the social worker somehow helped preserve the notion of the
person they actually were.

The recognition of boundaries
We were struck by the importance of this theme of friendship and recognized
that to emphasize it might lead to some critical questioning over whether pro-
fessional boundaries and even the whole notion of ‘being a professional’ or
‘acting professionally’ were being put at risk. We certainly did not detect any
suggestion from service users of a lack of professional good sense with relation
to boundaries, but we felt that it was a profitable subject to explore more fully
with a steering group, the members of which were all service users themselves.
This was very helpful. These service users all said very clearly that they did see
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their social worker as a friend and that this was a very important aspect of the
relationship for them. They told us that they did like to know something about
him or her and his or her day-to-day life; they did not want a one-way relation-
ship. But they were absolutely clear that they also understood that it was a
friendship that had limits. They realized where these lay and they did not feel
any need to overstep them. In fact part of the reciprocity within the relationship
lay in not demanding too much from the social worker. Service users showed
that they were concerned about this.

I think sometimes I feel as though I’ve worn [the social worker] down with
this family. (Woman patient, white UK, age group 46–55)

Throughout the study several service users picked up this theme of not taking
too much from the relationship.

Friendship: An everyday kind of word
Another reason why service users placed so much emphasis on the concept of
friendship might be because they wanted to convey the everyday nature of the
relationship with the social worker; that is, it didn’t feel to them like a profes-
sional relationship as it is conventionally understood. So often we were told ‘she
isn’t like a social worker’ and ‘she is just an ordinary person’. This led us on to
think about professionalism and the language of social work.Two recent studies
have explored the language used by social workers in their day-to-day work with
each other. Hawkins, Fook and Ryan (2001) found that rather than talking
about ‘empowering’, ‘advocating for’ or ‘collaborating with’ service users,
social workers were more likely to talk about ‘interviewing’, ‘assessing’, ‘treat-
ing’ or ‘intervening with’ their service users. They wrote: ‘Social workers’
language use appears to be quite incongruent with our stated mission of social
justice’ (pp.1–13).

Expanding on this theme, Becket (2003) looked at the preponderance of
military terms in the everyday language used by social workers. He mentioned
as examples ‘duty’, ‘field’ and ‘intervention’, as well as ‘going in’, writing:

I believe that when we speak of a social worker ‘going in’ there is, on the edge
of our minds, an implication that he or she is carrying out a potentially
dangerous operation in hostile territory. (pp.635–6)

What these writers are highlighting of course is the code for ‘doing to’ and not
for ‘doing with’. The words we speak and the jargon we use are one of the
powerful ways in which we identify not only our professional image,but also our
value system.The service users involved in this project seemed to us to be saying
that they preferred it if their social workers did not come too closely wrapped up
in such expressions of status.
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Simply good counselling?
It could also well be argued that what service users were describing as ‘friend-
ship’ was simply an effective counselling relationship built around a good range
of counselling skills and values. They didn’t use these words, but our partici-
pants certainly highlighted accurate empathy, genuineness and unconditional
positive regard as central to the relationship (Egan 2002; Rogers 1961).
However, it seemed to us that perhaps by their dogged use of the term ‘friend’
they were trying to convey that something else was equally important to them.
We suggest that it was something akin to the ordinariness of the relationship
that was crucial to them. Friends are essentially people ‘like us’ and above all
else they are people with whom we feel comfortable. It seemed that perhaps we
were being given a very powerful message that what mattered to many service
users was that they could remain themselves within the relationship and that,
moreover, the social workers could remain themselves, leaving (at least some of)
the ‘trappings’ of the professional outside the relationship.

No one told us that they found the social worker over-friendly or too
informal and the very small number of people who had indicated that they had
wanted a more formal counselling relationship with the social worker seemed to
have experienced just that and all were very happy with the nature of their rela-
tionship with them.

It seems to us that it is important not to allow anxiety about professionalism
to get in the way of proper exploration of concepts such as friendship within the
professional relationship, exploration that can reveal key concerns for the
service user. Equally, we learned from the steering group discussion that it is
important not to underestimate the sophistication and good sense of the
majority of service users who appeared to us to be well aware of all the benefits,
for both parties, of maintaining appropriate but flexible boundaries.

Having said all this about the relationship between service users and spe-
cialist palliative care social workers, we must add that while service users were
keen to tell us that this relationship was fundamentally important, it was not
sufficient in itself. Specialist palliative care social work needed to and did offer
much more. It is that we want to turn to next.

A HOLISTIC APPROACH

Throughout the study service users kept us constantly aware of the principles
that underlie palliative care and in particular of the idea that palliative care
embraces the total care and support of the patient. This closely coincides with
traditional definitions of palliative care as being ‘holistic’ in approach. The
World Health Organization definition of palliative care (1990, cited in Hospice
Information Service 2002a) sees the ‘control of pain, of other symptoms, and of
psychological, social and spiritual problems [as] paramount’ (p.ix). Certainly
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specialist palliative care social work exemplified this ‘holistic’ approach. Service
users’ comments demonstrated that this was more than a paper definition.

Assessment skills
However, the essential starting point for offering such a holistic approach to
support is the process of assessment. Before someone can offer the kind of
holistic service with which palliative care has been associated, they need to be
able to find out the real concerns of service users. As we indicated earlier in the
findings of the project, in Chapter 3, assessment appears to have been carried
out by specialist palliative care social workers in most cases in a very informal
manner. But this should not obscure the considerable assessment skills that
were demonstrated, judging by service users’ accounts of what happened.

Despite the informality of the approach, it was apparent that service users
felt that their real concerns had been heard. They had felt in control of the
process and had felt supported throughout the assessment. They had felt that
they were really being understood. Authors have commented on the risk that
social workers may introduce their own prejudices and stereotypes at the assess-
ment stage (Milner and O’Byrne 2002; Thompson 2002). The service users to
whom we spoke seemed to have been encouraged to give their own accounts, to
have been understood on their terms within their own realities, and they seem
to have valued this highly. Milner and O’Byrne (2002) wrote:

This involves entering much more into dialogue with service users, adopting
a stance of uncertainty, and a willingness to listen to their accounts and
co-construct more helpful accounts with them. (p.2)

Many service users said that being encouraged to offer their own accounts in
this process – to ‘tell their stories’ – gave them immediate comfort. This is not
unexpected (Fairbairn 2002; Gilbert 2002; McAdams 1993); as Gilbert (2002,
p.224) observed:

Our personal narratives are not merely a way of describing our lives.They are
the means by which we bring order, that is we organize our experiences and
the information we encounter. This then provides structure to that which we
experience, creating order in disorder and establishing meaning in what can
seem a meaningless situation.

What is clear is that there was no separation in service users’ minds between
being assessed and being supported. Assessment was far from being a one-off
discrete event, but rather was an unfolding process throughout the period of
contact and was closely intertwined with support. It was carried out in a sup-
portive way. This contrasts strongly with the character of assessment in much
latter-day social work practice, where there is pressure from a system of one-off
assessments, time limits and crucially where there is separation of assessor and
supporter (Harlow 2003; Regan 2001). Gostick and others (1997, p.63, cited
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by Stanley 1999, p.427) studied quantitative and qualitative methods of
obtaining information in community care assessments and noted the difficulty
of combining the two. They found that ‘the informal traditional approaches to
assessment may often be the only sensitive and appropriate method’.

It seemed that in the majority of cases where someone was too ill or dis-
tressed to make his or her needs known (and there were several examples of
this), the social workers had the necessary skills to determine a sensitive and
appropriate course of action. Several times service users told us that they felt
safe when the social workers had used their authority in this way.

Despite most people’s clear satisfaction with the way assessment was
carried out, it is important, as we have already indicated, to sound a cautionary
note. This concerns the question of whether social workers always spelt out the
nature and breadth of their role as fully as they might have done.While this issue
only cropped up in a very small number of cases, it is important not to lose sight
of it. Notwithstanding this reservation, it was apparent that, despite any lack of
formality, explicit frameworks or paperwork in the assessment process, service
users were generally satisfied with outcomes. Ironically, this appears to be the
opposite of what has happened in statutory services where despite increasing
formal procedures and growing mountains of forms, service users frequently
report patchy and unreliable services and low levels of satisfaction (Addington-
Hall and McCarthy 1995; Rhodes and Shaw 1999).

Members of our steering groups told us that they were all too aware of the
pressures on social workers in statutory settings and the impact of this on their
practice.

I think they are overwhelmed by the numbers. They have so many cases to
deal with…there is no capacity to cry because they don’t have time.
(Member of steering group)

The conflicting pressures on statutory social workers that constrain their
assessments should not be underestimated. Parry-Jones and Soulsby (2001), in
a study into needs-led practice spanning five years, found that social workers,
while welcoming the needs-led philosophy underpinning community care
assessments, found it increasingly difficult if not impossible to put into practice.
‘The main constraints were a lack of resources (financial, service provision, and
staffing) and the conceptual difficulty of separating “need” from the “need for a
particular service”’ (2001, p.414).

This study found that social worker’s assessments were not validated:

The introduction of resource panels, requiring social workers to submit their
assessments and recommendations for care to gain a decision over funding,
appeared to undermine both the needs-led approach and the professional
autonomy of social workers. (Parry-Jones and Soulsby 2001, p.414)
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It seems as though in some ways service users risk getting the worst of all worlds
when being assessed for community care. Not only are the assessments likely to
be resource- rather than needs-driven, but the whole experience of assessment
is coloured by constraints that prevent social workers using their professional
knowledge and skills to effect (Postle 2002). Richards (2000), who has carried
out an ethnographic study of community care assessments for older people in
two social service departments, found that assessments carried out in this way
are not necessarily even cost effective:

By marginalizing the older person’s insights, the risk of unwelcome or inap-
propriate interventions may increase. A user-centred approach by contrast
requires information gathering and provision that is meaningful to the older
person and sensitive to their efforts to analyse and manage their situation.
These efforts are often revealed in narrative form as the person tells
their story, which in an agency-centred assessment is easily overlooked or
ignored. (Richards 2000, p.37)

It should be said though that not all studies have found formalized assessment
frameworks to be incompatible with good practice. Corby, Millar and Pope
(2002), looking at the children-in-need assessment framework, found that:

Used with skill and sensitivity, the framework helped create conditions in
which some parents changed their attitudes to social workers, as well as to
their own strengths and difficulties as carers. (p.13)

What seems to have been critical here is that the social workers were actually
allowed to practise with skill and sensitivity, whereas so many other types of
assessment frameworks seem to deny them that opportunity. As Postle high-
lights in her study of care management, what is then lost is the very essence of
social work (Postle 2001).

The range of social work support
Repeatedly service users told us that the specialist palliative care social workers
were able to address in a very ‘hands-on’ way a huge range of issues, both
practical and emotional, and that this was vitally important to them. We will
now explore some of these issues.

PRACTICAL ISSUES

Practical concerns dominated many service users’ accounts and included debt,
inadequate housing and homelessness, problems with employers, benefit and
financial issues and lack of access to or problems with other services.
Sometimes these were of critical importance to service users – perhaps the dif-
ference between having a roof over their head or not,having money to eat or not.
A number of service users – and particularly older people, lone parents and
people from black and minority ethnic groups – made it abundantly clear that
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their need for help with day-to-day poverty was paramount. It was interesting to
note from some of the transcriptions just how much of the interview time was
taken up by service users telling us about their difficulties with meeting the
basic necessities of life. One set of interview process notes highlighted that a
service user’s home was freezing cold. In her interview she spoke barely at all
about her illness, but at considerable length about her struggles with poverty
and the effort the social worker had made to get her income increased.

This of course should come as no surprise. As Jones reminds us, ‘social
work in Britain and elsewhere is immersed in poverty’ (2002, p.7). Yet palliative
care and palliative care social work tend not to be seen like this, perhaps
because, unlike other areas of practice, they are seen as more universal
services and are not associated particularly with ‘the deprived’or ‘undeserving’.
McLeod and Bywaters (1999) highlight the inequalities faced in ill health and
particularly how the extra disadvantage faced by some marginalized groups
carries through and is magnified in ill health. Certainly we found that some of
the service users from minority ethnic groups lived in very low-grade housing,
which was having a serious negative impact on their well-being and any sense of
well-being. Others have focused on the inequalities after death when families
face funeral costs (Drakeford 1998). Social workers can play an important part
in countering these types of disadvantage. This can operate at an individual
level, for example:

Through social work people can gain assistance in securing more of the con-
ditions needed for better health: increased income, improved material
resources such as safe, appropriate accommodation; practical, interpersonal
and social support; information, advocacy and brokerage with profession-
als… (McLeod and Bywaters 1999, p.553)

It can also significantly operate at a structural level. The Association of Pallia-
tive Care Social Workers has campaigned successfully against many issues
of disadvantage affecting its service users; for instance, against inequitable
benefits for widowed fathers and against rules for disability living allowance
that in effect stopped many dying people from ever accessing this valuable
benefit.

It is important to note that although many of the service users we spoke
with had already had long involvement with primary care, acute services and in
some cases with social services, many welfare issues and other concerns did not
appear to have been addressed earlier by these. This finding is backed up by
other recent studies. Soothill and others (2003) explored the unmet needs of
cancer patients and their carers in three health authorities in north-west
England. They first asked both groups which issues they rated as important and
then asked whether they felt they had any unmet need in those areas. Of those
who rated help with financial matters of importance to them, 40 per cent of the
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patients and 33 per cent of the ‘carers’ reported unmet need in this area.
Twenty-eight per cent of patients who had said help with filling in forms was
important to them had unmet need in this area, as did 33 per cent of carers.
Soothill and his colleagues found: ‘Needs of a more broadly social character –
emotional, identity and practical needs – were more likely to be unmet among
both patients and carers, but particularly carers’ (2003, p.11).

Lidstone and others (2003) found a similar pattern in their survey of
the needs of cancer patients attending hospital outpatients’ clinics. Using
the ‘Symptoms and Concerns Checklist’ with 480 patients, they found that
patients identified an average of ten items of concern to them during the
previous week. The researchers found that, of the six items reported by
more than 50 per cent of the sample, four were psychosocial in nature.
The researchers felt these could have justified attention by a palliative care spe-
cialist.

Given the constraints on care managers within social services and this
evidence of the unmet needs of hospital patients, it should come as no surprise
that the service users in our project reported that many distressing issues
were longstanding and entrenched, and they needed very active support to
tackle them.

ACTION AS WELL AS ADVICE

The ‘hands-on’ aspect of social work support is important to service users.
Many pointed out that the social workers did far more than just give advice or
information. Time and again we were told that the social worker had taken on a
task that the service user had simply no energy left to deal with. They actively
involved themselves: researching and sharing information, advocating for the
service user, writing letters, filling forms, drafting appeals, liaising with others,
challenging decisions, chasing up responses and much more. In other words, an
important part of their support lay in the fact that they saw a matter through all
its stages, right through to resolution. This ability to deliver seemed to generate
a great deal of appreciation and satisfaction amongst service users. This is
perhaps not surprising as it contrasts starkly with so much of service users’
experience of dealing with other services when it was common to be passed
‘from pillar to post’. Many service users, for instance, said that this was their
experience when dealing with local councils, the Benefits Agency and the
Inland Revenue. It was also sadly the experience of some when dealing with
statutory social services.

One of the members of the steering groups commented on the frustrations
of being referred on by social workers in local authority teams:

I think they should be there to help people not to refer them on somewhere
else.
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Given the enthusiasm, since the establishment of ‘care management’ in the UK
in the 1990s, for the role of social worker as planner, manager and referrer
rather than direct provider of support, this message needs to be taken very
seriously by social work thinkers and policy-makers. This is especially so, given
the renewed support for such ideas contained in the 2005 Green Paper on adult
social care, Independence,Well-Being and Choice:Our Vision for the Future of Social

Care for Adults in England (and the subsequent White Paper, Department of
Health 2006), which identifies the social worker as a ‘navigator’ helping people
to negotiate the service system, rather than someone with their own specific
professional role and capacity to offer support (Department of Health 2005).

Several service users told us that their specialist palliative care social worker
had used their power and authority to challenge poor or discriminatory
services. It seemed to us that generally the social workers were well versed in
welfare rights or at least had access to sound advice in those areas and were
prepared to use their knowledge to tackle inequality and injustice. The picture
wasn’t entirely positive however. We were alerted to the fact that in one or two
settings in affluent areas, service users had never been asked whether they
needed this type of welfare support.

No, nothing was mentioned about benefits, no nothing at all. (Bereaved
woman, white UK, age group 46–55)

This could suggest that some social workers were making assumptions about
need based on the general prosperity of their area and did not routinely explain
to service users that financial help and advice was available. Conversely it was
clear that other social workers in similarly affluent areas were being very
proactive in telling all their service users about the range of help available,
making no presumptions about circumstances. This may explain why in those
areas the service users we spoke to did raise a far broader range of issues with the
social worker. We realized from their accounts how disadvantaged they would
have been if this type of support had not been readily available. McLeod and
Bywaters (2002, p.46) suggest that social work can sometimes compound
inequalities in health: ‘Frequently even assisting in maximising benefit take-up
is considered not to be core business.’

It was difficult to gauge from our study just how often issues of poverty or
financial distress were ignored. No one specifically complained about this, but
there certainly were one or two cases where our own concerns were raised and
noted in interviewers’ process notes. Though these instances were very small in
number, for the individuals concerned the implications may have been serious.
MacDonald (1991), writing in an American context, sums up the dangers of
taking a narrow social work approach:

Many [US] social workers today think of themselves as therapists or coun-
sellors and tend to eschew other modalities of practice. But in hospices,
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many of the most serious challenges – involving underserved populations,
inadequate or inequitable resource allocation, and fundamental problems of
social policy – transcend agency boundaries. (p.279)

Specialist palliative care social work currently operates relatively free from the
constraints that have so ground down social workers and care managers in
statutory services. Jones (2002) talks about research carried out with state
social workers in the north of England:

My interviews have revealed starkly the changed character of state social
work and the manner in which its caring and supportive aspects have been
supplanted by a more bureaucratic and regulatory approach to the plight of
clients… I was regaled with tales of bureaucratic hurdles, forms and reports,
meetings of panels of managers who had to be persuaded to release even the
smallest of resources. It became evident that many of these controls had an
interrelated focus of managing inadequate budgets and controlling the activ-
ities of social workers. (pp.14–15)

It would be cause for concern if even a very small minority of specialist palliative
care social workers were voluntarily limiting their role in supporting service
users experiencing problems of poverty. Most do not hold budgets and cannot
directly tackle low levels of pensions and benefits, but service users told us
repeatedly of ways they had been able to help address these types of issues.
Addressing issues of income maintenance and social security clearly needs to be
seen as part of the routine role of specialist palliative care social workers. It is
apparent though that at present this is not always the case. Some social workers
do not see this as an intrinsic part of their responsibility, yet it can be of great
importance to service users.

Emotional support
Although we have put ‘emotional support’ under a separate heading, this is a
somewhat false distinction. We have only done this in order to enable fuller dis-
cussion of the issue, rather than to suggest that it represents a separate sphere of
activity. Service users did not compartmentalize the practical support that they
received from the social worker from the emotional support they offered. It was
much more typical for service users to see the two as interwoven and interde-
pendent. This is an important point because, as we have seen, there is an
increasing trend for emotional needs to be overlooked in statutory social work
as it is currently being practised in many settings (Howe 1996; Weinberg et al.
2003).

The service users we spoke to made it clear that their emotional needs had
been met. There was considerable evidence of social workers working with
intense emotional pain. Sometimes nurses are viewed as being interchangeable
with social workers when it comes to providing emotional care. Julys and Davis
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(1987, cited by Reese and Brown 1997), for instance, found that hospice
directors felt that nurses were just as qualified as social workers to provide
psychosocial care. There has been little research in this country into this belief.
Reese and Brown (1997), in a study into ‘home hospices’ in America, looked at
the range of issues discussed between patients and their respective nurses, social
workers and clergy. They found that, while there was certainly overlap, nurses,
clergy and social workers did consistently focus on different issues, all of impor-
tance to patients. Social workers in particular were more likely to discuss what
they term ‘death anxiety’ than either nurses or clergy (this term included
thoughts of losing control over their mind, worries about leaving loved ones
behind, worries about painful death and worries about prolonged illness).

People in our study had talked about most of these issues with the specialist
palliative care social worker and told us that they had been helped to cope with
feelings of despair, anger, helplessness, fear, sadness and guilt. They did not
generally mention having had the same discussions with other members of the
team. Several of the service users we interviewed talked to us about suicidal
feelings and suicide attempts, which they had been counselled through by the
specialist palliative care social worker. Those people specifically identified the
specialist palliative care social worker as the professional who had been most
helpful to them.This support had really mattered. Some stressed to us that they
believed that they literally owed their lives to the skilled help they had received.

Multiple losses, multiple problems
We were told – again on several occasions – how the social workers had helped
service users deal not just with one loss,but with multiple losses. In particular, it
was striking how many service users told us that they had lost a child earlier in
their lives. Several said they had received little support at the time of that death.
A number of service users told us that they had brought to the specialist pallia-
tive care social worker complex and entrenched problems that they had been
experiencing for many years, and for the first time they felt able to tackle these
problems and cope better despite their illness or bereavement. This suggests
that the social workers’ resources were being effectively targeted on those who
had complex issues and difficult past experiences to deal with. It also suggests
that the relationship was one based on trust, so that service users felt safe
enough to raise some of these past issues afresh. It also highlighted a real will-
ingness, on the part of the specialist palliative care social worker, to support
people with the issues they were actually grappling with and not just the ones
that appeared most current or most pertinent.

The issues that really matter
In Chapter 5 we reported that many service users said that they had felt able to
go to the social worker with any issue that they faced and that this was perhaps
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one of the ways in which the principle of holistic or total care was most firmly
upheld by the social workers.Service users felt that no limits were set by the spe-
cialist palliative care social workers, in regard to what they could or could not
ask,and because of this they felt able to address the issues that really mattered to
them. The specialist palliative care social workers clearly had the ability to think
on their feet and were able to come up with suggestions and ways forward for
problems that could not easily be solved.

