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1 Summary

This chapter provides assistance for those purchasing palliative care services. The analysis is based on
current research evidence and national and local population and health services utilization data.

● Palliative care is the active total care of patients whose disease is not responsive to curative treatment.
Control of pain, of other symptoms, and of psychological, social and spiritual problems is paramount.
The goal of palliative care is achievement of the best possible quality of life for patients and their families.

● Modern approaches to palliative care have evolved since the 1960s. Hospices, domiciliary and home
palliative care teams have evolved rapidly, to provide specialist palliative care, particularly for patients
with advanced cancer.

● General palliative care approaches and attitudes such as good pain control and holistic care are needed by
all health care professionals caring for people with advanced disease, particularly when curative measures
are unhelpful or inappropriate. The specialist palliative care services such as hospices and home care
teams are immediately concerned with only one segment of care.

● Funding arrangements between the NHS and specialist palliative care services vary. 75% of hospices are
voluntary or charitable units, although many have contracts with health authorities.

● National and local data on the incidence and prevalence can be used to calculate the likely numbers of
patients and families needing palliative care. The absolute numbers of patients dying from cancer and
other diseases likely to have a palliative period are available from OPCS records. Applying the prevalence
of symptoms to this population gives estimates of the range of problems and the size of population
needing care.

Within a population of 1 000 000 there are approximately 2800 cancer deaths per year and of these 2400
people will experience pain, 1300 will have trouble with breathing and 1400 will have symptoms of
vomiting or nausea in their last year of life. There will be approximately 6900 deaths, due to progressive
non-malignant disease and some of these will have had a period of advancing progressive disease when
palliative care would have been appropriate. 4600 people will have suffered pain, 3400 will have had
trouble with breathing and 1900 will have had symptoms of vomiting or nausea in the last year of life.

● A wide range of services is available. These include specialist palliative care services, such as hospices and
mobile palliative care teams and general services, including primary and hospital care. Voluntary
organizations, support groups and local authority services also play a significant role.

● Studies of the effectiveness of care have tended to demonstrate weaknesses in conventional care alone and
support the use of inpatient hospices and mobile support teams, especially those operating in the
community. Cost-effectiveness studies suggest that these services are not more expensive than
conventional care and in some instances may be cheaper.

However these evaluations have usually been confined to cancer patients and have been based on
services where only a proportion of eligible patients and families received care. Therefore the proportion
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of patients that should most cost-effectively receive specialist care is not known. Furthermore services
vary in their structure and methods of working, although a multi-professional approach appears to be that
most recommended, further comparisons are needed to identify the most cost-effective models of
specialist service provision. 

● Evaluations of day care, hospice at home and services for children are limited and further work is needed
in these areas.

● Examples of models of care for health districts, outcome measures, targets and service specifications are
given. Many of the measures and service specifications are being tested in populations and services.

● The chapter concludes with recommendations for future research, including evaluation of those services
currently unevaluated, cost-effectiveness studies and comparison of outcome measures, and
recommendations for information, including the agreement of standard data sets based on those
currently being piloted by various organizations.

2 Introduction

This chapter assists purchasing authorities in developing their needs assessments and setting service
specifications for palliative care.

Development of palliative care

Uncontrolled symptoms or severe patient and family distress while a patient has a progressive illness severely
inhibits the patient’s quality of life and is believed to impact on the carers’ or family members’ subsequent
resolution of their grief.1,2 Palliative care seeks to control the symptoms and support the patient and family.2,3

It aims to improve the quality of life and therefore offers health gain, in terms of adding health and life to
years rather than extending life expectancy, for patients and their family members and carers. Death is an
inevitable companion of life and therefore the appropriate care for people who are dying is a concern for all
health districts. Changes in the nature of diseases during this last century have led to many more people
dying from chronic diseases in later life rather than suddenly from acute infection.2 Patients are increasingly
likely to experience a palliative period during their illness.2

Modern approaches to palliative care are usually thought to have commenced in the 1950s and 60s with the
development of the hospice movement. Dame Cicely Saunders worked in early hospices and in 1967 founded
St Christopher’s Hospice in Sydenham.4 The Marie Curie Foundation was created in 1948 and, following a
survey of 7000 cancer patients in their own homes in 1952, established a programme of a day and night home
nursing service and nursing homes.5 These developments were strongly supported by research evidence
based on the reports of bereaved relatives or occasionally from patients. This indicated that existing care for
patients with advanced disease, whether in hospital or at home, failed to meet patients’ needs for pain and
symptom control, psychosocial care, spiritual care, communication and information and care for the
family.2,4 Although many patients with advanced disease continued to be cared for by conventional health
and social services, specialist palliative care services developed either to directly provide care or to provide
education and support for the existing services. 

During the 1970s, inpatient hospices were the principal type of specialist palliative services to be
developed. Many of these operated from voluntary or charity run units, although some were created within
the NHS. They concentrated on care for cancer patients and some, mainly the larger hospices, developed
educational programmes for doctors, nurses and other health and social professionals. These programmes
recognized that a great many patients were cared for by their primary care team in the community or by
hospital staff, and sought to educate and support those working in these settings, providing updates in the
most recent methods of symptom control and patient and family care.2–6
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Although the number of inpatient hospices continued to grow, more and more emphasis was placed on the
development of home care teams working from hospices and multi-professional palliative care teams in
hospitals or the community. In 1980 a working group on terminal care advised that efforts should concentrate
on educating and training hospital and community staff and supporting them in their work.1 It was suggested
that support teams, either in the hospital or community, could fulfil this need. The advice of the working
group was partly ignored – hospices continued to grow as quickly as support teams – but support teams
began to rapidly increase in numbers.2 Recently the number of support teams has overtaken the number of
inpatient hospices.

