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Preface

The aim of palliative care is to improve the quality of life of
people living with serious chronic illnesses such as cancer,
cardiac failure, Alzheimer's disease and renal failure.
Traditionally, palliative care was considered only to be
needed by patients living with cancer but thankfully it has
long been acknowledged that palliative care should be
available to all people in need, regardless of their
diagnosis. Palliative care is holistic care and addresses
people's physiological, social, emotional and spiritual needs
as well as their physical needs. Good fundamental ‘general
palliative care’ can be provided by any knowledgeable
health care professional; relatively few people require
specialist palliative care provided by specialist teams.

Whilst primarily aimed at student nurses, it is our belief
that this book also contains useful information for
registered nurses who wish to learn more about palliative
care. This book seeks to provide you with an introduction to
the main principles and theories of palliative care in order
to give you the basic essential knowledge to enhance your
confidence in caring for people with palliative care needs.
The first section of the book introduces you to the
development of palliative care practice, focussing on the
underpinning principles; the second section considers how
these principles apply in clinical situations in order to
achieve optimal care and quality of life for patients and
their families. The third and final section focuses on your
continued development in the practice of palliative care.

In keeping with the philosophical approach of the series we
have tried to make the book as interactive as possible.
Throughout the book there are a number of activities for
you to undertake, encouraging you to take time out from



reading to think about your current practice and to
consider how new knowledge gained from this book might
develop your nursing care. In order to help you apply the
information in the book to your own practice we have tried
to give clinical examples wherever possible; there are
patient scenarios in most chapters. There are opportunities
at the end of many chapters to test your learning and the
companion website presents short MCQs for each chapter
to enable further self-assessment of learning.

The term patient is used throughout the text in preference
to ‘service user’, ‘client’ or ‘consumer’ because of
familiarity and ease of use. Whilst the term ‘patient’ may
have negative connotations for some health care
professionals it is still the most commonly used term and
the most easily understood and is therefore felt by us to be
the most appropriate. True patient centred palliative care
should overcome the imbalances of power perceived by
some to be associated with the term patient.



About the companion website

This book is accompanied by a companion website:

www.wiley.com/go/rosser walsh/fundamentals_of palli

ative care

The website includes:

e nteractive MCQs for self-assessment

e Useful online resources
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Chapter 1
The development of palliative care

Introduction

This chapter explores the history and development of
palliative care from the early days of the hospice movement
through to the development of specialist palliative care and
end of life care. It will track the extension of palliative care
beyond cancer diagnosis, which is underpinned by the
principle of provision of care according to need, not
diagnosis. The differences between palliative care and
other areas of care will be explored. The provision of
palliative care for patients in minority groups is considered
as well as the policies and strategies that have shaped the
development of the speciality.

Learning outcomes
By the end of this chapter you will be able to

 identify key events in the development of hospice and
palliative care;

« describe palliative care and specialist palliative care;

- identify the key principles of palliative care;

« discuss the provision of palliative care across care
settings;

» discuss the extension of palliative care services beyond
cancer diagnosis;

» discuss some of the challenges facing hard-to-reach
groups requiring palliative care.



What is palliative care?

Simply put, palliative care ‘focuses on the relief of pain and
other symptoms and problems experienced in serious
illness. The goal of palliative care is to improve quality of
life, by increasing comfort, promoting dignity and providing
a support system to the person who is ill and those close to
them.’ (dying matters 2012).

Since the development of St Christopher's hospice in 1967,
the growth of palliative care has been driven by charities,
health care providers and government policy. The
significant early developments and key policies are
presented in Figures 1.1 and 1.2.

. 1969-1984
. development of

1967 St Christopher's ~ Other aspects of
Hospice founded by palliative care

. Dame Cicely Saunders Services to include

1948-Marie Curie founder of the modern  community and
memorial foundation  day hospice movement hospital support
founded (Marie Curie teams, childrens’
Cancer Care) hospices, day care

. 1911 National and respite care

Society for Cancer

Relief established

Macmillan Cancer

Support

® 1885-1905
Early hospices
Edinburgh
London
Sheffield

Figure 1.1 The early development of palliative care
services in the United Kingdom.



* Calman-Hine Report

1997 * |Introduction of Liverpool Care Pathway (LCP)

* Pilot of the Gold Standards Framework

= Preferred place of care documentation

= NICE Improving supportive and palliative
care for adults with cancer

* National Service Framewark for Long Term
Conditions

2008 * End of Life Care Strategy

* Review and recommended phasing out of LCP in
England

Figure 1.2 Key policy developments in palliative care in
the United Kingdom.

Cicely Saunders the founder of the modern day hospice
movement was driven by a profound Christian faith and a
fundamental belief that “‘You matter because you are you,
and you matter to the last moment of your life’. Whilst the
influence of religion has diminished over time the central
belief of the value of people is paramount to palliative care.
Today there are over 200 inpatient units and palliative care
is provided in a number of other care settings, including
hospitals, the community and day care centres. Most



hospices are independent, local charities, only receiving a
minority of their funding from the NHS.

There are a number of definitions relating to the provision
of palliative care and each is discussed in the following
text.

Supportive care

Palliative care has come to be regarded as part of
supportive care formally introduced by the National
Institute for Clinical Excellence (NICE) in 2004. Supportive
care describes all care provided to patients, friends and
family throughout their illness, including the time before
diagnosis has been reached, when patients may be
undergoing a number of investigations. The aim of
supportive care is to help the patients and their families to
cope with their condition and treatment. It helps the
patient to maximise the benefits of treatment and to live as
well as possible with the effects of the disease (National
Council for Palliative Care (NCPC) 2010). Figure 1.3 shows
the components of supportive care.




Figure 1.3 The components of supportive care.

Palliative care

Palliative care is defined in Fact Box 1.1.




The World Health Organization (WHO) (2014) defines
palliative care as:

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

The WHO principles of palliative care are listed in Fact Box
1.2:

Fact Box 1.2

The principles of palliative care

WHO principles of palliative care
« provides relief from pain and other distressing
symptoms;
- affirms life and regards dying as a normal process;
» intends neither to hasten nor postpone death;

« integrates the psychological and spiritual aspects of
patient care;

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

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

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



- will enhance quality of life, and may also positively
influence the course of illness;

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

These principles highlight an holistic, humanistic approach
to caring for the whole person throughout their illness,
rather than focusing on the disease or condition. Palliative
care responds to the changing needs of the patient and
family over time, recognising that the disease progression
and the associated experiences are unique to each person.

Specialist palliative care

As the palliative care movement developed and grew there
was an expressed need to differentiate between palliative
care and specialist palliative care to ensure that patients
and their families were receiving the most appropriate
care. It was acknowledged that a minority of people with
complex needs would require direct or indirect input from
specialist teams, identified as ‘those services with palliative
care as their core speciality with a high level of
professional skills from trained staff and a high staff:
patient ratio’ (NCHSPCS, 1995).

Once the differences between palliative and specialist
palliative care had been established there was an
expectation that everyone living with a life-threatening
illness was entitled to receive appropriate palliative care
regardless of health setting; therefore, each health
professional has a duty to practice the palliative care
approach as an integral component of good clinical