It might be argued that service users were simply dragging up a whole
gamut of irrelevant problems, perhaps to avoid talking or thinking about the
reality of their current illness or loss. If so, we certainly got no sense of this and
there was no evidence to substantiate it.

So many people stressed the fact that they could talk to, or ask, the social
worker about anything and identified this as one of the chief strengths of special-
ist palliative care social work that we began to feel that this might be a very sig-
nificant element of service users maintaining or rebuilding control in their lives.
Several people told us of their exhaustion at having to negotiate and renegotiate
their dealings with hospital and social service departments because of ever-
changing doctors, nurses and home carers. Harlow (2003, p.35) talks about
‘conveyor belt care’ and ‘speedy throughput’ as being typical of much current
social work practice. Smith, Nicol and Devereux (1999), in a study which
looked at the numbers of doctors encountered by a group of 50 patients during
their cancer care (median time period of two years and one month), found that
the median number was 32 (within a range of 13–97).Our service users stressed
a similar lack of continuity as a very real burden. It was sometimes portrayed as
one of the most difficult and wearisome aspects of coping with their illness.

In contrast, many of the service users had known the same specialist pallia-
tive care social worker throughout their illness or bereavement and sometimes
they had remained in contact over years. This clearly had a bearing on the value
they placed on the relationship with the social workers. Possibly this continuity
coupled with the feeling that they could take almost any problem to the special-
ist palliative care social worker lent service users a sense of safety in an otherwise
very uncertain and unfamiliar world. It promoted a real belief that, regardless of
what cropped up in the future, there was someone and somewhere to take it.
This was particularly important for some patients approaching death who felt
they were leaving their family with that kind of all-encompassing support.

Several service users told us that in the depths of their despair they had been
referred to psychiatric services and in some cases they had been hospitalized.
All of these people expressed the view that the holistic support they had
received from the specialist palliative care social worker had been as important
to them as that received through psychiatric services and sometimes had
seemed more important simply because it didn’t narrow its focus and it tackled
– in a way that felt very comfortable – the full range of their problems as they
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arose. It is well evidenced that the psychiatric system frequently does not feel
comfortable in the same way (Coppick and Hopton 2000; Newnes, Holmes
and Dunn 2001).There is a growing body of literature regarding the role of pal-
liative care services in screening patients for depression and other mental health
problems (Goy,Schultz and Ganzini 2003;Meyer,Sinnott and Seed 2003). It is
right that individuals should be offered the full range of support available to
meet their needs, but it is interesting that seldom is any consideration given in
this literature to the role social workers might play in supporting people with
mental distress. Our findings would support the view that service users might
welcome the involvement of specialist palliative care social workers when they
are facing such difficulties.

CONCLUSION

We know that ‘the public’do not seem to know much about social work, and the
people who took part in our project generally began with little understanding
and often very negative preconceptions of social work. However, what they
valued from specialist palliative care social work practice were goals, qualities
and skills that historically have been seen as key to social work, particularly
those concerned with enabling autonomy and supporting self-determination.
The service users we spoke with did not identify any skills which they saw as
being in any way ‘specialist’ to specialist palliative care social work. Again this
may reflect the limited public understanding of such practice, but it may also be
a reflection of the complex and subtle nature of this and other branches of social
work practice.

From what service users say, it seems that specialist palliative care social
work still encompasses and is very much rooted in what has long been seen as
the best practices of traditional social work. These practices include the ability
to see people as whole people and not just as a set of problems, the capacity to
locate them in their broader social structures, the ability to understand the
complexities and connections of their lives, and the knowledge and skills to
support people in the ways that they want; thus enabling people to build on their
own strengths whilst recognizing the strengths of their families and communi-
ties. It would be difficult to overstate the importance that service users attached
to the quality of the relationship with the social worker.

There was strong evidence of competence across all areas of social work
practice and a willingness on the part of social workers to learn. This compe-
tence was built on a strong social work value base and a clear philosophy of pal-
liative care which prizes patient and family involvement, holistic care and
multidisciplinary working, with the emphasis on self-defined quality of life.
Service users emphasized a number of elements of the support which specialist
palliative care social workers offered which were important to them. These
were, notably, friendship, informality and ‘ordinariness’. Such elements of
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friendship, informality and ‘ordinariness’ seem to have gained little attention in
social work literature and education, yet they tell us a great deal about how
service users feel social workers can work effectively with them.

SUMMARY

Both groups of service users, patients and people facing bereavement, seemed
to value specialist palliative care social work equally. In this chapter we explore
two of the elements that service users seem most to value in specialist palliative
care social work practice. These are:

� the relationship with the social worker

� the social worker’s holistic approach to practice.

The relationship with the social worker
The emphasis that service users place on the relationship with the social worker
and the continuity of that relationship has not been reflected in recent develop-
ments in social work and social care, which have tended to minimize its impor-
tance, emphasizing instead the technical and referral role of the social work
practitioner as care manager.

Service users frequently express their valuing of the social work role in
terms of ‘friendship’. They do not seem to mean by this that they do not under-
stand that the role is a professional one with boundaries. Instead they highlight
the benefits of flexibility, reciprocity, warmth and the balancing of power
between service user and practitioner. The complexities of their understand-
ings are explored and some of the potential problems examined.

A holistic approach to practice
Palliative care has emphasized the holistic nature of its approach to meeting
service users’needs.Service users’ comments suggest that the potential for such
an approach begins with specialist palliative care social workers’ sensitive,
informal and ongoing approach to assessment, which contrasts with the
increasing move to more formal models in statutory social work and care man-
agement. This takes into account both emotional and practical issues.

The way that social workers address both practical and emotional issues
and offer a wide-ranging model of practice which addresses the two and takes
account of their complex interrelation and interactions emerges as a theme in
service users’ comments. The trust that develops between service users and
practitioners makes it possible for the former to seek support with multiple
losses and multiple problems, to have a sense of being able to talk about
anything, and to feel that they can, with the social worker’s support, hang on to
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their existing identity and continue to be themselves in very difficult and chal-
lenging circumstances.

The strengths of specialist palliative care social work emerged clearly, but
there were also areas of concern. In particular, this included the failure of some
social workers to spell out their role clearly and in a few cases to offer
consistently welfare rights type support which addressed the serious material
problems faced by some service users. Both of these shortcomings may impact
more heavily on some groups than others, particularly those who are poor and
disadvantaged, and thus may compound disadvantage.

It is important to recognize that the humanistic qualities that service users
seem to value in specialist palliative care social work are those that have long
been associated with good social work practice. They stand in some contrast to
recent developments and policy proposals that treat social work and social care
practice and provision as being agencies for referral and management.
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CHAPTER 11

THEORY AND PRACTICE

In the last chapter, we saw that what service users seem to value from specialist
palliative care practice does not necessarily fit well with the current directions in
which social work practice is being developed in public and agency policy. It
may be additionally helpful at this point to consider specialist palliative care
social work in relation to theory. We particularly want to examine it in the
context of theoretical work on death and loss, although we also want to consider
in general the different approaches to practice adopted by specialist palliative
care social workers more critically.

No service user made any specific reference to theory in their comments,
although their views and ideas clearly have their own theoretical underpinnings.
We want to see to what extent the accounts given by service users of what they
perceived as helpful match existing theoretical work, and which theories seem
most pertinent. Sometimes professionals are perceived as having rather fixed
theoretical ideas which can lead to narrow and stereotyped responses to clients’
needs (Walter 1999). We wanted to see if this rang true in any of the interviews
and discussions we had with service users.

While social work has sometimes come in for criticism as being atheoretical,
there has in fact been a growing emphasis on theory in its literature (Shaw,
Arksey and Mullender 2004). However, such theorizing has almost entirely
come from academics and others without significant or recent direct experience
as practitioners. Moreover, social work practitioners have tended to be
marginalized in social work discourse and theoretical debate (Beresford and
Croft 2004). Both these factors seem likely to limit the value of such theorizing.
They also raise broader questions about the relationship between social work
theory and actual practice and the degree to which much social work theory
actually connects with or indeed impacts upon social work practitioners.

There has also so far been very limited involvement from service users in
the development of social work theory. Yet social care service users, particularly
disabled people, especially over the last 25–30 years, have been developing their
own discourses and theoretical discussions (Campbell and Oliver 1996). Most
influential among these have been the idea of a social approach to or model of
disability, and the concept of independent living (Oliver 1996). Both have had
major effects on mainstream social policy and thinking. Yet it is debatable how
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far they have been addressed in social work’s own theorizing (see, for example,
Dominelli 2004).

NO THEORETICAL TYRANNY

From the accounts of service users that we heard, there was no sense that the
social workers they encountered had any rigid theoretical preconceptions about
death, dying or bereavement, or that they pathologized reactions to grief,
however unusual. In fact we were repeatedly told by service users that they had
had their feelings acknowledged, accepted and ‘normalized’ and this seemed
hugely comforting for many people. By ‘normalized’ we don’t mean that the
social workers attempted to slot people into some predetermined pattern of
‘normal’ grieving, nor that they ignored signs of serious mental distress, but
rather that they helped people understand that the ferocity of their feelings was
in line with their experience and their loss and that it did not mean they were
about to lose control totally – which seemed to be a major fear. Many people
referred to having thought they were ‘going mad’ and to their terrible and over-
whelming fears of falling apart. Service users said that they had found this
process of normalization extremely valuable. It is important to remember that
in the past there has been great pressure on health care professionals to see grief
in either normal or abnormal terms. These two assertions by Faulkner and
Maguire (1994) are typical:

In most individuals the period of maximum grief will last some eight to
twelve weeks…normal grief can be represented in diagrammatic form…it
can take a considerable time for the slope to return to normal, though it
usually does within the year. (p.140)

If a patient is found to be clinically anxious or depressed or behaving in such
a way as to be in danger then the health professional needs to refer that
patient on to more specialist help…this is normally done through the general
practitioner and may require some advocacy on the part of the health profes-
sional if the general practitioner is unaware of the true nature of the problem.
It is not uncommon, for example, for a general practitioner to believe it is
normal to be depressed after mutilating surgery. (p.81)

It seemed clear that the specialist palliative care social workers did have a theo-
retical knowledge base about loss and grief, but that this knowledge was used
supportively to reflect on and contextualize people’s feelings, not to constrain,
police or pigeonhole them. Because social workers were so involved with both
the social context (work, family, community) and the psychological context,
they seemed particularly well placed to understand the true scale and complex-
ity of the changes taking place in people’s lives.

Nor were we told about social workers putting pressure on people to share
intense feelings if they did not wish to do so, or pushing them towards some
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kind of ‘acceptance’, ‘moving on’ or ‘letting go’ of the person who had died. Far
from this being the case, we repeatedly heard that social workers stayed with
service users wherever they were on their own particular journey. This latter
finding is at variance with assertions made, for example, by Walter (1999), who
discusses the ‘clinical lore’ that he sees as informing much of the work of
bereavement workers. We assume he would include palliative care social
workers here, though as social workers are never mentioned, this could be an
erroneous assumption. He says that:

‘Clinical lore’ is much more important than research knowledge in the
policing of bereaved individuals for clinical lore is the filter through which
research knowledge reaches and controls the public. (p.155)

Walter suggests that although current ‘clinical lore’ acknowledges diversity in
ways of grieving, three elements – ‘expressivism, resolution, and some notion of
normal and abnormal grief – are remarkably resilient’ (p.157). He argues that
grieving encompasses much more than this and cites the work of the late Susan
le Poidevin, telling us that she:

observed that bereavement can affect people’s identity, emotions, the
spiritual meaning they give to life, the managing of practical everyday tasks,
their physical health, their finances, their lifestyle (e.g. moving house,
starting work) and their roles in family and community. (Walter 1999,
pp.157–8)

He tells us that le Poidevin maintained that bereavement care should pick up on
whichever of these issues are important for the bereaved person. Walter sees
bereavement care as moving, in the second half of the twentieth century, away
from this holistic vision described by le Poidevin towards a concentration on the
emotions of grief.

In contrast, the service users to whom we spoke, both patients and
bereaved people, were clearly telling us that the specialist palliative care social
workers with whom they came in contact were characterized by their holistic
approach. We saw no particular emphasis on ‘expressivism’; in fact several
people commented with relief that the specialist palliative care social worker
had not pushed them towards this, sensing that it was not their ‘style’. Neither
did we detect any particular emphasis on pushing people towards resolution of
grief. Quite the contrary a number of bereaved people told us that one of the
most helpful things about their support was that the specialist palliative care
social worker had made it clear that they were available to them in the future
should they feel the need. There was an acceptance that bereavement took a
variable course and some service users were offered support over very long
periods whilst others were seen for quite brief periods. There was certainly no
sense of the social workers seeing grief within a rigid time frame, though there
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was a clear sense of people experiencing progress over time in coping with their
situation.

PRACTICE: LINKS TO THEORY
The ‘dual process model’
Although service users did not make explicit comments about the theoretical
knowledge and understanding of the specialist palliative care social workers
who worked with them, what did seem to be apparent was that the support they
received and valued could be linked back to much of the theoretical work on
death and bereavement. For example, there seemed to be a link between the
social work support being provided and Stroebe and Schut’s (1999) ‘dual
process model’ of bereavement, where the bereaved person is seen as oscillating
between two processes. One is orientated towards the experience of loss, the
other toward restoration (sorting things out), with both seen as important
dimensions of coping. The loss orientation is when the bereaved person
confronts their feelings, and the emotional impact of the loss. We heard repeat-
edly how the specialist palliative care social workers had listened and supported
individuals as they told and retold their stories and expressed their feelings,
both sad and happy. Equally, we heard how the social workers played an
important part in helping service users in restorative work, thinking about,
planning and carrying out the tasks, often very practical ones, that lay ahead in
their management of their changed world. Groupwork, as our third example in
Chapter 4 shows, similarly allowed for both loss orientated and restora-
tion-focused work. Social work, with its inherent dual focus on emotional and
practical issues, seems to enable individuals to experience both of these orienta-
tions in a supported and facilitated but unforced way.

The dual process model is generally applied to bereavement, but it seemed
to us that some of the patients we spoke to were oscillating in a very similar way
between needing at times to explore the full range of their feelings and at other
times to set these aside as they addressed a range of practical tasks with
advancing illness. It might seem misplaced to talk about a process of restoration
in relation to people who may shortly be facing the end of their lives. However,
there was certainly a restorative feel about many of the accounts, as people
described the ways in which the social workers had helped them, for example, to
access better accommodation, or had helped them sort out practical problems
with debt. It was as if freeing up individuals from these burdens did offer some
hope and, to a degree at least, did restore the chance of a better quality of life –
even if time was limited.
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Bereavement and biography
Walter (1996, 1999) has written about the need bereaved people have to recon-
struct their biography, in order to understand the life of the person who has died
and by implication their own life:

bereavement (whether through death, disability, unemployment, relation-
ship break up,or whatever) is the state of being caught between the present, a
past, and a lost future. Rewriting the past to make sense of the new present is
crucial if sense is to be made of change and the future faced. (Walter
1999, p.70)

In his earlier work, Walter put forward the view that this happened largely
through the medium of talking about the dead, getting to know them better
through conversations with others who also knew them, who knew about their
strengths, their weaknesses, the joys and the frustrations of knowing them.
Reality testing is an important component of the process as multiple percep-
tions of the dead person are incorporated (Walter 1996, p.13). Walter drew on
his experience of a personal loss of a close woman friend and said that, for him,
this process of biographical reconstruction could only happen with others who
knew her – and knew her well. He saw the process as being essentially social and
interactive rather than simply supportive of individualized grief. Walter saw
bereavement counselling – ‘talking about feelings to a stranger’ – as ‘a rather
poor if much appreciated, second best’ (Walter 1999, p.19). He may be right in
thinking that most people deal best with their bereavement through their inter-
actions with family and friends, but the ‘stranger’ has a role and not always a
secondary one. The need to talk to someone else from outside their family or
friendship group was very important for some of the service users we spoke to
and this need should not be underestimated. It was often the closeness to family
members that got in the way as people struggled to support and protect each
other and make sense of their own loss at the same time. Some people simply
could not manage it.

In his later work Walter (1999) explored this model more thoroughly. In
particular he took time to look in some depth at all the factors that in many
people’s lives might make conversation about the dead person difficult to
accomplish.He highlighted social and family fragmentation, longevity and geo-
graphical mobility, as well as deaths that may carry stigma, such as those associ-
ated with HIV/AIDS. He acknowledged that in widowhood the person may
have just lost his or her lifelong confidant and that sometimes friends don’t want
to talk, or may ‘get the conversation wrong’ (1999, p.70). While still somewhat
dismissive of counselling, he admitted, perhaps reluctantly, that some counsel-
lors told him that they did encourage their clients to tell the story of the
dead and of the death, and in non-directive counselling the stories get told
anyway. He felt that this might be valuable, while calling for more research to
substantiate it.
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Had Walter spoken to the service users we interviewed, he might have been
pleasantly reassured. Here were many examples of individuals working with
their specialist palliative care social workers, not only to express their feelings,
but also to tell their story and make sense of their past, their present and in some
cases their future.

In many cases the social worker had known the dead person as well as the
bereaved person, sometimes over a long period, during which time the social
worker had been a witness to the person’s changing health, body, abilities and
mood and may have known something of his or her hopes and fears.Often social
workers learned how the dead lived their lives, and learned about their interests,
their family connections and their work. For example:

[the social worker] had known my partner since her first visit here…and then
during the last months of her life and then had been there in her last couple of
weeks…she knew the context…she knew about the family, she knew about
my partner, she knew about how everything was accomplished, she knew
what my partner was worried about…she knew a certain amount about our
relationship… (Bereaved man, white UK, age group 26–35)

As a member of the multidisciplinary team, the specialist palliative care social
worker will also have known about the treatments, medications and procedures
that the person went through. While we are not suggesting that this is the same
as knowing the person as a member of the family or a close friend, it does mean
that the social worker could be a very appropriate person to listen to the telling
and retelling of the story. Palliative care social workers are often far from being
‘the stranger’ of Walter’s account. Having played a part in the story, they were in
a position to validate its telling, or in some cases even to challenge it. Thus:

You think things over and then the next time I see [the specialist palliative
care social worker], you know, you can speak to her and say something to her
about it and she’ll say, ‘Yes, I can remember that’… Yes it is support, it’s
somebody who knew the person, both sides of their character if you like.
(Bereaved man, white UK, age group 66–75)

More than this, we saw that there were several other ways in which the social
workers were incorporating into their role a number of other elements which
Walter identified as important. Sometimes, for example, the specialist palliative
care social worker helped a service user to capture his or her memories and to
bring the dead person back into his or her life in a way that felt okay. In this
example, the social worker was working with a young boy:

Through [the social worker’s] help and experience she helped him talk about
the thing that he most needed to, his dad, and…she did this book with him
about his dad’s favourite things and he so enjoyed it, he lightened up…he
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wasn’t so cross with everything, he wasn’t cross with his dad, he could talk to
his dad, talk about his dad… (Bereaved woman,white UK,age group 26–35)

Specialist palliative care social workers and others working with children have
written extensively for a number of years about the importance of helping
children grieve and much of this work is strongly supportive of Walter’s model
of biographical reconstruction (see, for example, Hemmings 2001; Oliviere et

al. 1998; Smith and Pennells 1995).
We saw that the social workers had sometimes helped the bereaved service

users plan and organize funerals, capturing the personality of the person who
had died, and ensuring that the bereaved person could identify with the ‘story
being told’, something Walter sees as a highly significant part of the process of
biographical reconstruction (Walter 1999, p.78).

Some service users told us how the social worker had helped them to make
sense of, or at least learn to live with, the differing perspectives of their
(deceased) loved one that emerged from conversations that they had with
others about them. Walter didn’t ponder for long on the anguish that can result
from such different perspectives on someone who has died. He mentioned one
or two people who had fallen out with his own close friend who had died and
‘were alienated from her other friends’. He went on to say ‘how they struggled
to make sense of things, I know not’ (1996, p.13).

One of the service users we spoke to had found coping with different per-
spectives very difficult after the death of her husband. She said of his son:

it came out he just hated his dad… I was just absolutely devastated… I
couldn’t have talked to anybody in the family at all. (Bereaved woman, white
UK, age group 46–55)

But she had valued the chance to talk these issues through with the social
worker:

It just kept me going week to week…each week to be there.

The continuity that was offered by many of the social workers again appears to
have been important for people. Many talked about the time it took to tell their
story. We heard, for example, from a father of young children, about the social
worker’s willingness to work afresh with the family as the children grew up and
needed to think through new angles to their ongoing story.

A significant number of service users, particularly bereaved people, told us
how the specialist palliative care social worker had been instrumental in
bringing them together with other service users in groups. Walter (1999, p.79)
saw mutual-help groups as an important forum for some bereaved people to
share their experiences. He felt stories could be told and retold in this setting.
Service users in our study saw groups in this way, but they also saw them as
playing an important part in the restorative process described by Stroebe and
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Schut (1999). For example in the bereavement group which featured in the
third example in Chapter 4, we saw how the group looked at:

What you do to sort of allay pain and working through it, talking about it,
what you feel…but also…doing work and activities…I mean new activities,
taking on new activities and hobbies and soon… (Service user in discus-
sion group)

More than anything, what service users conveyed to us was that they did not
see the specialist palliative care social workers as prescriptive, but rather as
genuinely empowering. We were told many times that people felt they could
determine their own agenda, follow their own path, in short, feel their own way,
however shakily, with the social worker alongside them providing encourage-
ment, knowledge and skills that made the journey more bearable.