Support teams comprised specialist staff who would offer advice and support to health workers in the
community or in hospitals. Teams were usually centred specifically on trained nurses (often initially funded
by the Cancer Relief Macmillan Fund with an agreement that the health authority or Trust would take over
funding after three to five years and called Macmillan nurses). Medical, social work and sometimes other
professional support were usually provided, and in larger teams doctors, social workers and occasionally
physiotherapists or occupational therapists were members of the team. Some teams worked specifically in the
hospital while others worked exclusively in the community and in some instances the team would carry out
both roles. Teams usually worked within geographically defined areas and did not take over from existing
hospital or community nurses, or provide hands-on care.2–7

The most recent developments of specialist services have been in the areas of:

● Day care This can be operated by an inpatient hospice or a palliative care team.2,3

● Hospice at home Builds on existing community services and support teams but can also provide
24-hour nursing or sitting care at home, in a similar way to or by collaboration with Marie Curie day and
night home nurses.

● Specialist outpatient clinics May be medical, or for lymphoedema or for families requiring intensive
social work input.

These services encompass the hospice or palliative care philosophy (see the definitions of palliative care on
page 187 and in Appendix II).

Philosophies of palliative care: home, hospital, hospice

Different philosophies regarding the most appropriate mix of services and the balance between home and
institutional care have developed. Cartwright demonstrated, from random samples of deaths in England,
that the proportions of patients who died in institutions increased between 1969 and 1987 from 46% to 50%
(hospitals) and 5% to 18% (hospices and other institutions), while the proportion who died at home reduced
from 42% to 24%.8 In 1993 in England and Wales, 23% of all deaths and 26% of cancer deaths occurred at
home.9 Bowling argued against the ‘institutionalisation’ of death on the grounds that home death was more
natural and that a person would have more chance to influence their quality of life.10

The development of domiciliary palliative care teams, home nursing services and, more recently, hospice
at home and day care, sought to reverse this shift towards institutional care, by increasing the support for
patients, their families and other community services. But hospitals, hospices and the increasing role of
residential and nursing homes cannot be overlooked – because the majority of patients are cared for in these
settings for at least part of their illness. Thus in many areas a wide range of palliative services has developed to
attempt to meet needs and to provide choice. Development was often piecemeal and followed varying inputs,
including planned need, response to inadequacies, local interest, active voluntary groups, concern within the
NHS and champions of a particular approach.2 However in 1987 a Department of Health circular
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required health authorities to examine their arrangements for terminal care;11 this was followed by some
funding.12–16

Funding arrangements

Financial relationships between palliative services and the NHS vary. The voluntary sector was responsible
for the development of many of the specialist palliative care services, particularly inpatient hospices. Usually
local groups who were committed to the idea were responsible for raising funds and establishing the hospice.
During the 1970s and 1980s only a few of the inpatient hospices were funded or developed entirely by the
NHS. In 1995 a large proportion (75%) of hospice inpatient care was provided by voluntary or independent
hospice units. These are registered charities most of which have firm links in policy and practice with the
NHS from whom they receive varying amounts of funding to supplement funds raised in their local
community.17 Three national charities are also involved in the provision of inpatient care: Marie Curie
Cancer Care, the Cancer Relief Macmillan Fund and the Sue Ryder Foundation. Other charities also provide
funding for hospices or specialist palliative care services, such as Help the Hospices.

In 1988 the Department of Health began to allocate money, top sliced from the NHS budget and
distributed by regional health authorities, specifically for voluntary hospices and specialist palliative care
services.12 During the early 1990s the allocation rose rapidly – from £8 million in 1989 to £17 million in 1991
and £37 million in 1992.2,13,14 In 1994/95 funding was: £35.7 million for specialist palliative care services (the
regional allocations are shown in Appendix I), £5.7 million DSS transfer for voluntary hospices and
£6.3 million for drugs for voluntary hospices.15 This was built into recurrent baselines for health authorities
and ceased to be separately identified from 1995/96.16 Health authorities were encouraged to enter into
three-year contracts. Other inpatient care was already funded and managed by the NHS in designated wards
specifically for palliative care.17

The NHS was more active in the development of home and hospital support teams and was either
responsible for the development of many services or took over funding from the Cancer Relief Macmillan
Fund after an initial period of 3–5 years of funding. EL(94)14 stated that many authorities already fund
NHS specialist palliative provision and that these existing levels of support, wherever possible, should be
maintained. The separately identified funding was not intended to be used to take over the funding of
nursing services provided within the three year pump priming from the Cancer Relief Macmillan Fund and
the NHS contribution already committed to Marie Curie Cancer Care Nursing Services.15 Many
independent or voluntary hospices also provide home care teams and day care services.17

Key issues

Appropriate care for people with advanced disease is generally a high priority among patients and consumers.
This is evidenced by the development of hospices within the voluntary sector. After public consultation in
the Oregon Priority Setting exercise in the US, ‘comfort care’, such as palliative treatment, was ranked the
seventh highest priority (and in some versions, the fifth) out of 17 categories of care.18 In the UK health
districts have also found that palliative care or care for people who were dying came usually in the top 8–15
priorities, depending on the descriptors used.19,20

Despite the development of specialist palliative services, it is widely recognized that most patients who
have progressive illness which is no longer curable (see page 187) receive much of their care from the primary
care team and hospital staff. Specialist palliative care services have tended to concentrate on offering a service
for cancer patients. They also receive those patients who have the most severe symptoms or for whom family
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distress is most severe.2,4 However a recent joint report of the Standing Medical Advisory Committee and
Standing Nursing Advisory Committee included among its recommendations that:

● all patients needing them should have access to palliative care services
● similar services should be developed for patients dying from diseases other than cancer.4

Health districts were encouraged to determine levels of need among all patients and to purchase an
appropriate mix of services, including the specialist palliative care services. However this leaves health
districts to determine what mix of services should be purchased to provide the most cost-effective and high
quality care for their local population. Health commissioners also have to decide what constitutes a specialist
palliative care service. These services vary in their levels of trained staff and there has been recent concern
that some nursing homes or units without staff trained in palliative care will rename themselves as specialist
services without being able to offer this type of specialized care. This chapter aims to provide assistance in the
needs assessment for palliative and terminal care and follows the format proposed by Stevens and Raftery.21

3 Statement of the problem

Definitions of palliative care, terminal care and the specialist services

This section sets out the main definitions and terms relevant to this field.

Palliative care

There are various definitions of palliative care. The most straightforward is that of the National Council for
Hospice and Specialist Palliative Care Services, which is based on an earlier definition from the World
Health Organization:22–24

Palliative care is the active total care of patients whose disease is not responsive to curative treatment.
Control of pain, of other symptoms and of psychological, social and spiritual problems is paramount. The
goal of palliative care is achievement of the best possible quality of life for patients and their families. Many
aspects of palliative care are also applicable earlier in the course of the illness, in conjunction with anticancer
treatment. Palliative care:

● affirms life and regards dying as a normal process
● neither hastens nor postpones death
● provides relief from pain and other distressing symptoms
● 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.

A similar definition is from the Standing Medical Advisory Committee and Standing Nursing and
Midwifery Advisory Committee (1992):4

Palliative care is active total care offered to a patient with a progressive illness and their family when it is
recognised that the illness is no longer curable, in order to concentrate on the quality of life and the alleviation
of distressing symptoms within the framework of a co-ordinated service. Palliative care neither hastens nor
postpones death; it provides a relief from pain and other distressing symptoms and integrates the
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psychological and spiritual aspects of care. In addition it offers a support system to help during the patient’s
illness and in bereavement. ‘Family’ is used as a general term to cover closely-attached individuals, whatever
their legal status.

A key feature of this second definition is that the disease is described as ‘progressive’. It distinguishes
between chronic diseases which may not be curable but are unchanging – such as patients with unchanging
diabetes – and those diseases that are progressive and likely to result in a patient dying – such as advanced
lung cancer. For this reason and because of its comprehensiveness, it is the SMAC/SNMAC definition
above which will be used in this chapter.

Other definitions include the above but tend to expand or elaborate on some of the aspects of care offered.
Common other definitions include:

From the European Association for Palliative Care:25

Palliative care is care for the dying by providing active, total care at a time when disease is not responsive to
curative treatment. Control of pain, of other symptoms and of psychological, social and spiritual problems is
paramount. The goal of care for the dying is the highest possible quality of life for the patient and family.

Terminal illness and terminal care

Terminal illness refers to active and progressive disease for which curative treatment is neither possible nor
appropriate and from which death is certain. This varies from a few days to many months.4

For the purpose of the DSS income support limits for people suffering from a terminal illness and within
NHS executive letters a definition that ‘terminally ill people are those with active and progressive disease for
which curative treatment is not possible or not appropriate and from which death can reasonably be expected
within 12 months’ is adopted.16,26

Terminal care is an important part of palliative care and usually refers to the management of patients
during their last few days or weeks or even months of life from a point at which it becomes clear that the
patient is in a progressive state of decline.

Palliative medicine

Palliative medicine has been recognized as a specialty in its own right.4 Postgraduate training is available for
doctors intending to practise in this specialty in centres approved by the Joint Committee for Higher Medical
Training and for general practitioners (GPs) during after-vocational training. Academic, medical and
nursing posts have been created.4

When palliative medicine became a specialty the Association of Palliative Medicine provided the
definition:

Palliative medicine is the appropriate medical care of patients with advanced and progressive disease for
whom the focus of care is the quality of life and in whom the prognosis is limited (though sometimes may be
several years). Palliative medicine includes consideration of the family’s needs before and after the patient’s
death.24

Note that this definition refers to ‘medicine’ and thereby the activities of doctors. Clinical nurse specialists in
palliative care must also complete post-registration training in palliative care.
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Sub-categories of services: definitions of specialist care services

The principles and practices of palliative care are not the exclusive concern of the specialist services.24 The
relief of suffering is the general responsibility of doctors, nurses and other health care professionals over the
whole continuum of diagnosis to death. General palliative care approaches and attitudes should be part of
normal clinical practice.24

Specialist palliative care services are immediately concerned with only one segment of that spectrum of
care. They are committed to controlling pain and other symptoms, easing suffering and sustaining the last
phase of life in patients who have active, progressive and far advanced disease which is no longer amenable to
curative treatment. Their work integrates the physical, psychological, social and spiritual aspects of care
enabling dying patients to live with dignity and offering support to them, their families and carers during the
patient’s illness and their bereavement. All patients with progressive disease would benefit from a palliative
approach and a smaller group need specialist care.