Like Currer (2001), however, we found that for some service users there
was no moving on. The toll of their experiences was so great that they were
simply holding on:

For them there was merely a grim satisfaction in having people around who
would listen to their sadness, anger or distress, and help them to be as com-
fortable as possible. This too is accompaniment. (Currer 2001, p.147)

This seems a really important issue to think about, but again, like the issue of
‘friendship’, there seems to be little discussion of it in the social work literature.
We heard from a small number of service users that they had been seeing their
social worker for years, long after an illness had stabilized or long after the death
of a loved one.Regular contact seemed to have stopped, but there was still inter-
mittent contact. The service users we spoke to seemed to find this contact
valuable and sustaining. Huntley (2002) writes about the impact of endings on
the client in relationship-based social work. He too talks about the paucity of
discussion around maintaining contact in the longer term: ‘there is confusion
and uncertainty within the profession on the ethics and boundaries of such
contact’ (Huntley 2002, p.64).

Our sense is that many specialist palliative care social workers have at least
one or two people or families with whom they keep in touch for very long
periods. From personal experience, we are aware of the guilty justifications that
practitioners sometimes put forward for doing this. It is likely to be helpful to
explore the myriad of reasons why specialist palliative care social workers might
sometimes work in this way, rather than see all such cases simply as examples of
dependency or as a failure to draw boundaries, face endings and in some cases
face hopelessness. Certainly we are not advocating such long-term contact
purely to satisfy a personal need in the social worker. It is also important that it
does not seriously block the way for more pressing work with new service users.
However, it seems to us that sometimes anxieties about ‘professionalism’ may
close down what could be enlightening and perhaps even liberating discussions.
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It is important to avoid ‘no go’ areas in discussion about the reality of social
work practice.

THE FLEXIBLE REPERTOIRE OF SOCIAL WORK APPROACHES

As the study’s findings show, we gained no sense from service users of practitio-
ners adopting any kind of ‘one size fits all’ approach to carrying out specialist
palliative care social work. No one approach to practice, tied to a particular the-
oretical model, predominated. Many service users had variously been offered
group, family and individual work. They also mentioned a lot of informal
low-key contact. This might mean a quick word in the corridor, a brief phone
call or a card sent to mark a sad or difficult occasion. But all these, added
together, were seen by service users as a vital part of the support that was
keeping them going.

Some service users were clear that they wanted a social worker who was
prepared to ‘chat’ to them in a very informal way, often about seemingly irrele-
vant everyday life. They wanted this to be the approach to the work and they
were able to pinpoint specific ways in which this type of informal support had
helped them cope with their situation. There was evidence that for these service
users this type of conversational or ‘chatty’ approach worked effectively, even
when the person had complex practical problems and difficult family relation-
ships alongside serious physical health problems and distressing losses.

An important component of ‘chatting’ is the reciprocity that it involves and,
as we said earlier, this can be seen as an indicator of balance and equality within
the relationship. Chatting about ‘this and that’ can also be a way of remaining
engaged with the day-to-day world and as such contributes to the maintenance
of identity and independence. We have struggled to find any discussion in the
social work literature of what might be termed ‘informal’ approaches to
working and yet service users mentioned them on several occasions as being
helpful. Other service users were equally clear that they wanted a structured
and fairly formal counselling approach. It seems important for social workers to
be alert to the need for ways of working that feel right to different people.

Home visits
By seeing people at home as well as in inpatient and day-care settings, specialist
palliative care social workers were able to offer further flexibility and continuity
of care. A number of service users told us how important this was to them.
Currer (2001, p.66) points out that the social worker has a ‘somewhat separate
identity’ and can ‘bridge the gap between the institution and the life at home’.
This seems to be crucial as the time scale needed for addressing emotional and
social issues that are important to the patients and their loved ones is often
different to that required for respite or symptom control. It is important that the
social worker’s involvement is not artificially tied to the period of the inpatient
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stay. Yet we know that with shortage of social workers in specialist palliative
care, with some social workers working on their own, the opportunities to carry
out home visits can be limited and for some service users this can only mean
that their needs are not fully met.

The social workers in our study appeared to have the flexibility and skills to
judge what level and type of involvement and support to offer. They seemed
comfortable in chopping and changing styles and ways of working. Even more
important was that, while offering these different approaches, the specialist pal-
liative care social workers seem to have been able to be themselves. Many service
users told us that they saw the social workers as very ‘natural’, ‘genuine’, ‘real’
people.

Challenges of groupwork
Overall service users readily embraced groupwork approaches and levels of sat-
isfaction were very high. It was clear that groupwork had led to a real reduction
in social isolation for many service users, particularly older people, who might
otherwise have faced loneliness and exclusion. Participation in groupwork gave
many people the feeling that they had something to share with other service
users, a contribution that was helpful for both parties. As Brown (2002, p.164)
writes: ‘Group work is a uniquely empowering method of social work because
all are potentially helpers as well as “helped”.’

Many of the service users said that the social worker had facilitated their
group in such a way that they felt real ownership of the group agenda and
processes,but still felt they had an anchor when it was needed.Some of the most
impressive and innovative work that we heard about took place in groupwork
settings. However, it does seem important to note some of the difficulties and
challenges that emerged with groupwork approaches. Several bereaved people
raised common concerns and we drew attention to some of these in Chapter 7.

First, it was clear that most individuals had felt very anxious about joining a
group regardless of whether it was a new group or a pre-existing one. We were
told by several people of the many months they had taken to pluck up courage to
join. We wonder whether sufficient thought is given to the preparatory work
that might be needed prior to a group being offered, to enable people to under-
stand what is on offer and to facilitate their joining.

Second, a small number of people mentioned that they had either felt
uncomfortable themselves or had witnessed someone else’s discomfort because
their type of loss seemed irreconcilably different to the loss experienced by the
majority in the group. Some service users talked about a ‘hierarchy of grief ’: the
death of a parent not being seen as being as significant as the death of a spouse
was an example given. Age differences between group members were also
mentioned as being difficult to transcend. Brown (2002) talks about the need
actively to support any individual who is in a minority to avoid isolation and

THEORY AND PRACTICE 183



marginalization and to enable them to get as much out of the group as ‘majority’
members. Where people had left groups prematurely, these issues of group het-
erogeneity often seemed to be the reasons that were mentioned. It was clear that
it had been very painful for people when they left a group with this feeling that
their particular experience had been misunderstood or devalued in some way. It
was not always apparent that any additional support had been offered to those
leaving groups early. None was mentioned to us, yet clearly there may be a need
for such support.

Third, as we illustrated in one of the examples we offered in Chapter 4, a
small number of people mentioned the endings of groups as being problematic.
Either the ending seemed to be looming up with no discussion about what next,
leaving individuals feeling very anxious, or else there was no mention about the
group ever ending and this left some individuals feeling uncertain about
their ongoing involvement, questioning whether they could keep coming and
wondering how new people could ever be fitted in. Such uncertainty is particu-
larly likely to be unsettling for individuals who were already grappling with
issues of loss and endings.

It is only to be expected that group endings, and indeed the ending of indi-
vidual work with a service user, will sometimes provoke ambivalent and
powerful feelings, sometimes re-awakening the feelings provoked by the death
of their loved one. However, it does seem a clear part of the professional role to
address these issues and not let a group end abruptly with little preparation or
else go on forever with no mention of the future. To allow this to happen not
only raises anxiety, but also means that there is no natural phase for evaluation
and review of what the group has meant to people. It stalls thinking about the
future and, as we saw, the ending of a group could, with planning, mean that
service users go on to establish their own self-directed support or friendship
groups. Some writers are uncertain about the wisdom of such a move; for
example:

There often seems to be much ambivalence in the members, insofar that
they wish at one level to continue the contact,but at another to be free of it, to
develop new and satisfying relationships in the ‘outside world’. (Nichols and
Jenkinson 1991, p.133)

However, we saw evidence that self-directed groups had provided a source of
rich, close and very sustaining relationships that mattered enormously to
service users. What is, perhaps, important is that in facilitating the ending of the
initial bereavement group, the social worker leaves service users aware of the
possibilities open to them. Our study suggests that where this had happened
and where service users had worked out their own solutions for ongoing
contact, it seemed to have turned out well – at least for the people to whom we
spoke.
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Another question that emerged in relation to groupwork was why there
seemed to be far more groupwork going on with bereaved people than with
patients. Certainly we heard of relatively few patients attending groups but we
frequently were told about groups for bereaved people. It may be that social
workers resist groupwork with patients as they are cautious about the impact of
the death of group members on the others, and this was mentioned to us as
being hard for some service users. Thus, for example:

with the group, because we’ve all got the same thing, cancer, when anybody
dies – we had another lady die at Christmas – and it seems like you are losing
them all. And I can’t express that to anyone in the group. (Woman patient, a
member of a group for women with breast cancer, white UK, age group
36–45)

For this reason other patients told us that they had decided to avoid such
groups. Professionals may also feel that specific patient groups are unnecessary,
as they would duplicate what goes on informally in day centres. We are not sure,
but the patients to whom we spoke who met for specific groupwork spoke very
highly of the support they gained from each other and from the social worker.

Family work
A key aspect of palliative care social work is working with people’s families.
Families are now complex and diverse in nature. Furthermore, people’s close
relationships may extend beyond the family or not even be based on it. In some
ways the term ‘family work’ has now become shorthand for something much
more far ranging and complicated.

Having said this, we were left in no doubt that service users had largely
found the support that they received as helpful for the whole family, though it
has to be said that in some cases the service users saw the support they got from
the specialist palliative care social worker as standing in for family support that
was not available.This is of particular significance bearing in mind the continu-
ing policy emphasis on ‘informal care’ based on the family and the suggestion
from some commentators that relationship-based support is inherently prefera-
ble to professionalized interventions. For instance:

I mean my dad comes, he breezes in and he breezes out…my mother I don’t
really have any contact at all, very little contact. I’ve got a brother and a
half-sister; I virtually don’t get any contact with them at all…so I don’t really
get any family support at all. (Woman patient,white UK,age group 26–35)

Sometimes family were available but there was conflict. We heard of social
workers bringing conflicting parties together, once again taking on a sort of
bridging role:
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So [the social worker] rang them because they’d had this little quarrel, she
rang to make arrangements for them to come and see him, the two brothers.
(Bereaved woman, white UK, age group 36–45)

As emerged in the example we gave of Mike and Linda in Chapter 4, there were
times when the social workers had to confront service users with aspects of their
behaviour towards one another that were causing distress. We frequently heard
how there were different patterns of coping within families and the stresses
from accommodating these differences were explored with the social workers.
We were told stories of families where there had been abuse or difficult
behaviour by the parent who was now dying and in need of support, and the
guilt, anger and sadness that this engendered. All these were issues that people
had talked through with the specialist palliative care social worker. Sometimes
the patients themselves told us how badly they felt they had treated other
members of their family and how they had been able to talk to the social worker
about this without feeling judged or diminished.

We were not often told of specialist palliative care social workers working
with the family as a group, though there were some examples of this, as two of
our examples show, and some service users said that it had been offered by the
social worker but resisted by others in the family. When we did hear about
family work it was clear that the social workers had the expertise and skills to
deal with conflict between couples and within families and between the
competing rights of children and parents.

We wondered whether some of the social workers might have liked to work
with the family as a group more often, but believed that they lacked the confi-
dence or skills to do this. As Monroe writes:

Family anxiety is often mirrored in the professional carers who may be
frightened about how to respond to the emotional agendas between patient
and family and worried that seeing them together will get out of control,
make things worse or simply take too long. (Monroe 1993, p.176)

Service users spoke more often about seeing the social worker alone or just with
their partner. Other family members – brothers and sisters, parents, children –
were frequently seen, but again on an individual basis. It was clear, however,
that the specialist palliative care social workers saw individuals as being part of a
bigger picture and were closely concerned with the needs of the whole family or
group. Service users valued this.

When conflicts simmered on
As we discussed in Chapter 7, a few service users felt that practical matters had
taken precedence and emotional issues relating to conflict or painful past expe-
riences within families had been left unexplored and unresolved. The anger in
those cases could still be felt in our interviews. From service users’ stories it was
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easy to see how the immediacy of practical tasks and particularly those tasks
surrounding a ‘risky discharge’ could dominate the agenda. It was not at all
clear to us whether the social workers would have been able to make progress
had they tried to address the underlying emotional issues at the time. We have
no way of knowing how the social workers themselves felt about those cases, or
how far they had tried to work on both the emotional and practical fronts.

Whilst we cannot know what went on behind the scenes, what does seem
clear was the enormous distress surrounding the discharge of someone to his or
her home or a nursing home when a family member felt it was unsafe or inap-
propriate. Early re-admission or other breakdowns in support in these cases
suggested that the service users were right to distrust the discharge arrange-
ments. One or two service users said that they felt the social workers had gone
along with medically driven discharges. They felt that their ‘scripts’ and course
of action had been predetermined by the medical team.

We are left wondering how much influence specialist palliative care social
workers actually have in these circumstances.How easy is it for social workers to
stand their ground on matters they may feel deeply about? We have to
remember that a specialist palliative care social worker may be the sole repre-
sentative of the profession within an otherwise medically dominated team. He
or she may already be aware that social work is not held in high esteem within
the unit, and may be forced to be selective in which battles he or she chooses to
fight, as there may be many discharges that are problematic in one way or
another. It was also evident, in the cases we highlighted that didn’t run
smoothly, that the specialist palliative care social workers were very much left
playing a bridging role. We saw, for instance, how it was to the social worker that
one service user turned when her relative’s morphine didn’t arrive in the
nursing home. This was so clearly a medical need and yet the perception was
that the person who might be available to sort out the confusion was the special-
ist palliative care social worker.

But perhaps it wasn’t [the social worker’s] problem but I didn’t get any real
support and I had nowhere else to go. (Service user in discussion group)

This bridging role comes up in different ways a number of times throughout the
study – between family and patient, between home and hospice, between
external agencies and palliative care team – and confirms the point made by
Oliviere (2001a) when he describes social workers as playing what he terms an
‘eccentric’ role:

More often however it is the social workers who occupy an ‘eccentric’
position, advocating for a community and family perspective, and exploring
the tensions of various interfaces which exist in palliative care situations.
(p.239)
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This seems a real strength of specialist palliative care social work, but it also
highlights a dilemma for specialist palliative care social workers that needs
careful exploration. If they are to perform this much-needed linking role, they
need to have genuine influence and be sure of the back-up of the broader team.
In the case mentioned above the social worker’s influence appears restricted.
How helpful is it for the service user if the specialist palliative care social worker
assumes this role of ‘picking up the pieces’ but then fails to deliver? What is the
cost to the service user in terms of loss of trust, and what is the professional cost
to the specialist palliative care social worker? We would suggest that this
dilemma – the wide range of responsibility and the limited degree of power and
authority – is one that has many expressions for the specialist palliative care
social worker.

SUMMARY

This chapter explored service users’ accounts of their experience of social work
practice in relation to existing theoretical discussions. It looked at key theories
addressing loss and dying. The support which specialist palliative care social
workers offer people seems to be consistent and compatible with much of the
current theoretical writing about loss and bereavement. There is no way of
knowing from this study whether theory is informing practice, but certainly
theory does not seem in any way to be constraining or conflicting with practice.

No one approach to practice tied to a particular theoretical model emerges.
Instead specialist palliative care social workers seem to adopt a wide range of
approaches according to the needs and preferences of service users.Some of the
challenges associated with these approaches are examined, for example in
relation to group and family work, and ways of addressing them identified.

The very small number of cases where there were negative feelings about
the social worker’s role require further attention. These were generally cases
where there was an element of a risky discharge. Here social workers might be
constrained by dominant medical professionals and agendas. In such instances
the specialist palliative care social worker’s role had restrictions placed on it,
comparable to those operating on the role of a mainstream social worker in
statutory services. These constraints put at risk the valued contribution of spe-
cialist palliative care social workers to the detriment both of service users and
the profession and require careful re-examination.
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CHAPTER 12

SPECIALIST PALLIATIVE CARE SOCIAL
WORK: A SERVICE IN THE SHADOWS?

The findings from this study suggest that specialist palliative care social work is
a service which is highly rated by service users, in contrast to many other areas
of social work and some other areas of palliative care.Yet this value attached to it
by service users does not seem to be reflected in the status afforded it in the
fields of either social work or palliative care. Despite its evidenced strengths,
specialist palliative care social work seems to be a service in the shadows. It often
seems to have been overlooked in both social work and palliative care discus-
sions and developments. In this chapter we shall explore this issue and what
might explain it. What emerges is that the very strengths of specialist palliative
care social work – its closeness and responsiveness to service users – may
actually serve to reduce its profile and status. We will examine some of the
implications of this for social workers and for users of specialist palliative care.
Finally,we will consider the relevance of our findings for social work in general.

THE DISTINCTIVE ROLE OF SPECIALIST PALLIATIVE CARE
SOCIAL WORK

It became clear through the course of the project that we carried out that service
users who accessed specialist palliative care social work felt that it was crucial to
their well-being. Without it they seemed to feel that they would have a range of
unmet needs. Other research confirms that many of the gaps service users
identify in both oncology and generalist palliative care services relate to
psychosocial issues (Hill et al. 2003; McIllmurray et al. 2001). Research into the
needs of people with life-limiting illnesses and conditions other than cancer also
shows that psychosocial needs are high on people’s agendas, though access to
palliative care in their case might often be far more restricted (Addington-Hall
1996; Anderson et al. 2001).

The comments of service users left us in no doubt that, when specialist pal-
liative care social work had been available,people’s journey through their illness
and the palliative care system had been made more bearable. They saw special-
ist palliative care social work as having a distinct role to play which was not easily
substituted by other professions. Palliative care social work was characterized
by its holistic approach and by social workers’ awareness of the connections in
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people’s lives and of the social contexts within which they lived. In particular, it
was distinctive because social workers were open to working with people on the
issues that mattered to them and these were usually a complex mix of social, psy-
chological and practical issues that were interrelated and could not easily be
dealt with as separate entities. Other analysts have echoed these findings of a
distinctive role for social work within multidisciplinary teams (Herod and
Lymbery 2002).

Service users paint a very positive picture of their experience of specialist
palliative care social work. It presents a very particular style of professional
working; a style which they like, with which they are comfortable, which they
feel is skilful and based on sound knowledge. They feel it is effective and yet still
has a human face and is compatible with service users’ own perceptions of
themselves and their needs. Most important, social workers are seen to support
people in a way that demonstrates respect for the individual and preserves
dignity. There are undoubtedly deficiencies, problems and issues which still
need to be addressed and we have highlighted these. However, overall we were
left in no doubt that the vast majority of the service users to whom we spoke saw
the social worker as playing a very central part in the overall support that they
received from palliative care services.

Specialist palliative care social workers can perhaps feel proud that the
service they offer is so highly valued. Equally service users similarly should be
able to take for granted access to social work as an integral and fundamental
part of specialist palliative care provision.However, as our study revealed, this is
far from the case.

INCONSISTENT SERVICE PROVISION

Palliative care provision is itself extremely variable in availability and quality.
The Palliative Care Survey 1999 (National Council for Hospice and Specialist
Palliative Care Services 2000) showed that: ‘96% of Health Authorities
described their palliative care services as not yet adequate across the board,
15% felt they were struggling in developing all service components’ (p.2). The
survey highlighted the increased need for palliative care in areas of acute social
deprivation and concluded that levels of provision did not appear to reflect
differing levels of need. Home care and out-of-hours cover were particularly
variable, which of course undermines the current goal of supporting people in
their own homes and enabling them to have choice over where they live and die.

The marginal status of social work
Provision of social work within these services is also patchy and not necessarily
related to the levels of deprivation experienced in local areas. It is difficult,
however, to give a comprehensive or definitive picture of specialist palliative
care social work in the UK today. There is a dearth of up-to-date information
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on, for example, how many posts there are, what level social workers are
employed at, and whom they are managed by and accountable to. There is very
little literature on the range or scale of work being undertaken by different social
workers in different palliative care settings.

There is however no question that social work is seen by some as a core pal-
liative care service. Dix and Glickman writing in 1997 stated:

Psychosocial care is concerned with the psychological and emotional well-
being of the patient and their family/carers, including issues of self esteem,
insight into and adaptation to the illness and its consequences, communica-
tion, social functioning and relationships. It is an integral aspect of specialist
palliative care…appropriately trained and experienced clinical psycholo-
gists, social workers and counsellors share skills for providing specialist
psychosocial care as well as having expertise specific to each discipline. (p.6)

While they clearly identified the social worker here as having a key role, there is
nevertheless an emphasis, which is stressed elsewhere in their paper, on the
psychological component of ‘psychosocial’ with the social part of the term
being marginalized. This deficit is acknowledged in a later discussion paper
(National Council for Hospice and Specialist Palliative Care Services 2000b),
which states:

The current use of the term ‘psychosocial’ is primarily defined in terms of
psychological aspects of care and thus deflects attention away from social
aspects of patient and family experiences.

The discussion paper goes on:

The broad social contexts within which patients and families live their lives
are significant features that need to be addressed in the care of people who
are dying, yet many palliative care services do not contain members with
expert knowledge of social care. It is recommended that social workers
should be included as core members of specialist palliative care teams.

Despite this, it is still apparent that there are many palliative care services
without social workers. Lloyd-Williams, Friedman and Rudd (1999) carried
out a survey of hospices to determine the provision of specialist psychosocial
care. Though their main interest was the input of psychologists and psychia-
trists, they also asked about social work provision. They received data from 97
hospices all of which had inpatient beds, and the majority of which had opened
within the previous 15 years. Seventy-three of the hospices reported full- or
part-time social work support, 18 said that they had social work support ‘avail-
able if required’, though there was no information given on the circumstances
under which this support would be harnessed, and six hospices had no social
work support at all. Full- or part-time counsellors were available in 42 of these
units (with 30 others having counsellors available on request) but the survey
failed to define counsellor so the authors agree that this figure may have
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included nurses, social workers, doctors or volunteer staff using counselling
skills. Yet a US study not only made the case for having social workers in
hospices, but suggested that they helped to reduce costs (Reese and Raymer
2004).