The following section outlines the main terms. Further information is given in Appendix II.

Hospice

The term hospice is used in two ways. The first refers to the philosophy of hospice care, which is in effect the
same as the philosophy and principles of palliative care in the definitions above.22 The second refers to a
hospice unit. Usually this is a free standing unit with inpatient facilities, which practises palliative care
emphasizing medical and psychosocial care. It will normally have medical and nursing staff specially trained
in palliative care and the control of symptoms and has a high nurse to patient ratio. Hospices will usually offer
symptom control and terminal, palliative and respite care. Many hospices also offer day care and home
support teams. Some hospices do not offer inpatient care. To avoid confusion this chapter refers to the types
of facilities offered by the hospice – e.g. inpatient care etc. Note also that there is a wide variety of types and
grades of staff operating within different hospices. This is discussed in section 6.

Funding for hospices may be charitable, from the local community or national charities, or from the NHS,
or a combination of these.2 There is debate about what levels of staffing constitute an inpatient specialist
service (Appendix II).22

Specialist palliative care teams 

These teams are found in three main categories.

1 Hospital palliative care teams

These teams aim to bring the principles and benefits of palliative care into acute hospitals. The teams usually
work in an advisory capacity providing symptom control and psychological support to patients and carers as
well as playing an important role in education and advice within the hospital. Most teams are made up of two
or more clinical nurse specialists and many are multi-disciplinary, including a doctor, social worker, chaplain
and others.2,4,22

2 Domiciliary or home palliative care teams

These teams comprise specialist staff who offer advice and support to health workers in the community. It is
usually centred on clinical nurse specialists (often Macmillan nurses) with medical and other professional
support and the team may be attached to a general hospital with a cancer unit, inpatient hospice/palliative
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care unit or the community nursing service. The team does not take over responsibility from the community
nurse or GP and does not usually deliver bedside nursing care.2,4,22

3 Palliative care teams

These teams combine elements of the hospital and domiciliary element, either with some team staff working
in the community and others in the hospital or with staff working with individual patients and following
them from setting to setting.2,4,22,27

Marie Curie nurses

These nurses offer a day and night nursing and sitting service, which complements the community nursing
service.4,5

Multi-disciplinary care

This is the team approach to palliative care, which recognizes that many health care workers have roles to
play. Each patient’s key worker may vary according to the particular problem of the patient and local factors.

Day care

This is provided by a growing number of palliative care units and other facilities to enable patients to
continue living at home. Day care is particularly valuable for patients who need more than outpatient and GP
services and where carers need support. It also serves to introduce patients to a service without admission to
inpatient care.4,22

Rehabilitation

In the context of palliative care, rehabilitation refers to assisting patients to achieve and maintain their
maximum physical, emotional, spiritual, vocational and social potential, however limited this may be as a
result of the progression of disease.4

If rehabilitation is effective and efficient, it may be of particular value to patients who are not terminal in
enabling them to return home and obtain an improved quality of life.

Further descriptions of these services and terms are shown in Appendix II and in the definitions published
by the National Council for Hospice and Specialist Palliative Care Services.22 A national directory of services
can be obtained from St Christopher’s Hospice Information Service (see Appendix II). 

Sub-categories of diseases and types of patient who need palliative care

This epidemiologically based needs assessment is very different from the previous disease based reviews and
is more similar to the epidemiological reviews of a client group, such as the assessment for elderly people. As
the earlier definitions suggest, palliative care encompasses patients who suffer from different diseases, with
different rates of progression. Patients who need palliative care are not a homogenous group, although they
are similar in having active, progressive disease where the emphasis needs to be on quality of life for the
patient and their family.

Patients who have palliative needs can be grouped in several ways: by diagnosis, by symptoms or problems
experienced or by type of care received. The first two of these would relate to the epidemiology of diseases
and problems and thus are more useful in an assessment of need. The primary diagnosis can indicate whether a
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patient is likely to experience a palliative period, and whether they would develop problems and symptoms
which would need a palliative approach or to be referred to a specialist palliative service. Data on the
prevalence and incidence of diseases are available and can be obtained from mortality statistics. Some data on
the likely incidence and prevalence of symptoms are available but much less is known about the incidence and
prevalence of other problems – such as psychosocial, emotional or spiritual problems – experienced by
patients, their families or carers. 

The type of care received is affected by the availability of services across the country. This varies widely
and so this indicator is less useful to assess need.

This chapter uses all of these three sub-categories but concentrates more on the first two. 
The main primary diseases which can have a palliative period – i.e. a period when the disease is

progressive, no longer curable and where the emphasis is the quality of life follow. 

Types of illness

● Cancer, main categories are of:
a) lung, trachea, bronchus
b) ear, nose and throat
c) female breast
d) lymphatic
e) digestive tract
f) genitourinary
g) leukaemia
h) haemopoietic.

● Progressive non-malignant diseases, which can have a palliative period. These include:
a) diseases of the circulatory system e.g. cardiovascular, cerebro-vascular diseases
b) diseases of the respiratory system 
c) diseases of the nervous system and sense organs e.g. motor neurone disease, multiple sclerosis,

dementia
d) AIDS/HIV.

● Children’s terminal illnesses and hereditary diseases, including:
a) hereditary degenerative disorder e.g. muscular dystrophy
b) cystic fibrosis.

To estimate the need among these populations we have estimated the numbers of patients who may
experience the different symptoms encountered – e.g. pain, dyspnoea etc. Such symptoms and problems
would require treatment, often involving a palliative approach. Alternative estimates have also been
based on the current use of services.

4 Prevalence and incidence

Current situation

The incidence of patients needing palliative care (either the general approach and/or specialist input) can be
estimated from death rates of common conditions9,28 which may require palliative care (Table 1).
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Table 1: Death rates per million population by age group for common conditions in England (1993)

Age
(years) Sex Neoplasms

Diseases of
the

circulatory
system

Diseases of
the

respiratory
system

Diseases of
the

nervous
system

and sense
organs

All ages M
F

3017
2648

4830
5016

1174
1175

222
228

1–4 M
F

41
37

14
10

27
18

40
37

5–14 M
F

40
29

7
6

5
4

18
16

15–24 M
F

63
50

29
22

15
12

42
21

25–34 M
F

120
142

83
46

34
13

42
27

35–44 M
F

388
547

443
149

70
34

66
44

45–54 M
F

1402
1586

1707
506

168
111

89
77

55–64 M
F

4864
3941

6109
2356

772
518

188
153

65–74 M
F

12621
7668

17517
9034

3376
1876

567
404

75–84 M
F

23532
12404

43559
29517

11575
5492

1985
1187

85 and over M
F

34529
16868

88641
76305

37272
22709

4323
2752

Widening the definition of patients who may need palliative care beyond those with cancers could triple the
number of people included. Only some people with these conditions would require specialist palliative care.
Each disease would have roughly three groups of patients: 

● those who have a palliative period of advancing, progressive disease 
● those who have stable or no disease, relatively few symptoms but then deteriorate or die suddenly (e.g.

from a myocardial infarct)
● those who suffer from chronic disease, where the disease is not clearly progressing, but who might have

periods of progression and symptoms where they would benefit from palliative care and then periods of
remission.

In cancer patients the period of progression is most clearly predicted and many would fall into the first
category. However the other conditions, such as circulatory disease, may often fall into the other two
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categories. There is little research into the natural history of these diseases as death approaches and we do not
know what proportion of patients experience a period of advancing disease suitable for specialist palliative
treatment, although all would probably benefit from palliative approaches and principles. However
symptoms experienced in the last year of life can provide us with some information about whether the patient
was disease free or had symptoms which may be suited to palliative treatment. The likely symptoms in these
groups for individual diseases are estimated below.

Calculating numbers of deaths in the population

This population needs assessment is based on a population of 1 000 000. 
It is assumed that the population includes people from a range of different cultural and ethnic groups. It is

also assumed that there is a range of health experiences across the different wards or localities within an area,
with the most disadvantaged wards displaying higher rates of death and increased levels of illness, high levels
of unemployment and poorer housing, with many single parent families and elderly people who live alone. 

Mortality statistics provide details of the numbers of deaths occurring in the population, totally and for
different causes. Within a population of 1 000 000 we would expect about 11 000 deaths per year.28 Actual
numbers for the population can be obtained from OPCS records. Anonymous records of the death
registrations are made available to health authorities from OPCS via NHS executive regional health
authorities, each year. Although a breakdown of the numbers and main causes of death are provided the raw
data can be also obtained in a format suitable for local analysis in a spreadsheet or in a statistical package. For a
small charge OPCS will also undertake specified analysis for individual populations if this is not possible
locally. Some health authorities themselves collected and computerized data from the copies of death
registrations which were automatically copied to them. 

A breakdown of the likely data on deaths is shown in Table 2 and Figure 1. If the population follows the
general pattern of England,9,28 cancer would account for 25% of all deaths (27% for deaths in men and 23%
for deaths in women). Cancers of the gastro-intestinal tract, trachea, bronchus and lung, and breast would be
the most common (Table 2 and Figure 2). Circulatory disease would be the most common cause of death
(45% men, 46% women). Respiratory disease would probably be the next most common after cancer (11% in
men and in women).

Data from the public health common data set will provide the standardized mortality ratios (SMRs).
These can be calculated for different causes of death and can be used to show whether cancers or other causes
of mortality are more, less or equally common in the population compared with England and Wales. The
SMR can also be calculated for different localities within the population, to show whether any of these vary in
different ways. An example of the SMRs for one population is shown in Appendix III. Because the area
shown appears to have an excess of cancer deaths, this may mean that higher than average palliative services
are needed. However more accurate estimates of need for services are available by calculating the numbers of
people who may have required palliative care locally and the prevalence of symptoms.

Cancer patients who may have required palliative care

The number of cancer patients with advanced disease and symptoms can be estimated from the number of
cancer deaths. Some patients may have a short or not identified terminal period but the majority would have a
clear period where they would require palliative care. The World Health Organization has recommended
that for cancer patients the palliative approach should be a gradually increasing component of care from
diagnosis onwards, rather than being confined to the last few weeks of life. This concept is shared by the
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Table 2: Number of deaths in the population during one year for the most common causes (total population
1 million)

Cause of death Men Women Total

Neoplasmsa 1464 1341 2805
Circulatory system 2429 2624 5053
Respiratory system 595 626 1221
Chronic liver and cirrhosis 34 26 60
Nervous system and sense organsb 88 88 176
Senile and pre-senile organic conditions 22 22 44
Endocrine, nutritional, metabolic, immunity 187 123 310
Total of these diseases 4819 4850 9669
Total deaths from all causesc 5356 5644 11000

Cause of death
Neoplasms include:
Lip, oral, pharynx, larynx 41 34 75
Digestive and peritoneum 449 339 788
Trachea, bronchus, lung 394 291 685
Female breast 0 255 255
Genitourinary 243 178 421
Lymphatic and haemopoietic 154 54 208
Other, unspecified 7 7 14
Nervous system and sense organs include:
Parkinson’s disease 37 28 65
Multiple sclerosis 1 1 2
Meningitis 4 4 8

a,b For a breakdown of main groups see lower half of table.
c Deaths in those aged under 28 days excluded.