The Palliative Care Survey 1999 (National Council for Hospice and Special-
ist Palliative Care Services 2000a) drew together data from several sources to
present an overview of the extent of palliative care provision in the UK. Social
work provision was only briefly addressed; it did not form a major part of the
study, a fact that may in itself have significance. It was reported,however, that in
the case of home care services while ‘around half of all nurses work in teams
with a doctor, only one quarter work in teams that have both doctors and social
workers as team members’ (p.4).

Thus, far from being universally available as a core service, there are still
some hospices and many palliative care teams without a dedicated social work
post (information from Association of Palliative Care Social Workers). A sub-
stantial proportion of children’s hospices, many of which have opened within
the last few years, are run without a specialist palliative care social worker
employed within the service (Knights 2004). In some adult services, there
appear to have been reductions in social work provision, although it is difficult
to ascertain whether these are for budgetary or other reasons. We know, for
instance, that during the course of this study one of the specialist social workers
with whom we liaised left her post and was not replaced, leaving that hospital-
based team without a specialist palliative care social worker. Another hospice
decided to disband its social work team completely.One of the project’s steering
groups told us that the specialist social worker post attached to their centre had
been cut. There have also been additional cuts in social work services since this
project was completed. There are still many palliative care units with only one
social worker or only a very small social work team, which could not possibly be
expected to offer the full range of services that service users indicate might be
needed. Such shortfalls in social work provision might help explain some of the
gaps which we uncovered in the services being offered to the participants in our
study.

On a more positive note, some hospices have recognized the particular con-
tribution of specialist palliative care social work and have expanded their teams.
For example, we know of two hospices that have opted to employ or have been
considering employing a specialist palliative care social worker for the first time.
They had taken students studying on the specialist palliative care pathway of a
professional social work qualification course taught by one of the authors
(Lesley Adshead). Unfortunately, this innovative course has since been dis-
continued, a measure of the continuing insecurity of specialist palliative care
social work.
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If social work is to gain a core place in all specialist palliative care teams and
secure more resources generally, specialist palliative care social workers and
their professional organizations will need to make clear the contribution that
they have to offer. They will need to be assertive about their own worth. This
will require them to demonstrate professional confidence, so that others are left
in no doubt about what social work has to offer. We did not feel that this profes-
sional confidence was reflected in service users’ accounts of specialist palliative
care social work, however much they valued it. Other authors have identified
similar issues around such professional confidence (Currer 2001).

OTHER PROFESSIONS’ PERCEPTIONS OF SOCIAL WORK

As we talked to more service users, our impression that we were hearing about
professional work of the highest quality grew. Service users were in almost
complete agreement about their appreciation of specialist palliative care social
work. It was clear that it had played a crucial role in supporting both patients
and people who had been bereaved, through some of the most difficult times of
their lives. Yet we began to realize that an important contradiction was
emerging. While service user approval of the social work role was strong, recog-
nition from other professions was much harder to discern. Of course we did not
speak to other professionals, that was not the purpose of this project. But there
is no reason to assume that service users’ positive views of specialist palliative
care social workers would be especially discrepant with those of other stake-
holders or overly sympathetic. After all, service users had some very critical
things to say about other palliative care specialisms – as well as about social
work generally.

We might also expect that as they work in multidisciplinary teams the social
worker’s role would be familiar to other professionals. Earnshaw-Smith (1990),
however, cautions against this assumption, highlighting an issue raised by
multidisciplinary working.

[It] carries with it the danger of losing the particular and distinguishing
features and skills of each profession… The often discussed and sometimes
necessary blurring of roles can lead to a loss of appreciation of the excellence,
the sharpness of the training and experience that each profession has to offer,
and to clouding of thought in considering the precise needs of patient, family
and friends. (1990, frontispiece)

However, a number of factors emerged in the study reported in this book which
do raise questions about the value placed on specialist palliative care social work
by other palliative care institutions and professions. For example:

� A significant proportion of hospices do not employ social workers.
Given the value placed on what these social workers do by service
users, does this reflect a view that what social workers do can easily
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be done by other professionals? Is this underpinned by an
assumption that specialist palliative care social work is not
associated with a distinctive role or set of skills?

� Service users repeatedly mentioned a failure to refer or very late
referrals for social work support. It was as if social work was
sometimes only considered as an afterthought. Does this reflect a
lack of clarity about what social work can offer or a lack of valuing
of its contribution? Some of the service users we met specifically
asked for a social worker, but were either ignored or told ‘it’s not
necessary’.

� Service users commented that other professionals seemed to know
little about social work. Some of the responsibility for this may lie
at the door of social work and its institutions for their own failure to
communicate social work’s role and purpose clearly enough. But
could it also suggest that other professionals wrongly feel that they
have a good understanding of social work, or do not feel that social
work is worth finding out more about? Have they accepted some of
the negative media stereotyping that social work has incurred?

� Very negative comments were made to one service user in relation
to an individual specialist palliative care social worker, with the
implication that she should not bother to see her. Whilst we
appreciate that this was an isolated case, we find it hard to imagine
this happening in relation to another profession within
palliative care.

A BROADER PROBLEM

This seemingly low profile of social work within palliative care may not be
unusual but may in fact be part of a much broader problem about the marginal-
ity of social work in general. Other studies have found similar patterns. For
example, McLeod and Bywaters (1999, p.558) noted that ‘hospital social work
is still often viewed as a peripheral activity’. Jordan (2001) commented on the
fact that social work is now defined in such a restricted manner by the Labour
government that it is largely absent from a range of important new social initia-
tives, and mentioned Sure Start and the New Deal as examples.

New Labour, in all its reformist rhetoric, seldom uses the term ‘social work’
and when it does, for activities that are largely narrow and negative,
concerned with rationing and risk assessment; it prefers new words and
new agencies for its more ambitious, generous and expansionist initiatives.
(Jordan 2001, p.527)

But we wondered, from this study’s findings, whether there might also be other
issues.
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A paradox?
The findings from our project have led us to wonder whether professional rec-
ognition of specialist palliative care social work may paradoxically be under-
mined by its very strengths. One of the characteristics of practice that we
couldn’t help noticing was the lack of professional trappings that accompanied
the social work role. Service users, in our study, welcomed this and saw it as a
real advantage. Many times over, we were told that the social worker was seen as
an ordinary and approachable person – ‘not like a professional’.

It is helpful, in relation to this, to consider social work alongside other
health and welfare professions, as well as in relation to professions more
generally. Unlike many other health-related professionals, specialist palliative
care social workers do not wear uniforms. There is none of the technical
paraphernalia of doctors, nurses and related staff. There are no specialized
machines, no stethoscopes, resuscitation equipment or heart monitors. There
are no emergency helicopters, flashing blue lights or special medical jargon that
people associate with health services in their day-to-day life, as well as in televi-
sion dramas. Social work is not associated with deference, high status or
financial reward, as other professions – including the law, accountancy and
indeed medicine – are. Unlike counselling, social work is not a profession
people expect to pay for – and we live in a world where things, including profes-
sional practice, are still frequently judged by what they cost. Some social
workers do have statutory powers but, of all the professions, their powers must
be the ones that are most often challenged as arbitrarily or inadequately
exercised.

This leads us to raise the question of whether the essential ‘ordinariness’ of
specialist palliative care social work – the way it can transform, systematize and
develop help and support as elements of a complex professional role – has led to
it being misunderstood and devalued. In other words, the very things that
service users emphasized as special and important are not more generally seen
as such. Thus, what service users see as strengths and positives of social work
practice may in fact be factors which reduce the likelihood of it being afforded
external recognition. We encountered a number of issues and characteristics
associated with specialist palliative care social work and which seem to reinforce
such a view. These include:

� the strong ‘hands-on’ aspects of specialist palliative care social work

� commitment to partnership with patients

� the breadth of its remit

� an emphasis on demystification

� accessibility and flexibility

� association with friendship and friendliness

� avoidance of jargon.
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All of these may have an adverse effect on how far specialist palliative care social
work is seen to demarcate a ‘profession’ in its own right, with its own distinct
body of knowledge, area of expertise, skills, values and competence. It is worth
looking at each in more detail to consider questions that they may raise.

THE STRONG ‘HANDS ON’ ASPECTS OF SPECIALIST PALLIATIVE CARE
SOCIAL WORK

Service users’ experience highlights that specialist palliative care social work is
very ‘hands on’ and patient focused. The other side of this coin may be that
research and writing about this area of activity have tended to be neglected. A
glance at the many palliative care and nursing journals reveals much material
written by researchers from a nursing or medical background; there is, by com-
parison, very little written by specialist palliative care social workers and partic-
ularly little written by current practitioners, though this does appear to be
changing (see, for example, Oliviere and Monroe 2004). This gives the impres-
sion that social work has little to share, little which is distinctive, when our
findings suggest something different. It is also curious to note that some of the
literature that has come from specialist palliative care social workers is not dis-
tinguished by any mention of social work in its titles (for example, Oliviere
et al. 1998; Sheldon 1997). Yet these texts offer many excellent examples of
social work playing a distinctive role within the broader framework of multi-
disciplinary palliative care.

The decision by these authors to keep ‘social work’ out of the titles of their
work raises some big questions. Do they feel a need to distance their practice
from social work in general, with all its negative connotations in people’s minds,
or do they feel terms like psychosocial care are essential for it to be taken
seriously? It is interesting to consider whether professionals from other disci-
plines would be less likely to read a book if it had social work in the title. It may be
that these authors want to stress the interdisciplinary context of their work. If
this is the case then how does social work present a unique face? We would argue
that service users were clear that, while there were other professionals whom
they equally valued and respected, they saw the social workers as offering them
something distinctive and special. We feel it is important that this uniqueness of
social work is not lost when it is written about.

If specialist palliative care social workers don’t write about their work, it
seems unlikely that anyone else will. Examination of the indexes of many influ-
ential books on dying and bereavement reveals an absence of any reference
to social workers (see, for example, Dickenson, Johnson and Katz 2000;
McNamara 2001; Seale and Cartwright 1994). Where they are mentioned, it is
usually in passing and referring generally only to accessing welfare benefits.
While this is an important part of the specialist palliative care social work role, it
denies its fully rounded nature. A typical example of this can be seen in
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Ramirez, Addington-Hall and Richards (1998), where in an article entitled
‘The Carers’, part of the ‘ABC of Palliative Care’ series in the British Medical

Journal, social workers are simply listed as a source of support for financial
assistance while, under the heading of psychosocial support, GPs, district
nurses, Macmillan nurses, and bereavement counsellors are all listed, but there
is no mention of social work!

COMMITMENT TO PARTNERSHIP WITH PATIENTS

Service users were emphatic that specialist palliative care social workers worked
in effective partnership with them. But might this be interpreted as diminishing
their ‘expert’ status? We observed the satisfaction with which the majority of
service users described their first meetings with the social worker. Frequently
we were told that the service user ‘just talked’ and the social worker ‘just
listened’. We were told how people felt they had worked to their own agenda.
However, in many ways a profession builds a strong identity around the notion
that it has exclusive knowledge to which only its members are privy. Tradition-
ally professions have been distinguished by their status, power, authority and
‘expertise’. This ‘expertise’ or knowledge is then shared, but often in a highly
structured way that leaves the service user very clear as to who is the expert (the
professional). In this way, social work may run counter to the very characteris-
tics which are used to demarcate the professionalization of an activity. By
helping individuals to develop their own expertise and by genuinely working in
ways that service users want, it may be that specialist palliative care social
workers are seen as diluting their own specific expertise, rather than this being
recognized as a form of expertise in its own right. Yet this participatory
approach to the helping role and practice is closely consistent with increasing
policy emphasis on ‘putting the patient/service user at the centre’ of health and
care services and enabling them to have increased control and involvement. It is
consistent with the demands of service user movements for more equal,
two-way relationships between users and providers of support.

THE BREADTH OF ITS REMIT

Specialist palliative care social workers see their remit in very broad terms, but
might this make specialist palliative care social work difficult to pin down,
define and understand? Service users frequently told us that they had discov-
ered that the social worker had been willing to tackle ‘anything’. This was seen
as an important strength. But we also heard that there was widespread
ignorance about what social workers had to offer. At the beginning of their
involvement, many service users had not been clear about the nature of the role.
If social workers do not clearly spell out their role and demonstrate the virtues
of its breadth, then it is possible that other professionals and service users will
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remain unclear and confused about what it is that social workers actually do and
will be uncertain about referral. It is important that this breadth and flexibility
are not left to be interpreted as having some kind of ‘Jill of all trades, mistress of
none’ role and status,but are truly recognized for what they are: the positive and
distinctive attributes of the profession that service users found so beneficial.

AN EMPHASIS ON DEMYSTIFICATION

Service users said that specialist palliative care social workers tended to treat
patients’ and bereaved people’s feelings and experiences as ‘normal’, rather
than routinely to pathologize them. But could this response be seen to diminish
and demystify what social workers have to offer? Service users told us that this
‘normalizing’ approach had been important to them, but it did cause us
to wonder if this resulted in other professionals misjudging the situation,
assuming that people were able to ‘cope’ and that there was therefore no real
need for social work support.

ACCESSIBILITY AND FLEXIBILITY

Service users seemed to value specialist palliative care social workers’ flexible
ways of working and responded well when boundaries were fairly elastic. It was
very often these elastic boundaries that provided the space for creativity. But
might their accessibility and their sometimes long involvement with service
users lead to specialist palliative care social workers being seen by others as a
‘soft touch’ with woolly professional boundaries? As we highlighted earlier,
there does seem to be a need for more discussion about some of the thorny
issues around flexibility and boundaries here. It seems important that specialist
palliative care social workers are clear about why they work as they do,own their
own ways of working and resist any inappropriate pressures to model their ways
of working on other professions, such as nursing or counselling. Again this
requires confidence but it also demands that social workers think through the
issues so that they can readily articulate the reasons behind their ways of
working and if necessary defend them. We are thinking here of practices such as
offering home visits, carrying out ‘informal’ assessments or keeping cases open
when other members of the palliative care team may have withdrawn.

ASSOCIATION WITH FRIENDSHIP AND FRIENDLINESS

Service users consistently talked about feeling that the social worker was like a
‘friend’ and they valued this. We know though that in some other quarters this
may be seen as ‘unprofessional’. While it is what service users seem to want, it
may thus actually diminish the externally perceived status of social workers.
The knee-jerk reaction is to be fearful that the social worker is being exposed as
somehow unprofessional, unboundaried or merely doing something anybody
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could do. We fear that this is the response that there has often been, with com-
mentators and theoreticians trying to distance social work from such percep-
tions and emphasizing instead its theoretical underpinnings and claim to status.

We suggest instead that social work must learn to listen to what service
users are saying and try to explore what this means. Social work needs to look
behind its anxieties and appreciate just what it is being told. If it fails to do this,
then specialist palliative care social workers may cut themselves off from a
source that could cast considerable light on what they do – service users. Words
like ‘friend’and ‘friendliness’might more helpfully be understood as communi-
cating the warmth, integrity, lack of judgement and empathy which social care
service users internationally highlight repeatedly that they value and want from
social workers. This may be pointing not to a shift away from a theory-based
practice, but to a different, potentially much more complex, democratic and
subtle, theoretical base for professional practice.

AVOIDANCE OF JARGON

In our study, specialist palliative care social workers generally resisted terms like
clinical assessment, intervention and therapy. They tended to avoid using formal
and medicalized terminology. However, jargon and specialist words have his-
torically played an important part in health and social care professions. They
become part of their distinct equipment and identity. They have often been
used to give them a spurious authority.

It was clear listening to service users that they felt little need for this aspect
of professionalism. What mattered to them was that they were understood on
their own terms and, for this to happen, they had to be able to express them-
selves comfortably and to be heard. Jargon is so often allowed to become a
barrier between service user and service worker and to undermine service users’
feelings of competence. In a similar way, formal assessment frameworks and
forms can be used as a tool for focusing and limiting demands and for not
hearing the actual person. If specialist palliative care social workers have done
away with or have not yet succumbed to these professional props, they need to
be confident about their alternative way of working. Unfortunately, much other
social work has adopted such terminology and the practices that go with it.

SOCIAL WORK’S UNCERTAIN STATUS IN PALLIATIVE CARE

If any of the issues we have identified are considered in isolation, they may not
seem particularly significant and of course all are open to debate.However, they
have a cumulative significance. Taken together, we would suggest that they may
play a serious part in weakening the position of specialist palliative care
social work.
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A key related issue is the limited role played by social workers in the man-
agement of palliative care. What is not clear is whether this is a cause or effect of
the problems that we have highlighted. The importance of management in
influencing the quality of specialist social work practice service users receive
was one of the issues that emerged in our study. We found that whether and
when service users were referred to specialist palliative care social work could be
adversely and inappropriately affected by management misperceptions of social
work. Shortcomings in palliative care management could limit the contribution
that specialist palliative care social workers could make to support service users.

Social workers generally have minimal involvement at a managerial level
within hospice and specialist palliative care teams. Though not specifically
referring to social work, Hockley (1997) feels that the distinctive hospice

approach could be under threat because of trends that have been identified:

the best units are those which are led from a multi-disciplinary standpoint…
The clear danger is that all that had been built up over the years could be
undermined if the multi-disciplinary emphasis is to be watered down
because of overly strong medical or nursing direction. (p.95)

In a similar vein, Field (1998) suggests that there is some substance in fears that
a process of re-medicalization, with a dilution of hospice ideals, is accompany-
ing the growth of the speciality of palliative medicine.He identifies more hierar-
chical authority structures in which some nurse managers are finding their
influence diminished. He concludes that there is an increasing focus on
symptom management rather than on dying, as hospices perform a greater
number and wider range of medical procedures than previously (Field 1998,
p.203).This would undoubtedly have implications for the place of social work.

We have no real evidence from our study that this is happening on a large
scale, but the dominance of the medical model was picked up by at least one
service user in the study, who felt there was insufficient recognition for the role
of social work.

It’s a shame they don’t recognize it. You know, I think it’s all doctors, nurses,
doctors, nurses… (Bereaved woman, white UK, age group 56–65)

Where there is ‘overly strong medical or nursing direction’, as Hockley (1997,
p.95) puts it, social workers can find themselves in an isolated and exposed
position if they challenge decisions that they see as failing to take sufficient
account of psychosocial factors. In this situation, without a considerable degree
of confidence and certainty on the part of individual workers, the distinctive
voice of social work is at risk of being muted.We felt that this might have been an
issue in some of the cases we picked out where service users had been unhappy
with social work input.

In some senses, specialist palliative care social workers seem to enjoy con-
siderable professional autonomy. In the main they practise free from many of
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the external controls that bedevil social workers’ autonomy in other settings;
but how secure is this autonomy and does it represent a freedom without any
power? If they are seldom in positions of authority within the organization, can
they expect to influence policies and plans effectively, or does their influence
depend largely on the good will of those who hold executive positions?

Looking wider still, it is pertinent to ask how much influence social workers
have on the broader policy-making bodies that affect palliative care. There
seems to be little detailed information about the role specialist palliative care
social workers play in the bodies that influence and shape palliative care at
either local or national level. It is beyond the scope of this project to give a full
answer to this question but there are some indications that influence is limited
because representation on such bodies is low. We know for example that there
was very limited social work representation on the editorial board and associ-
ated groups of the National Institute for Clinical Excellence at the time they
drew up the draft guidelines for Supportive and Palliative Care Guidance (NICE
2004). This perhaps accounts for the way that the role of the specialist palliative
care social worker is given comparatively slight acknowledgement within the
guidelines, though social care more generally is given prominence. In the draft
and subsequent guidelines, specialist palliative care social workers were not
included as core members of the team. Feedback from stakeholders did not
alter this situation. Core members are identified as doctor, nurse and adminis-
trator. The House of Commons Health Committee (2004) on palliative care, in
contrast, however, argued that:

it is essential that shortfalls in staff involving other health and social care pro-
fessionals with relevant experience – such as community nurses and social
workers – are addressed at the same time. Palliative Care is manifestly a
branch of medicine requiring a team approach. (para.115)

A further indication of the marginalization of social work is that representatives
with a social work background only have one place on each of the two key
national palliative care organizations in the UK: Help the Hospices and the
National Council for Palliative Care.

The picture is the same in social work, where people with a background in
specialist palliative care social work are underrepresented in its key organiza-
tions. Social work discourse rarely draws on or presents experience from pallia-
tive care social work, but instead has continued to be preoccupied with child
protection, its most contentious and least satisfactory area of activity.

It is not only in practice and not only in palliative care that social workers
find themselves either in a minority or else managed or supervised by other dis-
ciplines. Lyons and Manion (2003), reporting on two surveys into doctoral
research in social work in the UK,speak of ‘the relative invisibility of social work
research in the form of doctoral studies’. They go on to say:
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people who have qualified and worked as social workers and are researching
issues which are central to social work policy and practice, are undertaking
their research with supervisors in other disciplines, for example sociology or
social policy, in universities not engaged in social work education. (p.1119)

And furthermore:

Social work is not recognised as a ‘research discipline’ for the purpose of allo-
cating funding to doctoral students…it suggests a lack of government or
other targeted funding for the discipline…[and] there are no annual collec-
tions or publications of information about completed social work theses.
(p.1119)

This has been confirmed more recently in a national project exploring the
status of social work research with the Economic and Social Research Council
(ESRC) (Shaw et al. 2004).

We have tried to show that many of the aspects of specialist palliative care
social work that were emphasized as being important to service users are not
necessarily appreciated more generally. In one sense, the things that people told
us they wanted and valued were very straightforward, simple and easy to under-
stand. Perversely, though, practitioners may actually be scared off attempting
them. For when we read theoretical books about social work, the style and
language are often obscure and inaccessible. As we noted earlier, social work
discourse is predominantly constructed by non-practitioners. Social work texts
and theorizing have tended to marginalize the inclusion of people with signifi-
cant and, particularly, current experience as social work practitioners. It is all
too easy for practising social workers, even experienced ones, to be intimidated
by such writings; to feel that they haven’t grasped the ‘real’ issues, that they are
missing something and that their own experiences of practice are irrelevant.
This can readily engender a feeling of inadequacy and embarrassment,which in
turn leads to reluctance to share their own experiences, particularly in writing.
It is vital not to lose sight of the fact those things that sound very simple to say
may not be so simple to do – ‘she just listened’ conceals a myriad of knowledge,
skills and values being put to work.

Listening to what service users have to say will help specialist palliative care
social workers to be clearer about what is valued and therefore better placed to
understand the particular strengths and weaknesses of what they have to offer.
This knowledge could enhance social workers’ understanding of the distinctive
nature of their role, thereby raising their professional confidence and ability to
argue for the place of social work as a core service within specialist palliative
care.
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THE IMPORTANCE OF EVALUATION

Clearly, if specialist palliative care social work is to build on the experience and
views of service users in this way, then these need to be regularly and systemati-
cally included as part of a process of evaluation. Our finding – that few service
users had been given the opportunity formally to evaluate or offer feedback on
the specialist palliative care service – was perhaps one of the most worrying
findings of this study. Certainly there were only a few examples of such evalua-
tion being done in a routine and comprehensive way. We came across no
instances of individual service users who had been involved in comprehensive
and independent evaluation of the service that they received.

It is important that evaluation involving service users is carried out with
care and sensitivity and does not itself impose an extra, unhelpful burden on
people. This is a point that was made by some of the participants in our study
and which has been highlighted in other studies. Small and Rhodes (2000,
p.123) wrote:

There is something potentially controlling and hierarchical about an imper-
ative to be informed, to have a view, to have to play a part in planning and
evaluating services. The space for someone to say, ‘I don’t want to know, I
just want to be looked after, I don’t want to face that now’ is disappearing, at
least as a socially approved or accepted space.

While their conclusion may be an overstatement, their central concern holds.
However, some service users made it clear to us that they did want to be involved
in evaluation. It was sometimes a reason they gave for taking part in our project.
These people were in effect being denied an opportunity to say what they had
valued, to make clear any gaps, to offer suggestions, or to complain. It is
essential that service users, who want to, can be involved in evaluating services,
but this will mean creating the right conditions for that involvement. For
example, issues of access and support need to be properly addressed (Beresford
et al. 2005b). There is ample evidence that where this has been done it is
possible to involve even very vulnerable people (Hughes et al. 2004).

Failure to seek the views of service users means that specialist palliative care
social workers are closed off from a potential source of positive support, reward
and validation for their work. Given the apparent uncertainty and lack of confi-
dence of some of them about what they have to offer, this must be a serious
omission. Unless their practice is evaluated, they have little evidence to present
to other professions, managers and funding bodies about their role within pal-
liative care and its importance to service users. They have little to counter the
prevailing and pervasive negative image of social work other than anecdotal
evidence. They have nothing concrete, for example, to substantiate the need for
further training or to support requests for more social workers.
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The centrality of service users’ views
This is a crucial point. If specialist palliative care social workers want to make
the case for social work as a valued and legitimate role, the evidence from our
study is that they can only benefit by drawing on what service users have to say.
If it is left to other professions to pass judgement on specialist palliative care
social work, then it does not look as though it will be seen as a highly valued pro-
fession, since the very skills that it has to offer can be difficult to distinguish and
are frequently not recognized or valued – just as service users themselves are not
always valued. Regular and systematic evaluation of service users’ views and
ideas is perhaps the first step along the way towards securing for specialist pal-
liative care social work the recognition that service users seem to think it
warrants.

The scale of the challenge should not be underestimated.As Arnon Bar-On
(2002, p.1010) writes:

Regarding social work’s bases of power, the challenge is to re-vitalise
the profession’s image, which too often still epitomises incompetence,
shoddiess…and bureaucratic blindness…and so reduces the weight its prac-
titioners’ messages are accorded as well as their latent power. Changing this
image is a daunting task because without information to the contrary, there
is little to convince others that social workers do help…

If specialist palliative care social work is sensitively and regularly evaluated and
the views of service users are included in this process,both its evidence base and
its profile are likely to be strengthened. There will doubtless be issues to
address, but there is also likely to be good news to share. This is important not
just for palliative care, but for social work in general. Social work as a whole is
not good at sharing its good news (Smith 2003).This has increasingly been rec-
ognized at government level. The Department of Health sought to rectify this
with an image-building advertising campaign timed to coincide with the intro-
duction of the new social work degree programmes. But advertising campaigns
are unlikely to be enough on their own. Social work’s bad press is unlikely to dry
up. The work of social workers, particularly in the context of child protection,
is inextricable from working with and managing risk. In such a complex
environment, particularly given social work’s historically low status, inadequate
funding and organizational problems, misjudgements resulting in tragedy are
sometimes likely to occur. It is important to distinguish between social work’s
own failings, the negative images and labels that are attached to it and its inher-
ently difficult task, and to seek to address all three of these.

Some social workers in the statutory sector may feel that our findings are
only relevant to the specific field of palliative care social work which we have
examined. However, we would question this assumption. Our focus has been
on people facing loss, change, illness, impairment and sometimes material
deprivation. These are issues and characteristics shared by many users of social
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work and social care. Moreover, all the groups of people who come to the
attention of other fields of social work, including older people, disabled people,
mental health service users, people with learning difficulties and families with
children, may also come the way of palliative care social work. The attributes of
good practice that are valued in this setting are not narrowly specialist. We
would suggest, from what service users say, that they are likely to be helpful in all
social work settings. They build on the traditional skills, values and concerns of
social work, though we fully appreciate there is not always the freedom to apply
them as social work practitioners might like to in every setting. There is all the
more reason for re-stating what service users want because these are the very
things that have been lost in so much social work, as many writers highlight
(Seering 2003; Trevithick 2003).

Studies that have asked service users about other types of services and what
they want from their social workers have come up with remarkably similar
findings to our own and it is worth detailing some of these to show the consis-
tency. Children interviewed for research into the working of the Children Act
(Aldgate and Statham 2001) were clear what the qualities of a social worker or
other professional were that enabled them to discuss their feelings and take an
active part in effective decision making. They identified:

� reliability

� practical help

� the ability to give support

� time to listen and respond

� seeing children’s lives in the round, not just the problems (p.93).

Their findings about what parents want from services have a very familiar ring
as well and we just give examples of two:

� parents value services which offer a combination of practical and
emotional help

� parents value social workers who are approachable, honest,
understanding, reliable and helpful, and who have time to listen
(p.81).

Peer research carried out in the Netherlands by homeless adolescents (De
Winter and Noom 2003) found that:

Communication with social workers is not as it should be. They are not
listened to; too many social workers remain behind their desks and there is
too little personal involvement. (p.326)

Asked in the same study what an ideal social worker would be, they were told:
‘Someone who doesn’t regard you as a client, but treats you as an ordinary
human being and trusts you’ (p.336).
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A study into the views of young people (Pritchard et al. 1998) about their
experience of educational social work concluded that: ‘The most important
finding…was the central importance of their relationship with their educational
social worker and the associated practical help and guidance, which was so
highly valued’ (p.930). Two major national consultations with adult social care
service users, carried out in 2005 towards the preparation of the government’s
White Paper on health and social care (Department of Health 2006),both high-
lighted the same range of human qualities in social care workers as was empha-
sized by service users in our project (Beresford et al. 2005a; Branfield et al.
2005).

As Parton says:

The central message that comes across time and time again is that it is not
the particular model or technique used by the social workers but the quality
and value of the experience. (2003, p.3)

This has been a constant theme in the comments of the service users involved in
this study. Listening to what they say may offer the key for bringing specialist
palliative care social work (and indeed social work more generally) out from the
shadows into the light.

SUMMARY

Service users see specialist palliative care social work as an essential part of pal-
liative care provision. They have identified its distinctive role and value the
particular contribution it can offer them. Despite their enthusiasm, specialist
palliative care social work seems to be beset by internal uncertainty and external
misunderstanding. It is a service in the shadows. Evidence of this is offered by
the fact that social work does not seem to be prioritized and is not universally
available to palliative care service users, and that there is widespread lack of
knowledge about what social workers actually do among other professions,
which in turn limits referrals.

There seems to be a paradox here. The very strengths of specialist palliative
care social work, which service users say are important – its flexibility, informal-
ity and ‘ordinariness’ – are not generally those that attract professional recogni-
tion. Other factors such as lack of social work’s managerial influence and
limited representation on the outside bodies which govern and develop pallia-
tive care all work together to diminish the profile of specialist palliative care
social work. This low profile is not exclusive to palliative care. Social work in
general is often seen as a marginal activity.

It is essential that service users are meaningfully involved in evaluation of
specialist palliative care social work if its contribution is to be recognized. So far
there is scant evidence that this is happening. This means that specialist pallia-
tive care social work is unlikely to improve in the ways that service users want. It
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also means that the positive findings about specialist palliative care social work
are unlikely to be shared. The findings from this study, while focused specifi-
cally on specialist palliative care social work, are likely to be relevant for all social
work. The good news from palliative care provides insights and encouragement
for social work in general. It re-affirms that the traditional skills, knowledge and
values of social work remain of central importance to service users.
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CHAPTER 13

ISSUES FOR THE FUTURE

In this final chapter,we pay particular attention to the implications of the book’s
findings both for practice and training in palliative care and social work. We also
look specifically at issues of user involvement in palliative care and draw
together service users’ own ideas about what will be helpful for the training and
practice of specialist palliative care social workers for the future. We offer our
ideas cautiously because it became clear to us during this work that social work
services within palliative care are very diverse. In some hospices there are large
teams, offering wide-ranging support, while in others there may be just one
social worker trying to keep the flag flying. Undoubtedly, in some contexts,
where work is far advanced, these suggestions may be superfluous. In others,
they may seem beyond reach. However, we hope they will act as a catalyst for
further thought, discussion and action. Most important, they may highlight the
need to ensure that service users can expect the same high quality of service
wherever they are and whoever they are. Ensuring equity has emerged in recent
years as one of the key objectives that health and social care services experience
especial difficulty achieving. We begin by looking at some of the strengths and
limitations of the study upon which this book is based; strengths and weak-
nesses which in some cases reflect those of palliative care and specialist pallia-
tive care social work themselves.

STRENGTHS OF THE STUDY

The study had a number of significant strengths. It was broad based, covering a
wide range of palliative care units, which were diverse in terms of type of man-
agement, geographical location, class context and the services they offered.
They included inpatient, day-care and home care services. We also tried hard to
ensure that the sample of service users was as diverse as possible in terms of age,
gender, class, ethnicity and type of illness and condition. We were successful in
recruiting people at all stages of their illness and bereavement.The service users
who took part included people with speech impairments and who communi-
cated differently, people with visual and physical impairments and people with
experience of mental health problems.

The study sought to be inclusive and participatory in approach. By this we
mean that service users (both palliative care and other service users), through
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their inclusion on the project’s steering groups and advisory group, played an
important role in shaping the project. They helped us in identifying important
issues to think about, identify gaps and manage uncertainties. Particularly
important, they helped us to explore the findings as they emerged. The service
users on the advisory group read drafts of the report as they were written and
sought clarity, offered feedback and made suggestions in the light of their own
experiences. There was feedback through newsletters to participants and we
had some positive comment from them on this approach, although it is not easy
to know what impact this has on people who may have wanted to ‘move on’
from an experience. Entwistle, Tritter and Calnan (2002) urge more research
into the effects of giving feedback in research. Similarly, as yet we are at an early
stage in understanding and having a clear evidence base about the benefits of
involving service users in research. The frequently emerging picture from
service users who do get involved, however, is that where that involvement feels
meaningful rather than tokenistic, it is inherently positive and beneficial. More
research is also needed in this area.

The study demonstrated once again that people facing life-threatening
illness or bereavement, even some very sick and distressed people, are willing to
be involved in research (Barnett 2001). Some of the participants said it had
been very important to them to take part and have the opportunity to say things
that they felt mattered. We also found, like others, that with proper informa-
tion and assurances about confidentiality and anonymity, many people were
prepared to be video-recorded and audio-taped (Hargreaves and Peppiatt
2001). Some service users, like those on our advisory group, are also ready for
regular and longer-term involvement, demonstrating a considerable degree of
commitment and a strong sense of responsibility.

LIMITATIONS OF THE STUDY

The study, however, also had some limitations and it is important to be clear
about these. As we have indicated, some of these seem to reflect limitations in
specialist palliative care social work and palliative care themselves. Despite the
fact that the sample was very diverse there were some difficulties in recruitment,
which resulted in gaps in whom we were able to speak to. We found it difficult to
involve children and decided quite early on that we would abandon this goal.
There had always been concerns on the part of the funders about including
children, but our advisory group had challenged these. In the event, given the
scale and resources of the project, it became clear that this was a task which it
wasn’t feasible to take on. Likewise we found it harder to recruit men, and
people from minority ethnic groups, although we did ensure a good representa-
tion of both in the end. A particular gap that we did not manage to address may
be the absence from the study of people from minority ethnic groups who did
not speak English.Though we made it clear that we could offer interpreters, this
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was not taken up. We did not access anyone identified as having learning diffi-
culties, although other work does help to fill this gap (for example, McEnhill
2004). We suspect that some of these difficulties may reflect wider issues about
the actual profile and characteristics of those who use palliative care services
and palliative care social work services. So it is likely our difficulties reflect
broader problems which need to be addressed in palliative care.

A potential area of concern that we recognized from an early stage was that
of ‘cherry picking’ the service users who took part. Our worry was that by
recruiting service users through social workers we may have ‘cherry picked’
those who were more likely to be positive and give us the ‘good news’ about
specialist palliative care social work rather than being critical. Added to this,
reluctance to express negative opinions about ‘care givers’ is already an
acknowledged problem in research (Williams, Coyle and Healy 1998). We have
already addressed this issue of ‘cherry picking’ in Appendix 1, so will not focus
on it again other than to say that we were strenuous in our efforts to enable
participants to make negative comments and included check questions to
encourage this. In the event we certainly recruited a small number of service
users who were unhappy about the social work support that they had received,
so, as will already be clear, the picture was by no means all positive. Further-
more, while participants were generally positive about social work practice,
their comments did highlight problems in its organization and management
that could limit the effectiveness of such practice.

An unexpected discovery we did make was that where service users felt well
disposed to a service, they also seemed to be keen to see it develop, learn and
improve. Frequently we recorded in our process notes that service users were
determined to think about how services and practice might be even better. If
there was any general reluctance to be critical about specialist palliative care
social work, it was well hidden. At the same time, significantly, we did pick it up
very readily in some people’s initial reluctance to tell us about their previous
views of social work generally. However, with only modest prompting and
encouragement, service users opened up on those issues as the interviews
progressed.

Our chosen method of recruitment to the study (only including service
users who had experience of specialist palliative care social work) meant that it
excluded service users who may have been offered specialist palliative care
social work but had refused it. While this meant that all participants had direct
experience of specialist palliative care social work and therefore spoke from
direct knowledge, this also represents a limitation of the project and further
research in this area would be helpful.

To ensure that the project was as sensitive and user friendly as possible, we
built flexibility into our research method, but this can also create its own
problems. We developed a semi-structured interview schedule, which was used
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as a guide, but the participants were allowed the chance to give their accounts in
the way that they wanted to and on one or two occasions the schedule was all but
abandoned. This inevitably meant that though people were able to talk about
things that mattered to them, they sometimes didn’t provide all the information
that we would have liked, as time ran out, they got tired or our research issues
were simply not their issues. This raises ethical issues as well as methodological
ones and there are no real easy answers to the tensions that occasionally exist as
here between the goals of researchers and those of research participants
(Seymour and Skilbeck 2002). Whilst we ended up with rich accounts of
knowledge and experience, sometimes ‘precision’ was compromised in the
sense that, in a few cases,accounts could be difficult to compare and contrast, as
they simply were very different.On balance we felt that it was more important to
let people offer their accounts in the way that they wanted, rather than restrict
them too readily to suit our schedule. We nonetheless learned a great deal from
their accounts.

IMPLICATIONS OF THE FINDINGS

The findings discussed in this book have wide implications. There are signifi-
cant implications for palliative care, specialist palliative care social work and
social work more generally.

Issues for hospice and palliative care
We have already rehearsed a number of these issues in our discussion of the
findings from the study. These include:

� the relatively small proportion of people who currently at the end of
life access specialist palliative care, despite the evident benefits it
can offer

� the continuing and possibly increasing strength of the medical
model in palliative care and the challenge it poses to the
maintenance of the holistic philosophy and goals that have
traditionally underpinned this field

� unequal access to specialist palliative care in terms of class,
ethnicity, the nature of life-limiting illness and condition, etc.

Hospice and palliative care are still seen as very threatening by many people and
there was initial reluctance among service users to accept referral. We don’t
know how many of those who did not access the service did so because of this.
Service users, including some who were themselves employed in health and
social care, tended to have one view of hospice care. They saw it as signifying
imminent death. One man said that he had always thought of the local hospice
as ‘the death house’. Late referral seemed to be very common and this helps to
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perpetuate such an image. Once in the system service users were very rapidly
reassured.

As the range of life-limiting illnesses and conditions addressed by hospice
and palliative care has begun to grow and medical responses to them have
developed, the potential contact that people may have with palliative care has
lengthened. The association of palliative care with rapid death is changing – at
least objectively. This is throwing up many new issues of its own. Work needs to
be undertaken to make clear the full brief of hospice and palliative care work.
We recognize that this is already getting considerable attention. Social workers
may have a particular contribution to make here,particularly in seeking to reach
people from disadvantaged communities, who may currently be under-repre-
sented as users of specialist palliative care.Social workers are already likely to be
in touch with a network of schools, social agencies, community groups and
other contacts in the community and could almost certainly build on this for
outreach and educative work. Some service users indicated that they saw this
type of educative work as important and said that they would be prepared to
play a role in supporting it.

Issues for the role and image of social work
It is important to be aware of the negative image that social work currently
carries as the effects of this are both pervasive and corrosive.Two points need to
be made from the evidence of this study. This is not only a consequence of
negativity from some media and politicians. We should also remain mindful
that sometimes this image has been formed because of actual bad experience.
This was certainly what some service users in this study said and it is strongly
confirmed by other studies of service users’ views of social work and social care
(for example, Branfield et al. 2005). It is not enough to see the adverse image of
social work as unrelated to its actual nature or a consequence of unjustified and
politically motivated hostility to social work. We must move on from a view of
the solution as essentially a matter of improved public relations and media
coverage.

There is a need to explain the social work role very carefully to other profes-
sionals, to service users and to the wider world, if there is to be genuine under-
standing and appreciation of what social work can offer. It is likely to be unwise
to remain passive on this issue. It is important to assume that many people,
including other professionals, have no idea of what specialist palliative care
social workers do, to be ready to explain it and to make sure that the more
negative images are directly countered.

It is also important to celebrate the positive achievements and outcomes
of specialist palliative care social work through discussion, writing and
recording; to establish that these social workers have specific attributes, skills
and knowledge which is worth sharing. It is crucial for social work to put the
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message across that, where social workers are given the opportunity to work
creatively and in the ways that they and service users want, then the evidence is
that the profession is able to deliver. This will then help to strengthen the repu-
tation of social work more generally and will help those who are currently con-
strained in their roles to argue for the right to work more freely.

Issues for specialist palliative care social work
We are particularly concerned here, of course, with the issues raised by our
findings for specialist palliative care social work because this has been the focus
of our inquiry. We believe that what service users have to say casts helpful light
on specialist palliative care social work – its strengths and problems. It may be
helpful to set out these issues and implications arising from the findings in the
same way that we organized the book – in terms of people’s journey through pal-
liative care and specialist palliative care social work.

REFERRALS TO SPECIALIST PALLIATIVE CARE SOCIAL WORK

This is an area where significant problems emerged.Whatever the merits of spe-
cialist palliative care social work practice, they will be negated if people are not
able to access them. This is clearly happening with existing structures for
referral. Just as there are exclusions and inequalities in referrals to palliative
care, so there is a further set of inappropriate barriers operating to deny people
the support that many feel they can gain from specialist social work. There is a
need to review referral patterns, carry out audit and identify gaps in who is
accessing specialist palliative care social work. Our evidence suggests that
patients rather than bereaved people may be the most in danger of slipping
through the net.

Put simply, at least three agents may be at work in the process of referral to
specialist palliative care social work: other palliative care professionals, the
social worker themselves and service users. We know that service users are fre-
quently put off social work. So far the indications are that other professions may
lack knowledge about social work, or misunderstand or devalue it. This needs
to be addressed. But social workers themselves may need to be more proactive
in their stance on referral in their agencies.

It may be helpful for specialist palliative care social workers to reflect upon
their own skills and see if any gaps reveal a desire to limit the service or mirror
their own anxieties about competence in any particular area; for example, in
working with adolescents or with people with certain illnesses and conditions.
More thought needs to be given to referral pathways. There needs to be consid-
eration of whether there are gatekeepers to the social work service. If there are
gatekeepers, are assumptions being made about their knowledge of specialist
palliative care social work?
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It may also help social workers to think about the value of both formal and
informal approaches to service users. We found that informal ‘unannounced’
approaches worked very well and without them some very distressed people felt
they would not have received the support that they wanted.

As yet it seems that service users play a very limited role in referring them-
selves to specialist palliative care social work. Given the status and image of
social work and the difficult times service users are likely to be going through,
this is perhaps not surprising.There seems to be further scope for extending the
role of written information and other media in increasing accessibility. Some
service users would have liked more written information about social work and
how to access it. Others told us that it had been available and they had turned to
it when they felt they were not coping. It will be helpful to find ways of offering
social work support more than once. Some service users said that they had
rejected social work when it was first offered, but were pleased that it was
offered again later and they took advantage of the offer.