0

Number of people (per year)

1000 2000 3000 4000 5000 6000

Endocrine, nutritional, 
metabolic, immunity

Senile and pre-senile 
organic conditions

Nervous system and 
sense organs

Chronic liver and 
cirrhosis

Respiratory system

Circulatory system

Neoplasms

Figure 1: Main causes of death in the district: excluding those aged below 28 days.
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Figure 2: Main cancers in the district.

Expert Advisory Group on Cancer in their report on commissioning cancer services.29 Implementation of
this report’s recommendations is underway.30

The data from Table 1 suggest that there may be 2800 people who die from cancer each year within a
population of 1 000 000. Estimates of the proportions of these with symptoms should suggest the numbers
who would benefit from palliative care advice, the palliative approach and, in some cases, specialist services
such as hospice or home care.

Estimating the prevalence of symptoms and other problems in cancer

and in patients with progressive non-malignant diseases

Studies which estimate the prevalence of symptoms among patients with cancer have been confined to
selected populations, such as patients attending oncology clinics or patients admitted to a hospice service.
Prospective data on the prevalence of symptoms and problems among patients with advancing
non-malignant disease are rare and usually confined to those few patients referred to a palliative service.
There is no prospective data on the prevalence of problems among patients not referred to these services, and
such data are needed for an epidemiologically based needs assessment. 

However one method of overcoming this sample bias is to identify patients after their death using the
death registration. This approach has two drawbacks. First death registrations include inaccuracies – for
example the recording of diagnosis is unreliable especially in elderly patients.31 Second assessment of
problems is made by the bereaved carers or spouse rather than the patient. Studies have suggested that
spouses or carers may unreliably record some symptoms and anxieties when compared to patients’
assessments.32,33 On average carers or spouses tended to record slightly more severe problems than did the
patients.33 Psychological symptoms may be less accurately recorded.34 Assessments made during
bereavement appear to concord less than those made prospectively.35 It may be that the carers’ assessment is
altered by their own grief and anxieties. Furthermore for some aspects of care, e.g. anxiety, the carers’ and
staff assessments agreed and recorded problems, whereas patients’ ratings did not. Until prospective data on
the prevalence of symptoms in complete populations of patients with advanced disease become available,
these estimates based on the retrospective views of carers are needed. They at least provide the carers’ views
of whether patients need help for these symptoms. Given that the carer is part of the unit of palliative care,
their view has some validity.
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Table 3: Cancer patients: prevalence of problems (per 1 000 000 population)

Symptom
% with symptom

in last year of
lifea

Estimated
number in each

year

Pain 84 2357
Trouble with breathing 47 1318
Vomiting or nausea 51 1431
Sleeplessness 51 1431
Mental confusion 33 926
Depression 38 1065
Loss of appetite 71 1992
Constipation 47 1318
Bedsores 28 785
Loss of bladder control 37 1038
Loss of bowel control 25 701
Unpleasant smell 19 533
Total deaths from cancer 2805

a As per Cartwright and Seale study,8,36 based on a random sample of deaths and using the reports of bereaved
carers.
Note: Patients usually have several symptoms.

Prevalence of symptoms and other problems in cancer patients

The prevalence of symptoms in a random sample of national deaths in 1987 has been used to calculate the
numbers of patients with symptoms, as viewed by bereaved carers, in the population.8,36 A more recent study
(1991) which examined the prevalence of symptoms in random samples of deaths within selected health
districts showed similar findings.37–40 These suggest that, among the population of 1 000 000 people, each
year 2400 cancer patients have pain which requires treatment, 1300 have trouble with breathing and 1400
have symptoms of vomiting or nausea. The patients usually have several symptoms and the prevalence is
shown in Table 3.

Patients with cancer are known to have a higher prevalence of anxiety and depression when compared to the
normal population. Anxiety and depression are often under-diagnosed.31,41 High patient anxiety and family
distress and anxiety are known to be associated with multiple symptoms, distressing or socially unacceptable
symptoms (e.g. unpleasant smell) and poor symptom control.3

There are no population-based epidemiological studies which describe the levels of anxiety among
patients and their families in the general cancer population. However studies based on referrals to palliative
care teams have suggested that approximately one-third of families and one-quarter of patients describe
severe anxiety, fears or worries.34,42–44 This would translate into approximately 930 family members or family
groups and 700 patients per 1 000 000 population. These people would need more intensive support and
some would require specialist services.

Estimates based on use of specialist care services in cancer patients

Studies have suggested that in the UK between 15 and 25% of cancer deaths received inpatient hospice care
and between 25 and 65% of cancer deaths received input from a support team or Macmillan
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nurse.8,36–38,42,43,45,46 Applying these figures to the population would suggest that 700–1800 cancer patients
require support team care and 400–700 should require inpatient hospice care (Table 4). Some patients will
require both services and some patients would be admitted to hospice care two or more times.

Table 4: Cancer patients: need for specialist palliative services based on national and regional estimates of use
(per 1 000 000 population)a

Number of adults %

Deaths from cancer in one year 2805
Needing support team 701–1824 25–65
Needing inpatient hospice care 421–701 15–25

a Studies used include: Bennett and Corcoran (1994);42 Cartwright (1991);8 Seale (1991);36 Higginson, Wade,
McCarthy (1992);43 Addington-Hall (1991);37–40 Frankel (1990);46 Eve and Jackson (1994).45

Given the fairly high prevalence of symptoms in cancer, it is likely that this figure is a conservative estimate.
Furthermore national studies of the needs of cancer patients, given current provision, have demonstrated
unmet needs for patients in terms of home support, symptom control and respite care.8,36–38 As outlined on
page 184 services have often developed in a piecemeal fashion; this limits the value of estimates based on
current national use.

Patients with progressive non-malignant diseases who may have

required palliative care

The numbers of patients with other causes of advanced disease and symptoms can be estimated from the
numbers of non-cancer deaths within the health authority. Patients may have short or no identified terminal
periods, some will die suddenly, but many who die from circulatory disorders, respiratory disorders, diseases
of the nervous and sense organs and senile and pre-senile conditions will have a recognized period where they
could require palliative care. This period is less clearly identified for patients with progressive non-malignant
diseases than for patients who have cancer.

The data in Table 1 suggest that there may be 6900 people who die from other causes, mainly circulatory
or respiratory disorders each year.9,28

Although the numbers of people with multiple sclerosis, motor neurone disease and similar disorders are
small, these diseases have a much longer duration of symptoms than many of the cancers or other disorders.
This factor should be taken into account when planning services.

As for cancer patients the prevalence of symptoms can be used to suggest the numbers who may benefit
from palliative care advice, a palliative approach and in some cases specialist services such as hospice or home
care.

Prevalence of symptoms and other problems in patients with

progressive non-malignant diseases

As for cancer patients the prevalence of symptoms in a random sample of national deaths has been used to
calculate the prevalence of symptoms in the population.8,36–38 These suggest that, among the population of
1 000 000 people, each year 4600 patients with progressive non-malignant diseases have pain, 3400 have
trouble with breathing, 1900 have symptoms of vomiting or nausea and 2600 have mental confusion. There
are many other symptoms (Table 5).
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Table 5: Patients with progressive non-malignant disease: prevalence of problems (per 1 000 000 population)

Symptom
% with symptom

in last year of
lifea

Estimated
number in each

year

Pain 67 4599
Trouble with breathing 49 3363
Vomiting or nausea 27 1853
Sleeplessness 36 2471
Mental confusion 38 2608
Depression 36 2471
Loss of appetite 38 2608
Constipation 32 2196
Bedsores 14 961
Loss of bladder control 33 2265
Loss of bowel control 22 1510
Unpleasant smell 13 892
Total deaths from other
causes, excluding acci-
dents, injury and suicide
and causes very unlikely to
have a palliative period

6864

a As per Cartwright and Seale study,8,36 based on a random sample of deaths and using the reports of bereaved
carers.
Note: Patients usually have several symptoms.

High patient anxiety and family distress and anxiety are known to be associated with multiple symptoms,
distressing or socially unacceptable symptoms (e.g. unpleasant smell) and poor symptom control. If the
prevalences of severe patient anxiety and family anxiety is similar to those among cancer patients, this would
suggest that within a population of 1 000 000 severe anxiety would be experienced by approximately 2200
families and 1600 patients. 

Estimates based on use of specialist palliative care services by patients

with progressive non-malignant diseases

Estimates of the use or need for specialist services among patients with progressive non-malignant diseases
are rare. Many specialist palliative services have only recently begun to accept patients who do not have
cancer. Services which accept or encourage referrals of patients needing palliative care, irrespective of
diagnosis, have reported caseloads where up to one-third or a half have diseases other than cancer.47,48 Similar
figures are found from studies of patients receiving inpatient hospital care.49 Applying these data to the
population would suggest that 350–1400 patients with progressive non-malignant diseases may require a
support team for their palliative care and up to 200–700 may require inpatient palliative care (Table 6).
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Table 7: UK AIDS cases by year of diagnosis and date of known death

Year Diagnosis Date of known death

1982 or earlier 17 8
1983 33 15
1984 107 47
1985 240 119
1986 464 270
1987 671 345
1988 884 409
1989 1051 660
1990 1201 772
1991 1340 970
1992 1492 1067
1993 1546 1231
1994 1189 1065

Unknown 69 41
Total 10304 7019

Source: AIDS/HIV Quarterly Surveillance Tables50

Table 6: Patients with progressive non-malignant diseases: need for specialist palliative services based on local
studies of use or need (per 1 000 000 population)a

Number of adults %

Deaths in one year 6864
Needing support team 350–1824 0.5–1 times numbers of cancer

patients needing care
Needing inpatient palliative
care

210–701 0.5–1 times numbers of cancer
patients needing care

a Studies used include: Hockley et al. (1988);47 Severs and Wilkins (1991);48 Noble (1993).49

People with HIV/AIDS who may need palliative care

Since reporting began in 1982 a total of 10 304 cases meeting the European AIDS case definition were
reported in the UK up to the end of December 1994. Of these 7019 were known to have died.50 The number
of deaths has increased over the years; 1065 deaths occurred during 1994 (Table 7). In the same period there
were 23 104 laboratory reports of first confirmed HIV-1 antibody positive tests. 