ASSESSMENT IN SPECIALIST PALLIATIVE CARE SOCIAL WORK

Most of the service users with whom we spoke were happy about the way that
the assessment had been carried out. However, a small minority seemed disad-
vantaged by the approach most commonly used, which seemed to be informal,
without forms and checklists and perhaps to a degree reliant on service users
opening up discussions about their needs. Some service users told us they were
not clear what they wanted or needed. Perhaps more important, they weren’t
clear what it was that the social worker could offer. They had felt rather lost in
the process. They needed clearer steering.

Further thought needs to be given to assessment methods in specialist pal-
liative care social work. This is not to suggest a move to the more mechanical
approaches which now seem to predominate in statutory social work, particu-
larly with adult service users, and our study pointed against this. At the same
time, there are still some large questions to answer. For example, are there ways
of capturing the concerns of some service users who do not respond so well to
current, more informal methods? Is there a need for more flexibility of
approach, which social workers demonstrated in their practice more generally?
Would a multi-method approach be more helpful? Could some of the tech-
niques and tools from research have a place here? We are thinking of some of the
well-validated, self-administered schedules and questionnaires that researchers
use to access the concerns of patients. These might be adapted to use in
practice, as a supplement to the face-to-face assessment, to ensure that all
concerns were covered.

Perhaps most important, it cannot be assumed that service users know what
social work can offer. It is clearly still essential to ensure that the social work role
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is fully explained at the time of assessment. Any preconception that the service
user has any understanding of it needs to be challenged.

THE RANGE AND KIND OF SUPPORT OFFERED

One of the strongest findings that emerged from the project was the many
different ways of working that specialist palliative care social workers would
enlist to support service users effectively. They were also very sensitive to
matching the kind of support with what the individual service user wanted or
from which he or she might specifically benefit. However, service users still
identified some gaps. These related to the provision of welfare rights support,
services offered to children and young people and the availability of groupwork,
particularly to patients. There was also little evidence in this study of much
work with families as a group or of groupwork with people’s wider networks.
Most work was done with individual family members one at a time. There were
exceptions but we did not find many examples of such whole family work.

It might be expected that the wide variety of settings for specialist palliative
care social work – small and large, statutory and voluntary and the range of
different traditions they come from – might result in unevenness and patchiness
of provision. The issue is not about standardization and conformity. Rather it is
about ensuring that the provision of specialist palliative care social work is char-
acterized by shared principles,working practices and an agreed remit. It is likely
to be helpful to take forward this strategic goal; for social workers to take time to
reflect on the support they offer, the approaches that they use and the service
users they work with, to determine gaps and omissions in their particular
service and any training needs that need to be met.As yet there is no consistency
in social work practice in different places and settings – and this, as opposed to
standardization, is likely to be helpful.

WORKING WITH DIFFERENT GROUPS OF SERVICE USERS

Our study reinforced the view that there are gaps and inequalities in access to
specialist palliative care services. These in turn further restrict access to special-
ist palliative care social work. Barriers are also operating to restrict access to
specialist palliative care social work to those service users who do enter the pal-
liative care system. There needs to be a systematic audit to help ensure that all
users of the specialist palliative care service are able to access the specialist pal-
liative care social worker. As we have suggested, children and adolescents may
not be having their support needs met in every setting. There seem to be impli-
cations for training here so that the confidence and expertise of social workers
can be boosted. Some service users commented that their children needed to
meet other children in a similar position. There is scope for joint working
between palliative care centres, GPs and schools, so that opportunities for
bringing together children who have been bereaved are maximized.
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Some men particularly seem to find it difficult to accept social work referral
and new thinking is likely to be needed here about ways of both offering and
delivering a social work service.Some women felt that they carried an extra load
supporting the men in their lives and ways need to be found to offer them addi-
tional support. The evidence to date indicates that black people and people
from minority ethnic groups do not have equal access to palliative care and spe-
cialist palliative care social work and social workers need to be proactive in
efforts to address this. Social workers also need additional training around the
needs of people with diagnoses other than cancer. As palliative care services
become more inclusive and are no longer seen as solely concerned with cancer,
there will clearly be a growing need for such expertise and understanding.

WHERE THINGS DID NOT GO SMOOTHLY

We would be cautious about making recommendations about areas where
social work practice seemed to go wrong. There were very few such cases and
we only had one perspective on them. However, it did appear that certain situa-
tions produced the conditions for things to go wrong. Problems seemed to be
particularly associated with rushed or disputed discharges from the specialist
palliative care service. Social workers often do not have the key say in such
discharges.

If this situation is to be improved, there needs to be discussion and reflec-
tion about the social work role within the broader interdisciplinary group. The
specialist palliative care social worker’s ‘bridging role’ seemed to leave them
very vulnerable when the services at either end of the bridge – that is, the
hospice- and community-based provision – both failed to deliver adequately, as
was occasionally the case.

It was evident that when things had gone badly for a service user, they
sometimes found that this complicated their bereavement and they were
left with difficult feelings but no continuing support. These feelings were
sometimes still quite raw in the interviews. Social workers need to find ways of
sensitively offering such service users support in their bereavement either
directly or through appropriate referral.

No part of palliative care or particular professional roles within it can be
considered in isolation. Our focus was on one specialist palliative care profes-
sion – social work. But it became clear that other professions and structures not
only impacted on specialist palliative care social work, but could also determine
the nature of service users’ experience of it – and indeed whether they had expe-
rience of it at all. Palliative care is truly about multidisciplinary and interdisci-
plinary working and if this doesn’t happen on an informed and sensitive basis
there are likely to be problems.
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INVOLVING PALLIATIVE CARE SERVICE USERS

One of the particular characteristics of this book is that it is centrally based on
what service users have to say.As we commented earlier, this is still very unusual
in writings and discussions about health, social care and welfare. Yet it is clearly
important because service users have a unique contribution to make in such
discussions.They also have a role to play more generally in policy and provision.
In our study, service users themselves suggested ways in which they already
were involved or felt they could be more involved in specialist palliative care
social work.They could see a helpful role for user involvement in a wide range of
aspects of specialist palliative care social work. These included:

� user involvement in service evaluation and feedback

� sharing service user knowledge of social work

� providing peer support

� working as volunteers

� user involvement in training.

User involvement in service evaluation and feedback
Service users generally felt that it was important for service user feedback on
services to be sought and for there to be user involvement in service evaluation.
At the same time, they stressed the need for this to happen in ways that are
meaningful and are not burdensome. Service users need to be assured that any
feedback they offer is confidential and that there can be no possibility of
negative repercussions for people’s care. The frequent failure at present to
involve service users systematically in providing feedback and evaluation in spe-
cialist palliative care social work, at both an individual and collective level,
seems to be one of the critical areas to be addressed for improving practice.This
is likely to have financial implications if evaluation is to be carried out independ-
ently and to involve service users sensitively and widely.

Sharing service user knowledge of social work
A number of service users in our study suggested that it was really important for
specialist palliative care social workers to tell people what they do and how
helpful it can be. They had a commitment to this, because they felt that they
themselves had been under a misapprehension about social work and that they
might have missed out very easily on a resource that had turned out to be
important for them. One man described himself as having been ‘a bigot’ about
social work. He did not want others to remain in the same ignorance. It was fre-
quently for this reason that people were motivated to take part in the research
and it would not be unreasonable to assume that some may have been equally
prepared for involvement in other ways; for example, speaking in support of an
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application for a new social work post, or speaking to independent service eval-
uators.Some service users saw for themselves that there was a lack of knowledge
and recognition of both palliative care and specialist palliative care social work,
and one man said he intended to talk to his MP about this.

One steering group suggested that service users could contribute a great
deal to appointment panels for new social workers. They felt they would be able
to identify very quickly if a candidate had the personal qualities that mattered
to them.

Providing peer support
There was considerable evidence that service users derive a great deal of
support from each other. Some, however, would have liked to have had more
opportunity to meet others in the same situation or with the same disease or
condition and needed help to make this possible. They saw this as a form of
involvement. There were a number of examples of service users running groups
for themselves, usually after a bereavement group had ended. Again, many
service users expressed the opinion that this was enormously helpful to them.
There seems to be significant scope for this to happen more often.

Working as volunteers
In some discussions, service users challenge the idea of volunteering as an
expression of user involvement. The feeling is that it reflects an extension of
(unpaid) responsibility, rather than the devolution of power and control with
which they primarily associate participation (Beresford and Croft 1993).
However, in this project, service users highlighted a different understanding of
volunteering, which led them to include it as an expression of user involvement.
Volunteering is often conceived of as one group of (relatively advantaged)
people helping another group of (relatively disadvantaged) people. Service
users here challenged such assumptions. Many talked about their wish to work
as a volunteer at a future time in the hospice and one or two already were doing
this. Others were helping their hospice through supporting fundraising events.
Another patient had talked about her hospice on the radio and had positively
welcomed that opportunity. In these ways they saw volunteering as a means of
engaging in palliative care and injecting a service user element into it.

User involvement in training
The area of user involvement in which there was most discussion from service
users was user involvement in professional training and practice. It is difficult
and perhaps unhelpful to try to separate the two. Service users offered their
thoughts about user involvement in training, as well as highlighting the skills
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and qualities that they valued in professional practice and that they felt training
needed to support and encourage.

Disabled people’s and other social care service users’ organizations have
long argued that user involvement in training is one of the most effective ways of
improving the culture of health and social care services (Beresford 1994; Levin
2004). Several service users in our study said that they felt one of the most
useful ways in which new social workers could learn was by speaking to and
mixing with people facing life-limiting illnesses or bereavement. Members of
one of the steering groups remembered their current social worker as a student
on placement and recalled her readiness to chat to the patients in the day centre
and to learn from them.This was one of the qualities that they valued about her.

Service users conveyed a real sense that many people were happy to share
their experiences to help social workers learn. Several talked of their willingness
to have students sit in on their counselling sessions, or to have students shadow
their social worker when she or he was working with them. One woman said she
didn’t like speaking in groups or giving talks but she had given her journal to her
social worker so that it could be shared with others in a helpful way. Other
people said they were happy to give talks. One patient told us that she had gone
into the local university at the social worker’s request to speak to students. She
described herself as being well educated and from a professional background
and she felt that her direct involvement in training could help the students
challenge assumptions and understand that service users could come from all
types of backgrounds. She had valued the chance to make this contribution.

There is nothing especially new about patients and service users playing a
part in working directly with students. This has long happened routinely in
some medical schools with perceived benefits for both students and patients.
Studies looking at the impact of this kind of role on patients (Jackson, Blaxter
and Lewando-Hundt 2003; Stacy and Spencer 1999) have found that patients
had been able to tell students how they saw their illness affecting them, with
many stressing the broader social and psychological impact, as well as their
medical concerns. They emphasized the effect on the family in many cases.
They also highlighted the importance of being listened to.

Patients felt that they benefited because their expertise in their own
condition was being acknowledged. They felt empowered by being able to facil-
itate the learning of young doctors. They thought that they had been able to
share, open up and be listened to. Some said that they had learned more about
themselves and their condition and others had welcomed the small gifts of
appreciation that the students had given them (Stacy and Spencer 1999). But
there were some issues that need to be noted and these are likely to apply
equally to the involvement of specialist palliative care service users in the
training of social work students. Some patients felt they had been ill prepared
for the role. They were unclear what was expected of them and the students
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were not always clear either. In some interviews with patients, carers had done
most or all of the talking and this raised doubts as to whether students
had always had the opportunity to hear the patient’s perspective directly.
Some patients noted that when students visited in mixed gender pairs, the
women students did the talking and the men students took the notes. Some
patients experienced uncertainty and embarrassment about communicating
with students from different ethnic backgrounds, for instance not knowing how
to pronounce their name. Perhaps most important, some patients felt exploited
because of insensitive and patronizing questioning, or because of questions left
unanswered about such things as their right to see what the student was writing
about them in their report. If patients are to become more involved in palliative
care education or training, then all these kind of issues need to be thought
through well in advance, just as ethical considerations are thought through for
research participants.

Not only is there experience about user involvement in training and
education to draw on from medicine and palliative care. Since the introduction
of a new social work qualification in 2002, the involvement of service users has
been required in all aspects and stages of professional social work education,
from student selection, through the shaping of the curriculum and provision of
training, to assessment and post-qualification learning (Levin 2004). This has
been a comprehensive and systematic development, for which additional
funding has been allocated nationally. Service users and their organizations
have been involved in shaping it and there is now a growing literature on the
subject. There is now a substantial body of experience relating to training for
user training, training in user-controlled placements as well as more traditional
settings, and training based on the social models of understanding developed by
service users, rather than mainstream medicalized individual models. This
provides a valuable resource to draw on in supporting the full involvement of
palliative care service users in social work education. It raises its own issues
because of the particular difficulties faced by such service users, but the
emphasis now placed on imaginative approaches to user involvement in social
work provides insights for enabling their involvement in all kinds of ways.

A basis for positive practice
We asked service users what they thought was helpful for training specialist pal-
liative care social workers. Taken together their comments provide a picture of
what they value in professional practice. There was a remarkable degree of con-
sistency in their concerns. It is important to remember that these concerns are
based on experience – their own experience. We offer their views here. They are
not all presented in people’s own words because we have tried to amalgamate
and summarize a wide range of comments and many people said similar things.
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We highlight the issues and themes that service users identified below. These
include being:

� sensitive

� close and supportive to service users

� human

� flexible

� informed

� inclusive

and

� providing information

� making connections.

BEING SENSITIVE IS…

� to treat people with individuality and sensitivity

� not to think it is okay just to barge in and ask all sorts of questions

� to be aware that some people may want to talk about end-of-life
care even when their condition is stable, they are doing well and
they may appear reluctant to talk

� to be aware of people’s heightened sensitivity to casual remarks,
such as ‘You look well’ when the person may in fact feel awful

� to be able to adapt to families and their individual ways of coping;
to ‘fit in’ with them

� to let people ‘get it all out’ without butting in or stopping them

� to be sensitive to the fact that actually the people you are dealing
with might know a lot more than you, about a lot of things, so it is
important to have humility, self-doubt and sensitivity

� to be aware of the dangers of taking over when people are very sad
and vulnerable, making sure it is actually what they want, what they
need

� to be aware that the relationships within the family may already be
strained and that illness may make things even more difficult.

BEING CLOSE AND SUPPORTIVE TO SERVICE USERS IS…

� to listen, to really listen [to service users]

� to care and be there for the person

� to be strong but gentle

� to be prepared to come into conflict with doctors at times on behalf
of a service user
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� to get in there as quick as possible, early in the illness

� to try to get to know the ‘real’ person and what she or he was like
before she or he became ill and before any drastic changes might
have taken place.

BEING HUMAN IS…

� to be down to earth and use the language that ordinary people use

� to remember that we are all human beings, and we all have our
human dignity

� not to be too detached

� to admit to not knowing at times.

BEING FLEXIBLE IS…

� to know when to push and when to hold back

� to try different approaches if one way of working doesn’t succeed
and understand that with some people it will be a hard slog

� to recognize that everyone responds differently to illness and really
to try to understand that

� not to be too cancer orientated; instead, to remember other
illnesses.

BEING INFORMED IS…

� to be able to provide a lot of factual and practical information in
relation to the individual’s specific illness and to know about the
available services

� to find out about rare cancers and help the service user get the
information they need

� to spend time in the acute hospital services and on the wards and
see for themselves what patients might experience when they are
attending for treatment

� to have a really good understanding of illnesses and their
progression and treatments.

BEING INCLUSIVE IS…

� not to exclude other family members by concentrating
communication or services only on the named next of kin.
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PROVIDING INFORMATION IS…

� to explain things fully, for example rights to community care and
resource limitations.

MAKING CONNECTIONS IS…

� to forge strong links between the hospital and palliative care
services so that the hospital team can learn from the approaches
used in palliative care

� to go out and tell people what social work is all about, to get the
message across

� to understand the ripple effect of grief on all the components and
contexts within which someone lives.

Only connect
While service users highlighted these issues and themes in relation to specialist
palliative care social work, it is also possible to see their relevance for all pallia-
tive care professions and professional practice. One of the broader issues high-
lighted by service users’ views more generally in this book is the importance of
recognizing – and sometimes improving – connections and understanding
between different palliative care professions and services, as well as with main-
stream services. One of the roles of specialist palliative care social work is to
support the making of such connections and to help service users to negotiate
complex broader service systems. But service users’ views about specialist pal-
liative care social work may also offer broader insights. If palliative care is to
preserve its traditional commitment to a holistic approach, then it will need
actively to learn shared lessons that apply to all disciplines operating within it.
More work will need to be done here to explore what service users want from
other palliative care professionals. Meanwhile we may hazard a guess that many
of the qualities service users are looking for and value in specialist social work
may equally apply to all related roles and professions in palliative care: medical,
social, spiritual and psychological.

IMPLICATIONS FOR THE FUTURE

From what they said, the service users to whom we spoke, both patients and
people experiencing bereavement, had generally not been asked their views
about palliative care before. Yet they showed themselves capable of offering
coherent proposals for developing user involvement in palliative care for the
future, as well as offering through their comments a unique critique of the orga-
nization and practice of palliative care, and specialist palliative care social work
within it. This is probably the most developed discussion that has emerged so
far of a palliative care service from service users’ perspectives. It highlights both
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the feasibility of developing such a perspective and the valuable contribution it
has to offer.

We began this book by highlighting the changing context of palliative care
and specialist palliative care social work. Both are now being expected to
address a much wider range of illnesses and conditions.With medical advances,
such conditions, including cancer, are increasingly becoming chronic rather
than rapidly terminal. This is having a significant impact on the role and
resources of palliative care. In 2005, the National Council for Palliative Care
published a Palliative Care Manifesto. It was based on three principles:

1. that everyone has a right of access to palliative care services as
appropriate to their need

2. that everyone should be able to exercise choice about their place of
care at the end of life

3. that everyone is entitled to a good death.

The manifesto highlighted the existing inequity of access to hospice and other
specialist palliative care services by diagnosis, age group, geographical area and
ethnicity, and made clear the need for much greater investment in palliative care
(National Council for Palliative Care 2005).

Medical developments which extend life are also raising new and complex
issues relating to the end of life. As we said, major discussions are now taking
place about death, dying and rights relating to them, particularly in relation to
people with degenerative and debilitating conditions. There are now high-
profile public and political debates about the quality of life and ‘life not worth
living’, particularly in relation to these. There is pressure for new legislation to
support euthanasia and assisted suicide. While this book was being written, the
Daily Mail reported a new study of end-of-life decisions (ELDs) made by UK
medical practitioners. The Daily Mail said that the survey suggested that when
patients are nearing death, ‘doctors “help” most of them on their way’ (Daily

Mail 2006). It raised the issue that, although in many cases this ‘help’ is
‘benign’, there are nevertheless an estimated 3,000 deaths that have resulted
from illegal euthanasia.

However, the national survey undertaken by Professor Seale on which
the Daily Mail reported offered very different findings to what the tabloid
suggested. He concluded that the proportion of UK deaths involving all three
forms of doctor-assisted dying (voluntary euthanasia, physician-assisted
suicide and ending life without an explicit request from a patient) was extremely
low. Rates were lower or not significantly different from those in a number of
European and other countries where comparisons could be made.
Non-treatment decisions (NTDs involving withdrawing or withholding treat-
ments that potentially prolong life) were relatively higher than in four out of six
European countries (Seale 2006). Seale’s conclusion was that the:
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lower relative rate of ELDs involving doctor assisted dying in the UK, and
the relatively high rate of NTDs, suggests a culture of medical decision
making informed by a palliative care philosophy. Historically the UK
developed palliative care approaches earlier than the other countries in
which the survey had been done, supporting this interpretation. (Seale
2006, p.6)

The existence of specialist palliative care not only makes possible, as Seale’s
findings indicate, a different mindset for those making ELDs as medical practi-
tioners. It also offers alternatives to service users who are directly experiencing
the difficulties. We know, from carrying out our own study, that some people
had experienced desperation when facing life-limiting illnesses and conditions.
We encountered both patients and people who had been bereaved, who talked
seriously about suicide. But such thoughts did not take place in a policy or
practice vacuum. The people to whom we spoke had all accessed the specialist
palliative care system. They particularly highlighted the role of specialist
palliative care social work in helping them deal with such difficulties. Their
comments in our study highlight the crucial role such social work can play in
managing the very real psychosocial difficulties facing them. This contribution
is likely to have increasing significance as time goes by and end-of-life issues are
likely to become even more complex. Blanket demands for a right to death can
obscure just what is needed to support people’s rights to a good quality of life.
Entitlements for all to specialist palliative care, including specialist palliative
care social work, can be expected to be key to this. The views of service users are
likely to have much to offer in helping us all negotiate these complex issues,
which may face any one of us, with appropriate support to help.

SUMMARY

In this chapter the strengths and weaknesses of the study on which the book is
based were reviewed.The study included a diverse range of service users using a
wide range of palliative care services in different parts of the country. It
confirmed that many palliative care service users are interested in being
involved in research and evaluation, both as participants and in its process, and
that with sufficient support and employing imaginative approaches, this is
possible. However, it was difficult to involve some groups of service users, and
in some cases this seemed to reflect their unequal access to palliative care and
specialist palliative care social work.

The chapter also reviews some of the key issues emerging from the study
and their implications for palliative care, specialist palliative care social work
and social work more generally. These include issues for:

� referral

� working with different groups of service users

� areas where there are organizational and professional problems.
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The chapter focuses particularly on the development of user involvement in
palliative care and specialist palliative care social work. It focuses particularly on
five key expressions of involvement:

1. user involvement in service evaluation and feedback

2. sharing service user knowledge of social work

3. providing peer support

4. working as volunteers

5. user involvement in training.

It examines the qualities and issues that service users see as making for good
practice, raises the question of whether these may also apply for other palliative
care professional disciplines and points to the need to follow this up from
service users’ perspectives. It considers the significance of the psychosocial
support role of social work in developing circumstances where issues of the
right to death and the right to a good quality of life are likely to become increas-
ingly significant.
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APPENDIX 1

HOW WE CARRIED OUT THE RESEARCH

Involving patients or service users in palliative care and palliative care research
raises complex practical, methodological and ethical issues. Generally, so far,
there has been relatively little attempt to involve palliative care service users in
research and evaluation. But this omission raises its own ethical and method-
ological issues. It flies in the face of increasing current pressures to involve
patients, public and service users in research and evaluation, as well as in policy
and practice. It also imposes an arbitrary limit on the knowledge base of pallia-
tive care policy and practice and on the ways in which that knowledge is
collected and developed. The project on which the findings in this book were
based – the Involve Project – was an attempt to take forward user involvement in
this complex area of research. In this appendix we look in more detail at how we
undertook the research and the research approach on which it was based.

INTRODUCTION TO THE PROJECT

The Involve Project was a three-year national research project, supported by
the Joseph Rowntree Foundation. It gained its name before the government
NHS research and development body commissioned to increase public and
user involvement in research, Consumers in NHS Research, changed its name
to Involve. The project set out to explore what service users wanted from spe-
cialist palliative care social work. Its focus was service users’ perspectives on
such social work; to establish what it was like for them, what they thought of it
and what ideas they had about it. Thus it was concerned with both the process
and outcomes of practice for service users and with developing user-defined
outcome measures. In this sense, it can be seen as relating to the ‘quality’debate
about health and social care, but coming from a different standpoint to the
dominant service- and policy-based discussion.

In undertaking the project we sought to include, but also to distinguish
between, two main groups of service users of specialist palliative care social
work. These are people facing life-limiting illnesses and conditions, and people
experiencing bereavement. The study has explored the perspectives of both
groups. It is important to make clear that we were asking each group about their
own direct experiences. That is to say, we talked with bereaved people about
their personal experience of palliative care social work both before and after the
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death. We were not asking them to act as surrogate for their relative who had
died,and report on what they thought about how their relative had found pallia-
tive care social work, though inevitably bereaved people did talk about their
loved one’s experiences as well as their own.Similarly,people with life-threaten-
ing conditions did talk about their relatives’ and friends’ experiences; but our
primary concern was with their accounts of their own experience. This is an
important distinction to draw, given that sometimes people facing bereavement
are also conceived of as ‘carers’ and historically there have been problems with
carers’ views about service users being sought and accepted in place of the
latter’s own direct accounts.

We started with a series of central questions to which we hoped to gain
answers. These included:

� What do service users see as constituting good practice in palliative
care social work?

� In a context of limited resources, what priorities do service users
highlight?

� How can palliative care social work support the empowerment of
service users?

� How can service users be more involved in the construction and
practice of palliative care social work?

� How might professional training be improved, building on service
users’ views and experience?

� What are the lessons to be gained from service users’ knowledge
and experience for improved collaboration between health and
social services in palliative care?

� What insight does this offer for social work as a profession and user
involvement more generally?

The project included the range of settings for such specialist palliative care
social work, including independent hospices, NHS hospice units, hospital
oncology units and palliative care day centres. The project was a large scale
qualitative study, based on interviews and group discussions with the two
groups of service users we have identified: those who were living with a
life-threatening illness or condition and those who had been bereaved. It is
important to recognize that direct services are provided for both these groups
within palliative care and specialist palliative care social work. The research
sought to find out through in-depth, qualitative methods the observations and
views of both these groups. People were interviewed either as individuals or
through group discussions, using a semi-structured schedule.

A total of 111 people were interviewed in the project: 61 were bereaved, and
52 had life-limiting illnesses and conditions (two people were both bereaved
and patients). Seventy-two people were interviewed individually (of these, 42
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were patients and 32 were bereaved people; 47 were women, 25 were men) and
there were seven group discussions, including a total of 39 people. Two groups
were made up of patients and five of bereaved people. Five of the groups were
mixed sex and two were single sex – one all male and one all female. The project
included 39 men and 72 women; 9 per cent of participants identified them-
selves as black and/or members of minority ethnic groups. Service users came
from 26 different specialist palliative care settings. These were located in urban,
suburban, rural, small town and coastal settings in England, Scotland, Wales
and Northern Ireland.

The aim of the project was to provide an opportunity for service users to
identify what actually happens in specialist palliative care social work; their defi-
nitions of the key issues; their views about good practice, what works and what
doesn’t; and what outcomes they desire from their involvement with specialist
palliative care social work. Based on this, the overall aim was to inform the
knowledge base of palliative care social work, to develop policy and practice and
to improve training and education.

A PARTICIPATORY APPROACH: SERVICE USER INVOLVEMENT IN
THE RESEARCH PROCESS

The project employed a participatory research approach and service users were
involved in both the design and management of the project.We aimed to involve
specialist palliative care service users in all stages of the project. None of the
researchers was a palliative care service user, although the lead author has
long-term experience as a mental health service user and also has a long-term
involvement in the broader service user movement, which is now beginning to
include people who use palliative care services. Clearly what we are discussing
in this appendix is an example of user involvement in the process of the research
carried out, rather than user-controlled research (Turner and Beresford 2005).

We aimed to involve specialist palliative care service users in all aspects of
the Involve Project. Service users were included in the Advisory Group, which
the Joseph Rowntree Foundation require all their projects to have. This
included two users of specialist palliative care services (people with life-limiting
conditions), as well as other social care service users. At every stage the
Advisory Group was able to comment on research strategies and design. For
example, they were asked to scrutinize the interview schedule to ensure that it
was as sensitively worded as possible before it was piloted with other service
users and it was revised in the light of their comments.

We also set up three steering groups of palliative care service users to meet
throughout the project and we produced regular newsletters to keep everyone
we interviewed, whether as individuals or as groups, informed and involved in
the progress of the work.
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It might be helpful to focus on how we involved service users in the steering
groups and some of the issues that this raised. Initially there were three steering
groups: two made up of a mix of service users facing life-limiting illnesses and
conditions and people who had been bereaved, and one consisting solely
of patients. The steering groups were set up in three different locations:
a voluntary hospice in a deprived metropolitan area, a voluntary hospice in a
rural area and a voluntary hospice on the south coast for people living with
HIV/AIDS. In two of the hospices, we enlisted the help of the social worker in
setting up the group and, in the hospice for the people with HIV/AIDS, the
group was brought together by the chair of the clients’ forum.

The aim was for the steering groups to meet approximately four times
throughout the project, although we recognized that each group may not always
be made up of the same people, as inevitably some service users would die. The
aim of the steering groups was to make possible some continuity of involve-
ment, even though their membership might change. In the event, one of the
groups met twice and the other two only once, but we went on to have a steering
group meeting with a group of patients in a voluntary day hospice in the
Midlands who had previously been interviewed as part of the project.

As part of the steering group discussions we asked people about their views
and experiences of palliative care social work and for their suggestions as to how
the project should go about getting the views of other service users. We also
asked for their feedback on how the work was progressing; for example, at the
first meeting we asked for comments and feedback on the interview schedule we
had drawn up for individual and group discussion.

We produced information for the steering groups, which we asked to be
given out to each person attending beforehand. This leaflet provided a contact
name and address. We made clear at each meeting that if people had any further
comments or worries, or felt upset about anything, they could contact the
named person after the meeting. We also wrote to everyone who came to each
meeting, thanking them for taking part and again giving a contact name and
address. One steering group member did subsequently contact us in this way.
The hospices ensured transport was arranged and provided suitable facilities
and refreshments, for which they were reimbursed.

ISSUES FOR USER INVOLVEMENT RAISED BY THE STEERING
GROUPS

The process of involving service users in the steering groups raised a number
of significant issues in relation to developing supportive and ethical user
involvement.

It quickly became clear that the service users who took part in the steering
groups were very interested in the project and genuinely wanted to offer
comments and suggestions. Several people commented on how good it felt to
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be involved and to be able to offer some of their ‘expertise’, not just to be
defined as a ‘patient’. We were struck by how anxious people were to continue
their involvement and how much they emphasized they wanted to be kept in
touch. One woman who was moving to Scotland, to be nearer her family, asked
to be kept in touch with what happened. We had no sense of people wanting to
rush off or of feeling the whole exercise was peripheral or a waste of time.

The members of the steering group from the hospice in the Midlands, who
had previously been interviewed as part of a patient group, said how pleased
they were to know what was happening with the project and to have a chance to
be involved again. Apart from one woman, who was too ill to attend, all of those
who took part in the first discussion held as part of the research came to the
steering group meeting.

Although a lot of painful issues were raised by and for people, the steering
groups seemed to ‘gel’ very quickly. However, a crucial ethical issue about
mixing people with life-limiting conditions and bereaved people in the same
group was raised by one group member, a man facing a terminal illness. He
contacted our worker after the first meeting and said that he knew he was dying
of his brain tumour and he had welcomed the opportunity to talk in the group
about that and the support he was receiving from the specialist palliative care
social worker. But he was concerned that the bereaved people in the group
might have been feeling upset if, for example, they had related his experiences to
the person they loved who had died.

This was a very important point and the facilitators had noticed that during
the discussion one woman, who had been bereaved, did seem to find it more
upsetting than other group members. She said she found it very difficult to talk
and she also did not stay on for lunch. In the event we were not able to meet
again with this particular group, but if we had done so this issue would have to
have been addressed beforehand with group members and it may have been
appropriate to meet with bereaved people and people with life-limiting illnesses
as two separate groups.

The steering groups were an essential part of the project and were essen-
tially ‘business’ meetings which had an important agenda in terms of the
research. People knew this when they came and clearly were happy to focus on
the research project, but we recognized it was also very important to be respect-
ful of the personal experiences and accounts that participants had to tell. In
groups like these, it takes quite a while for introductions to be made and for
people to settle down with a cup of tea and feel comfortable. Often those taking
part were raising painful and difficult issues. It was not always easy or appropri-
ate to move people on from ‘telling their story’ or when they were talking about
how they approached the idea of their own death. These complex and difficult
issues made the steering groups complex and demanding to facilitate. In the
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event, a lot of very helpful and useful work was done and judging by the
feedback we got people clearly enjoyed participating.

Another issue we encountered in terms of service user involvement was that
of gatekeeping. In one hospice, although the social worker was willing to help,
the hospice management insisted that, until it had been cleared by the ethics
committee, we could not invite service users to take part in the steering group.
Yet of course we were not seeking to involve them as research ‘participants’ but
in a co-researcher role. People imbued with traditional understandings of
research and research relationships (and the role of the service user/patient
within them) often seem to find this distinction difficult to recognize.The social
worker had to make a presentation to the ethics committee on our behalf, using
the material we sent her – and this overcame objections.

We also encountered difficulties setting up a second meeting of the steering
group at this and another hospice. We were reliant on the continuing help of
social workers to use their facilities and to let us know if any of the service users
who had been involved in the first steering group had subsequently died, so that
we did not send out letters which could cause distress to their family or friends.
In the event we did not hear back from the two hospices. We do not know if this
was because of other pressing priorities or organizational changes taking place.
In the event we were not subsequently able to revisit these hospices, although
we were able to maintain positive relationships with staff involved.

In contrast it was remarkably easy to arrange a second meeting at the
hospice for people living with HIV/AIDS. Our original (service user) contact
had moved on, but there was no difficulty in setting up the group again, which
included some of the original members. No one who had attended the first
meeting of the group had died and this might have made it easier for it to meet
again. But we also wondered if this was because, being a centre for people with
HIV/AIDS, which had its own clients’ forum, it had a much more developed
philosophy of involving people in decision making and of treating clients/
patients as equals – as people with a right to know what they are being asked and
to have the choice to say yes or no for themselves.

RECRUITING SERVICE USERS

A particular set of practical constraints operated to influence how we were able
to recruit palliative care service users in this project. These related both to the
nature of palliative care service users’ circumstances and experience and the
state of self-organization of palliative care service users at the time this research
was carried out. These constraints meant that we could not access palliative
care service users directly.

We ruled out trying to recruit specialist palliative care service users through
sampling medical records or the populations of specialist palliative care services
generally. This was unlikely to be speedy or sensitive enough or even always
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appropriate, to enable us to identify a meaningful sample of the two groups of
users of specialist palliative care social work in which we were interested, espe-
cially given the limited life expectancy of some patients.

A method we have frequently used to recruit a diverse range of service users
to research and evaluation projects has been using the networks and advertising
of user-controlled organizations; for example, of disabled people and mental
health service users. While there are some self-help and mutual-aid groups of
palliative care service users affected by life-limiting illnesses and conditions,
when we began this project there were few if any ongoing organizations of such
service users, comparable to those of disabled people, older people, people with
learning difficulties, mental health service users/survivors and other such
groups.To the best of our knowledge this situation hasn’t greatly changed since.
We know of only one project (the research of Philip Cotterell), for instance,
where a local group of palliative care service users was centrally involved in the
analysis of research data (Cotterell et al. 2005 and 2006). This meant that it was
not possible for us to access service users effectively through their own inde-
pendent organizations, which is a model that we and others have as a preferred
route to involving service users.

Therefore, in this case, in order to access as wide a range of users of special-
ist palliative care service users as possible, we enlisted the help of specialist pal-
liative care social workers. They were very supportive and without their help
this project would not have been possible. We recruited the service users whom
we interviewed in the project through the network of social workers who belong
to the Association of Palliative Care Social Workers. The majority of specialist
palliative care social workers belong to this association. We asked social workers
to distribute our information leaflets amongst service users they thought might
be eligible to take part. The leaflets set out the project aims and clarified what
involvement would entail for service users. The basic eligibility for inclusion
was that the person had used the services of the specialist palliative care social
worker and was either a patient living with a life-threatening illness or a
bereaved person.We chose this method of recruitment both pragmatically as we
needed to be able to identify easily people who had used the services of special-
ist palliative care social workers but,more important, we felt it was essential that
the person who recruited the service user should already know their individual
situation and be in a position to offer further support should any distress or
concern arise out of the interview process itself.

At an early stage, we were aware that there could be a problem of service
users being ‘cherry picked’ to include in our sample, which might result in
unrepresentative views; particularly views which were more positive about spe-
cialist palliative care social workers than should have been the case. We adopted
two approaches to try to ensure that this did not happen. First, we stressed to
participating social workers that we were seeking participants who reflected the
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overall service user population and monitored carefully the particular partici-
pants that they pointed us to. We also stressed our concern to access a diverse
range of service users, along the criteria that we have indicated in this book. We
made the final choice of participants (subject to their agreement). While we
were wary of the possibility of bias in their selection,at no point did this concern
seem to be justified.

Whilst this is undoubtedly an issue, we were reassured on a number of
counts. Some of the social workers wrote to all their service users, explaining
why they felt the project was an important one, and asking people to contact
them if they wanted to know more. We were shown examples of such letters.
Others displayed our leaflets in the hospice or day centre and asked people to let
them know if they were interested. Some told us they had been very careful to
include, in the people they approached, service users who they suspected might
not have been so happy with their services. Some of the social workers
approached all the members of an existing patient or bereavement group to ask
if anyone would like to be interviewed individually or take part in a discussion
group, thus reducing the chances of ‘cherry picking’.

We felt that these factors went some way towards meeting this limitation of
the study but undoubtedly it is an issue.On balance we felt recruitment through
the social worker was important as this type of research could potentially be
unsettling for people and we felt that the social worker input was an important
part of our safeguard for individuals, which we would not wish to sacrifice.

We also took an additional precaution. We included a number of check
questions in the schedule that we gave to participants to enable us to offer them
different opportunities to express any concerns or reservations that they might
have. Interviewers made a point of encouraging such negative responses. We
wanted to establish what service users felt about the quality of practice they
received from specialist palliative care social workers. We paid particular
attention in the project to exploring any negative views service users might have.
We wanted to identify and avoid any tendency there might be to what has been
called the ‘grateful patient syndrome’, where people at a difficult time in their
life might be overly positive about any help they receive, however limited its
usefulness.

In the event, however, although we encouraged people to tell us about any
negative views they might have about their experience of specialist palliative
care social work, most participants found this question very hard to answer,
generally because they felt their experiences had been so overwhelmingly
positive. There was no evidence that this resulted from the process by which
service users were included in the project. We explored this carefully. Most par-
ticipants expressed very positive views about specialist palliative care social
work. Although they struggled hard, only a few to whom we spoke could think
of any negative experiences. What was interesting, however, was that while
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people’s reports on specialist palliative care social work were generally positive,
a picture did begin to emerge of potential problems in the way that it was struc-
tured and managed. Thus while people may have made only limited negative
comments individually, taken together their comments could offer broader
critical insights.

We were further reassured by the service users themselves. They showed
that they were fully aware that to improve palliative care social work they might
need to be critical or to point out omissions. This comment was typical:

I don’t want to sit here and just give all positives. I’m trying to think of a
negative! (Man patient, white UK, age group 26–35 years)

The sample
Drawing on the latest issue of the Hospice Year Book produced by Help the
Hospices, the full range of specialist hospice and palliative care services in the
UK were identified. Drawing on the networks of the Association of Palliative
Care Social Workers, contacts were made with social work services. Inter-
ested sites were sent information, which was produced in association with
service users, and then received follow-up calls from interviewing members of
the project team, checking out any additional information they wanted and
questions they wished to ask.

Demographic profile
We sought to ensure that our sample was as diverse as possible in order to reflect
adequately differences of sex, age, ethnicity, class, culture, marital status and
domestic responsibilities, as well as services used and medical conditions experi-
enced.This was discussed with the social work contact person to check with service
users whether they would be willing to participate in the project. If this was agreed,
then practical arrangements for meeting with people were set in train.

Our aim was that the sample should reflect the real diversity of people using
specialist palliative care, although it would not necessarily be representative in
statistical terms. We had originally planned to include bereaved children in our
sample but recruitment for this proved very difficult and, given the resource
limitations of the project, it was decided to concentrate on adults. We also
wanted to ensure that disabled people and people with experience of using
mental health services were included. We recruited from all parts of the UK
including urban, suburban and rural locations.

Type of illness or condition
We made sure that patients with a range of illnesses were included as there have
been criticisms that palliative care services are focusing too closely on the needs
of people with cancer to the potential detriment of people with other condi-
tions, who may have particular and different needs (Seymour and Clark 2002).

HOW WE CARRIED OUT THE RESEARCH 235



Although it was decided that we would not specifically ask service users for a
diagnosis, as this was seen as being potentially intrusive, almost all the individu-
als spontaneously gave a diagnosis for themselves or the person who had died,
and this was noted; it was clear, however, that a very small number of service
users did avoid talking about their illness in specific terms and the decision not
to ask for diagnosis certainly seemed appropriate in the light of this.

Type of setting
We wanted to make sure that we had drawn service users from a range of pallia-
tive care settings (reflecting different management structures and service
providers) and that we had included people who had seen the specialist pallia-
tive care social worker in a range of locations (that is, in day care, on the ward, in
their own homes).

Recruitment difficulties
As we recruited and began interviewing, we constantly reviewed our sample to
ensure that it was as inclusive as possible along all these dimensions. We found
that it was far harder to recruit men than women and also to recruit service users
from minority ethnic groups. It was also more difficult to recruit service users to
take part in group discussions. We therefore highlighted these gaps in our second
phase of recruitment and managed to overcome some of the imbalances. As we
have said, our sample was not statistically representative of all users of palliative
care. By asking that social workers exclude service users whose conditions
were rapidly changing we inevitably ruled out some individuals with the most
advanced illness. We did, however, talk to people who were very sick but never-
theless comfortable and stable enough to be interviewed and whose death came
within very few weeks of the interview. So our sample was not entirely without
representatives who were at a very advanced stage in their illness.

WHO WERE THE SERVICE USERS WE INTERVIEWED?

As shown in Table A1.1, we saw 111 service users: 39 men and 72 women. Ages
ranged from 18 years to over 80 years, with three quarters of those interviewed
being aged between 46 and 75 years. Only in the age group 46–55 years did the
number of men interviewed exceed the number of women interviewed.

As shown in Table A1.2, we interviewed 52 patients, of whom 35 were
women and 17 men, and 61 bereaved people, of whom 39 were women and 22
men.

Of the patients we interviewed 37 (71%) were aged 65 or under and 13
(25%) were aged 45 or under. Table A1.3 presents this information.
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Diagnosis
As we have noted,we did not specifically ask participants for their diagnosis,but
most people volunteered this information. In the majority of cases the person
was living with or had died from cancer, but we know that at least nine people
with other diseases (motor neurone disease, multiple sclerosis, cardiac disease
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Table A1.2: Profile of service users interviewed by type and gender

Sex Number
of patients

Bereaved Total

Male 17 22 39

Female 35 39 74

Total 52 61 113

Note: Two people were both patients and bereaved, therefore numbers do not add up to
111, the total number interviewed.

Table A1.3: Profile of service users interviewed by type and age

Age groups

15–18 19–25 26–35 36–45 46–55 56–65 66–75 75+ Total

Number of
patients

0 1 6 6 11 13 9 6 52

Bereaved 1 1 3 6 16 12 15 7 61

Total 1 2 9 12 27 25 24 13 113

Table A1.1: Profile of service users interviewed by age and gender

Sex Age groups

15–18 19–25 26–35 36–45 46–55 56–65 66–75 75+ Total

Male 0 1 3 2 13 9 8 3 39

Female 1 1 6 10 12 16 16 10 72

Total 1 2 9 12 25 25 24 13 111



and respiratory diseases) were included in the sample. We were not aware of
anyone living with HIV/AIDS within the sample but some of the steering
groups were held at a specialist centre for people living with HIV/AIDS so the
perspectives of this group of service users were included in the overall design of
the project. Nationally, 5 per cent of patients of palliative care services are
diagnosed with illnesses other than cancer (Hospice Information Service 2003)
so the percentage of patients with non-cancer diagnoses in our sample (8%) was
slightly higher than the average. This was because we had specifically over-
sampled this group in order to ensure that their views were heard.

Type of bereavement
The bereaved people included in the project had experienced the loss of a range
of individuals, including partners, adult children, brothers and sisters; step-
brothers and stepsisters, parents and parents-in-law; and other relatives.
Length of bereavement varied between a few weeks to several years (eight years
in one case).

Ethnicity
The majority of service users, 101 (91%), described themselves as being from a
white, UK background. The other ten (9%) of respondents identified them-
selves as being from British Pakistani, black Caribbean, European Dutch,
Indian, Jewish, Asian other, black African, black British, German and
Armenian backgrounds. Nationally, in figures published for 2000–2001,97 per
cent of palliative care service users report themselves as ‘white’ (Minimum
Data Sets Project).1 We had slightly over-sampled people from minority ethnic
groups in order to gather as diverse a range of views as possible.

Our process notes recorded that some people, both black and white,
appeared to find the question about ethnicity uncomfortable. They either did
not know how to categorize themselves readily,or did not wish to be categorized
at all. There was, however, no apparent discomfort about answering specific
questions about whether culture or religion had been respected and needs met.

Family status
Twelve per cent of our service users were single people, 31 per cent were
married or living with a partner, 8 per cent were divorced or separated and 49
per cent were widowed. Fifteen service users (13%) had children of school age.
Of these parents, six were patients and the rest bereaved.
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Occupational background
We asked people about their current or previous occupation and analysis
showed that service users came from an extremely broad range of occupational
backgrounds, including managerial, professional, academic, industrial and
manufacturing, caring, retail and skilled and unskilled labour. We did not spe-
cifically include questions in the interview schedule about level or type of
income. However, it was clear from individual accounts that a substantial pro-
portion of service users were dependent solely or in part on state benefits,
regardless of previous occupational background.

Disability and use of mental health services
We were concerned that service users who had experience of disability or use of
mental health services were included in our sample and therefore we asked all
the service users whether they were registered disabled,perceived themselves as
disabled or had experience of using mental health services.

Thirty (27%) of the participants were registered as disabled but only 26 of
these people said that they actually perceived themselves as disabled, and a
further six respondents perceived themselves as disabled but were not actually
registered. Seventeen (15%) of the respondents had experience of using mental
health services. There were missing data for this question because many people
did not know whether they were registered as disabled or were uncertain how
they saw themselves.

The specialist palliative care services they used
The service users were drawn from 26 specialist palliative care settings,
including voluntary hospices (20), NHS hospices and hospital palliative care
teams (three), Marie Curie Centres (two) and Sue Ryder Care Centres (one).
This represents approximately 12.5 per cent of the total palliative care units in
the UK at the time of the study (Hospice Information Service 2002a).

Location
Sampling sites included large urban, suburban, small town, rural and coastal
settings.We included sites in England,Scotland,Northern Ireland and Wales.

ETHICAL ISSUES AROUND INVOLVING SERVICE USERS

Involving service users in palliative care research raises its own particular ethical
issues and challenges (see, for example,Aranda 1995).When we undertook this
project, we had to be sure that it was right to talk to people at all who might be
extremely ill and already trying to cope with life-threatening illness or bereave-
ment, when the research might not be of direct benefit to them. We know that
some people died not long after we interviewed them. Clearly there are also
ethical issues around involving bereaved people who may be very vulnerable as
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they undergo the emotional upheavals and the practical difficulties that often
come after a bereavement. The project was granted formal ethical approval
through the multiple research ethics committee process (MREC), with in some
cases additional permissions from local research ethics committees (LRECs).

In one hospice the hospice management committee insisted that we could
not invite service users to take part in the steering group until it had been agreed
by the hospice’s own ethics committee.The social worker had to make a presen-
tation to the ethics committee on our behalf, using the material we sent her, and
this was successful.But beyond procedures,many more ethical issues needed to
be addressed.

Existing research into user involvement in palliative care suggested that it
was appropriate to seek the views of this group of service users (Addington-Hall
and McCarthy 2001; Barnett 2001). Two of us (Peter Beresford and Suzy
Croft) in addition had previously been involved in setting up a national seminar
on user involvement in palliative care which was held at St Christopher’s
Hospice in London in July 1999 (Beresford et al. 2000). The seminar was
planned and organized by a group of service users and professionals in the fields
of palliative care and user involvement. Some 70 people, mainly service users,
attended that seminar and said very clearly that they wanted to be involved and
were prepared to give up time and energy so that services could be improved, if
not for themselves, then at least for future service users.

The seminar showed clearly that people who are very ill can be involved
effectively, if suitable support is put in place and the event is structured appro-
priately and sensitively. Our starting point was, therefore, that it was not just
appropriate but important to involve users of palliative care services in this type
of research and this was borne out by what was later expressed in the steering
groups.

We also thought through the ethical implications of a number of related
issues. These included, for example:

� Recruitment: to avoid overloading or burdening potential
participants who may have other priorities or be experiencing
extreme distress.

� Information needs: providing full, clear and accessible information in
advance, stressing the voluntary nature of involvement in the
project, to ensure that participants could have opportunities as real
for ‘informed consent’ as possible.

� Meeting support needs: ensuring supportive and accessible conditions
for involvement so that people who wish to participate are able to,
even if, for example, they are very ill, have limited energy or
experience discomfort.

� Feedback and further involvement: providing suitable contact details
if people wanted follow-up support and/or to be kept in touch.
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Recruitment
As we have indicated, we decided to use specialist palliative care social workers
to help us find service users to interview. We wanted to be sure, as far as
possible, that service users were not at a stage in their illness or bereavement
where it would be insensitive, inappropriate or unhelpful to approach them. We
asked social workers not to recruit anyone if their condition was rapidly
changing or they had cognitive problems that might rule out a proper under-
standing of consent (although we did not in any way discourage the participa-
tion of people who had learning difficulties or experience of using mental health
services).We also suggested that they avoid service users who had been involved
recently in other research, as we did not want to overload people.

Information needs
We were aware that some service users might feel obliged to take part if asked by
a social worker to whom they felt grateful, so we paid particular attention to the
possibility of this in the written information that was given to service users prior
to the interview. Significantly, our information sheets for service users were
designed by palliative care service users. They not only spelled out the aims of
the project, but also made it clear that their involvement was entirely voluntary
and they could withdraw at any time without explanation and without their care
being affected.

The information sheet provided a contact name and address so service
users could phone and ask for further information or support should they wish.
It was also made clear to them that they could also make contact with us after an
interview had taken place if they wanted to ask questions or make further
comments or criticisms, or if they needed support. The information sheet
emphasized that the project was independent of the service they used and any
workers working with them. We had discussed terminology beforehand. The
information sheets avoided terms such as terminal illness and dying as we knew
that some participants preferred not to address or refer to that part of their
illness in that kind of way. Similarly our information sheets were written in
jargon-free language and we explained terms such as palliative care that might
not be familiar to people.

Social workers and service users were made aware that information about
the project was available in a range of formats and languages. A specific infor-
mation sheet was written for children and young people.

We did not see provision of an information sheet, however comprehensive,
as a substitute for explaining the project fully to participants when we met them
and we tried then to check that each service user had really understood what the
project was about prior to starting the interview and was genuinely happy to
proceed.
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CONFIDENTIALITY AND CONSENT

Our information sheet made it clear that information would not be fed back
from the service user to the social worker unless the participant expressly
requested this. It was also made clear that no participant would be identified by
name in future publications. We highlighted the emphasis we placed on
effective confidentiality and anonymity.

The consent form also separately asked for consent for the interview to be
tape-recorded. We had a further information sheet and consent form relating
specifically to video-recording of interviews, although in the event we did little
such recording because of the practical problems involved. This sheet pointed
out that it was impossible to offer the same degree of protection for subjects
who had been video-recorded with regard to possible identification though it
was made clear that actors’ voices could be used or faces could be obscured. It
was also made clear that the videos would only be used for the development of
training materials and that tapes and videos would be stored securely and
destroyed at the end of the project.

THE INTERVIEWING PROCESS

The interview schedule was deliberately drafted in such a way as to avoid asking
intrusive or searching questions. We did not ask anyone about the nature of his
or her illness or condition, but rather invited service users to tell their story
about their involvement with palliative care and palliative care social work in
their own words. We used a semi-structured interview schedule, which service
users were involved in designing, which included a high proportion of open-
ended questions.

In this way we hoped control over the interview lay with the service user as
far as possible. As we recognized that some service users might want to talk
about painful and difficult experiences all the interviews were carried out by
people either with experience as specialist palliative care social workers them-
selves, or others with similar training and backgrounds, such as service user
advocacy and support. It was made clear that interviewees could stop and rest at
any time or stop the interview altogether if they wished. Interviewers were
briefed to ask service users if they wanted to pause interviews if there were signs
of tiredness, distress or unease.

We felt it was vital that service users could use the interview to talk at length
and in detail about what was important to them, without the interviewer
becoming too directive. We encouraged participants to take off in directions of
their own choosing in interviews and group discussions. Interviewing and facil-
itation required particular skill to maintain a balance between our need to
address certain questions and opportunities for service users to retain control
of the process.
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Meeting people’s support needs
For all the groups and individuals who took part, we tried to ensure that their
involvement in the project was as comfortable as possible and that any costs of
taking part, whether financial, emotional, practical or physical, were minimal.
For example, all travelling and support expenses were paid for people to take
part. We interviewed people at their own choice of venue and offered refresh-
ment where appropriate. The project paid hospices and other services to
provide participants with refreshments.

We were aware that participants’ feelings might be stirred by the interviews.
This was a further reason for recruiting participants through the specialist pal-
liative care social workers. We knew that they would be on hand to offer extra
support after an interview, should someone feel they needed it. We gave contact
details, so participants could get back in touch with us if they wanted and we
could offer professional palliative care support skills, or direct people to other
sources of support if they did not want to turn to the specialist palliative care
social worker. But their availability represented an additional and ongoing
resource.

One social worker commented that the whole process had been quite a
learning experience for her. She felt that some of the people interviewed had
needed ‘a bit of nurturing afterwards’, as for example, in one case, the person’s
bereavement came flooding back. Another social worker asked us to be aware,
before we interviewed two women with whom she had been working, that they
both felt they had been ‘healed by God’. She rightly wanted to make sure the
interviewer would be especially sensitive to the fact that not everyone can or
does talk about dying when they are very ill.

We also wrote a card to each participant after an interview or group discus-
sion, again giving a name and contact number and making clear we were
available to be contacted. In fact one participant wrote to the person who had
interviewed her to let her know of some good news she had had about her illness
and treatment.

Feedback and further involvement
It was seen as very important that we let the service users who participated in
the project know what we had learned from them and to know how this infor-
mation might be put to use in the future. This was done through the newsletter,
as mentioned above, which was distributed to service users who were inter-
viewed and to members of the steering groups.

THE INTERVIEWS

Interviews took place in whatever setting was most comfortable for and
preferred by the service user. Sometimes patients were seen in their bed on the
palliative care unit, sometimes in a quiet room set aside in the hospice or unit,
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sometimes at home. Group interviews were held on the units, in a room
allocated for the purpose and where confidentiality could be provided. Inter-
views and discussions lasted about an hour on average, although they varied in
length from between 45 minutes to one and a half hours. Most of the interviews
covered all the issues included in the schedules; a few did not because of time
constraints in individual cases and people’s particular interests.

We chose to conduct both one-to-one interviews and group discussions, as
we wanted service users to have the chance of being interviewed in the setting
most comfortable for them. We felt some people would prefer the opportunity
of a private, face-to-face interview, which could take place in their own home if
they wished, while others would prefer the support they got from discussing
their experiences in a group with other service users. We therefore did not
allocate people to one or other type of interview but left this up to the service
user and the social worker to discuss and negotiate. Sometimes the social
worker asked a group that was already in existence if they wished to be inter-
viewed as a group for this study, but other groups came together purely for
the research. Some of the people who chose to be interviewed individually
were nevertheless talking entirely about their experiences of social work in
groupwork settings.

Permission was requested to tape-record all the interviews and this was
granted by all except one participant. That person went ahead with the
interview and allowed written notes to be made instead. A small number of
video-recordings of interviews were made with specific permission for this.

What we asked service users
The interview schedule is shown in Appendix 2. This was used to guide and
structure both one-to-one and group interviews. Whilst we hoped to cover all
the areas in the schedule, the service users determined the exact direction and
pace of the interview. We were concerned that they were given the opportunity
to give their accounts as fully as they wished and in their own words.

The interview schedule focused on the following areas:

� how the person was referred to the palliative care service and
specifically to the social work service

� the nature of the social work support the person had received and
how the person’s needs were identified

� views about social work/social workers prior to this experience, and
about the social work service the person had received within the
palliative care setting

� level of involvement with the social work process; for example,
having the opportunity to give his or her own views on the type of
support needed and offering feedback
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� views on the strengths and weaknesses of specialist palliative care
social work and gaps in provision

� whether the specialist palliative care social worker was respectful of
individual differences and individual needs; for example, in respect
to age, religion, ethnicity, culture, sexuality and class

� views on what might be helpful in training new social workers.

The interviewing process was a developmental one in as much as later inter-
views may have probed more fully in areas that appeared to be relevant to
themes generated by the preliminary analysis of earliest interview data. All the
interviews were fully transcribed and these transcriptions are our primary data
set for analysis. Transcriptions were also made of each of the steering group dis-
cussions and these have been a secondary data set.

Process notes
After each interview and group discussion, the interviewer made process notes
recording his or her reflections about how the interview had gone, the circum-
stance of the interview, whether anything surprising or unusual had occurred,
impressions of key points and any other observations. In particular any
apparent distress was noted.

These process notes were used as an adjunct to the primary data set and
they enabled us to make some early links across different interviews. They were
particularly valuable when consideration was given to the impact of involve-
ment in this kind of research on individuals who are already coping with dis-
tressing circumstances in their daily lives. They also allowed us to record our
glimpses into the ways in which service users’ involvement (as for instance their
involvement in this research) could be supported by the social worker.

ANALYSIS

The interviews, discussion groups and steering groups provided rich and
detailed data. Our approach to analysis was based on a grounded theory
approach, identifying themes from what people said rather than starting with a
pre-set range of issues and themes (Glaser and Strauss 1967). Traditionally
research has tended to try to fit the answers/comments respondents offer to
questions into predetermined categories for the purpose of analysis. Our
approach was based on the view that the views and ideas of participants in the
project were the most important ones, rather than our own. Ideas which
developed were ‘grounded’ in the ideas and thoughts of participants. Instead of
imposing a theoretical framework on what people said, we aimed to let them
generate their own frameworks.

In collating and analysing material we used a constant comparative
approach (Glaser and Strauss 1967). First, we read the process notes that were
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made by the interviewers at the time and noted any key impressions.Second,we
read each transcript closely, as soon as possible after the interview or group dis-
cussion, again noting any key points that emerged. We then considered whether
these key points had recurred across the interviews and discussions, and where
there was a consistency we classified these as themes to be explored more fully
in later interviews and in discussion with steering group members. We then
explored each of these themes in more detail to look at the different concepts
within each theme, to determine if there were any instructive links and to see
whether each theme was consistent across different categories of service users;
age, sex, ethnicity, type of illness or nature of bereavement, type of setting and
type of social work approach were all considered. We also returned to the points
that were key for individual service users but which were not found consistently
in other interviews and discussions. We tried to explore these individual experi-
ences to see whether they might be more generally instructive and in particular
whether they might be highlighting omissions in specialist palliative care social
work support for any particular group of service users.

Both the steering groups and service users involved in the Advisory Group
played a part in the analysis of findings through receiving reports of data
emerging from the project and offering their own insights in its interpretation.
Our discussions with steering group members played a particularly important
part in undertaking analysis. They allowed us to reflect our findings and our
interpretations back to a wide range of palliative care service users themselves to
check out validity and reliability from their perspective. We could fully develop
these discussions with steering group members, and this enabled us to fine tune
our understanding in a way that would not have been possible in individual
interviews or discussion groups. Time constraints alone would not have
allowed us this degree of probing with individuals.
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APPENDIX 2

THE INTERVIEW SCHEDULE

INTRODUCTION

Hello, my name is …………… Thank you very much for agreeing to meet with
me. Could I just tell you a bit more about the project that I’m involved with and
that I am asking you to help us with? The aim of this project is to enable service
users to have a chance to say what they think about the service they receive from
social workers who specialize in working in hospices and palliative care like
[name of social worker] and what they would like in the future.

Have you had chance to read the information sheet about the project? Was
there anything that you weren’t clear about or that you wanted to ask me?

This session will probably last between one and one-and-a-half hours but if
that’s too long that is no problem, we can either have a break or finish whenever
you want to. Is that okay? Can I just add there are no right or wrong answers; we
just want to hear what you think. If at any time there is anything you don’t
understand or anything you want to ask, please feel free to do so; or there might
be other things you want to add.

Could I just tell you a bit more about the terms on which we are asking for
your help? I think I should tell you that the project and I are quite independent
and separate from the team working with you and everything you say will be
completely confidential and anonymous and no names will be used. Nothing
you say, unless you want it to, will be passed on to people working with you. Is
that okay?

To make sure that we have an accurate record of what you say we would like
to tape-record [or video-record] this interview. Do you have any questions or
comments about that? [in cases of objection proceed without recording]

I have the consent form to take part in the project here. Could you read it
through and sign that for me? [plus additional consent form if video-recording] Is
that okay? I will give you a copy of the consent form(s) and information sheet to
keep and if you would like one we can send you a copy of the tape/video after-
wards as well. We will also try and keep people in touch with what we are doing;
for example we have a newsletter that goes out.

I should also say we are quite happy if at any stage you want to withdraw
from this project or stop the interview. Is that okay?

Have I made everything clear? Are there any questions you would like to
ask? Are you happy to start? [put tape-recorder on]
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SECTION ONE: CURRENT PALLIATIVE CARE SERVICE

1. Can you tell me how you came to use this service [insert service they

are in]?

SECTION TWO: SPECIALIST PALLIATIVE CARE SOCIAL WORK

In this part of the interview we would like to ask you a bit more about specialist
hospice and palliative care social work. We mean people like [named social

worker]. Do you know what I mean?

1. Have you had contact with a specialist palliative care social worker
e.g. [insert name]?
� Yes � No � Don’t know

2. Could you tell me how you came to see this person?

3. Could you tell me a bit more about what this contact involved?

� counselling/individual support

� practical help, e.g. with furniture, clothes etc.

� representation or advocacy, e.g. someone helping you, speaking on
your behalf or to help you get what you want

� help with getting money and/or benefits

� help in contacting and/or getting help from other organizations

� being with other patients or service users in a group

� support for family or friends

� any other kind of help offered…………………………………………

4. Did you have any views about social work/social workers before you
had this experience?

SECTION THREE: WHAT HAPPENS IN SPECIALIST PALLIATIVE
CARE SOCIAL WORK

1. Getting to see the social worker (referral)

� What are your views about the way in which you first had
contact with the social worker?

2. Working out what support you needed (assessment)

� How was it decided what the social worker would do to help
you?

3. The social work received (intervention)

� What do you feel about the work the social worker has done
with you?
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SECTION FOUR: USER INVOLVEMENT

I’d like now to ask you some questions about the involvement you have had with
the social worker.

1. Have you been asked to give any feedback on what happened with
the social worker? For example, to give your views so the service
could be improved.

If yes… How did you do that?
If no… Would you have liked to have been asked to give your views?

2. Do you feel your views were taken into account by the social
worker?

3. Did you feel you had a real say in the process with him or her?

4. Did you feel that you had a real chance to talk with the social
worker about the things that worried you?

SECTION FIVE: SERVICE USERS’ VIEWS OF SPECIALIST
PALLIATIVE CARE SOCIAL WORK

In this section we would like to ask you how you think specialist palliative care
social work can be most useful to people.

1. Can you tell me what you have found most helpful in palliative care
social work; for example, its strengths and what is of value?

2. Could you tell me what you have found to be least helpful; for
example, its weaknesses and limitations?

3. Is there anything else that you think it would be helpful for
specialist palliative care social workers to offer service users?

4. Has the specialist palliative care social work service made you feel
more in control?

5. Do you feel that the specialist palliative care social work service
respected and valued you as an individual; for example, in relation
to your culture, your age, sexuality or class?

6. Are there ways in which you feel you might have been more
involved in the way you received specialist palliative care social work
support?

7. In the light of your experience what do you think would be helpful
in training new palliative care social workers?

SECTION SIX: SOME QUESTIONS ABOUT YOURSELF

In this section we’d just like to ask you a few questions about yourself to make
sure our information is accurate and because we want to involve as wide a range
of people as possible.
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Gender

� Male � Female

Can I ask which age category you are in?

� 0–4 � 5–9 � 10–14

� 15–18 � 19–25 � 26–35

� 36–45 � 46–55 � 56–65

� 66–75 � 75+

How would you describe your domestic status?

� Single � Divorced/separated

� Widowed � Married/living together

Do you have any children?

� Yes � No

Ages

� 0–4 � 5–9 � 10–14

� 15–18 � 19+

How would you describe your ethnic origin?

� Black Caribbean � Black African � Black other

� Indian � Pakistani � Bangladeshi

� Chinese � Asian other � White

� Irish � Jewish

� Other (How would you describe yourself?) …………………………

Are you registered as a disabled person?

� Yes � No

Do you consider yourself disabled?

� Yes � No

Do you have experience of mental health difficulties or using mental health
services?

� Yes � No

Could I ask you what your current/previous occupation is?

Is there anything else you would like to say about yourself?
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SECTION SEVEN: CONCLUSION

1. Could I ask if there are any other comments, ideas or suggestions
you would like to offer?

2. Are there any questions you would like to ask me?

Can I just thank you for all this help with the interview? We will keep in touch
with you and I will shortly send you a copy of this tape if you would like one.

� Yes � No

If at any time you would like to make contact with us, if there are any problems
or issues that have been highlighted today or you would like someone to talk to,
please contact [researcher’s name and telephone contact details]

NOTES FOR INTERVIEWER
Section 2 Question 3

1. Ask person what this contact involved. Let them tell their story.
Then give prompts.

2. Where an interviewee raises an issue we routinely ask them if they
want to say a little bit more about that.
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