Assessing the palliative care needs for people with HIV/AIDS will depend on the underlying prevalence
within the population served, the symptoms and problems experienced and the extent to which there is a
palliative period. Calculating these is complex. When estimating prevalence in central London, the OPCS
death registrations did not prove useful: we found very few cases were identified. Instead data from the
Public Heath Laboratory Surveillance appeared to be more accurate.50 The number of AIDS related deaths
varies greatly across the UK and in many populations the numbers are very small. For example, in 1994 it
varied from two (Northern Ireland) or eight (Northern Region) to 141 (North West Thames) or 64 (NE
Thames).50 Even within the North East Thames area the number of deaths within health districts in 1993
varied from 0–33 deaths per year.51 One other district in central London had higher rates than this, with
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40–50 HIV/AIDS related deaths per year (personal communication – Kensington & Chelsea and
Westminster Health Authority).

The prevalence of symptoms among total populations of people with advancing HIV/AIDS is not well
researched. Studies to date have tended to include self-selected samples, such as those patients referred to
particular services. However, studies have suggested that the prevalence of symptoms and psychosocial
problems in people with HIV/AIDS is as high or higher than among cancer patients, although the nature of
many of the symptoms differs. Among patients with advanced HIV/AIDS at least 60% experienced pain52–54

and over a third needed opioid (e.g. morphine or diamorphine) treatment,55 90–100% experienced other
symptoms and for 70% these were moderate or severe,53,54,56 90–100% experienced anxiety and for 70% this
was moderate or severe and at least 50% needed practical support or practical aids.56 Patients with
HIV/AIDS may come from various different cultures and backgrounds which may need quite different
support, e.g. for drug users.57 The natural course of HIV/AIDS includes remissions, acute infections which
may require intensive treatment and in some patients the long-term deteriorations associated with
HIV/AIDS encephalopathy or cognitive impairment.52,53,58 Although only a small proportion will develop
encephalopathy, those who are affected and their carers need intensive support.59,61 However the high
prevalence of symptoms among people with HIV/AIDS suggests that most would need some palliative
support towards the end of life.

Children who may need palliative care

A small proportion of the deaths described on page 192 were among children. Within a population of
1 000 000, if the population is similar to that of the UK,9,28 there would be approximately 70 deaths in
children aged 28 days to four years and 28 among those aged 5–14 years. The majority of these deaths would
be due to illnesses or accidents which did not have a palliative period.9–28 However within a population of this
size, current data from England and Wales suggest that approximately three children aged 28 days to four
years and five aged 5–14 years would die from cancers. The numbers of children who die from other diseases
which may have a palliative period would also be small – two children aged 28 days to four years and one aged
5–14 years from endocrine, nutritional or immune disorders; five aged 28 days to four years and two
aged 5–14 years from diseases of the nervous system and senses; and 11 aged 28 days to four years and
two aged 5–14 years from congenital disorders.9,28 Data from OPCS can be used to calculate the exact
numbers locally.

Characteristics of patients needing palliative care and local trends

To consider the palliative care for patients within the population in more detail, the OPCS death registration
data (page 193) can be analysed to examine:

● the characteristics of those people who will need palliative care in terms of age, sex, etc.
● the trends in place of death over five years
● place of death by electoral ward or locality (five or more years’ data should be combined, to avoid very

small numbers)
● effect of factors such as social deprivation, ethnicity or services available on place of death.

An example of the results of this for the district of Kensington, Chelsea and Westminster is shown in
Appendix IV.

Likely findings would be that there are roughly equal numbers of men and women who died and the rate is
constant over the years. The majority of patients who die will be elderly (over 75% will be aged over 65 years
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and over 50% over 75 years). The majority of deaths will have occurred in hospital (approximately 60–70%)
and less at home (24–30%). The number of deaths in hospices will be difficult to calculate from OPCS
records because hospices are not coded with a specific category. Free-standing hospices are likely to be coded
as ‘other communal establishment’, hospices within an NHS hospital are likely to be coded as ‘NHS hospital’
and those hospices operating in private hospitals are likely to be coded as ‘private hospital’.

Key issues for health commissioners 

Key issues for health commissioners following the analysis of this incidence and prevalence data are as
follows. Within a population of 1 000 000 the estimated need for palliative and terminal care is estimated by:

● approximately 2800 cancer deaths each year
● approximately 6900 deaths due to potentially progressive non-malignant disease. Within this there will

be three main groups:
a) those who had a palliative period of advancing, progressive disease 
b) those for whom death was sudden and followed a period where the disease was absent or stable and

where they had relatively few symptoms 
c) those for whom there was a chronic disease, where the disease was not clearly progressing, but who

might have periods of progression and symptoms where they would benefit from palliative care, and
then periods of remission.

This estimates needs as follows:

● approximately 2400 cancer patients will experience pain, 1300 have trouble with breathing and 1400 have
symptoms of vomiting or nausea

● approximately 4600 patients with progressive non-malignant diseases have pain, 3400 have trouble with
breathing, 1900 have symptoms of vomiting or nausea and 2600 have mental confusion

● if patterns of average national use are followed, 700–1800 cancer patients would require hospital or home
palliative care team care and 400–700 should require inpatient hospice or specialist unit care 

● if patterns of use where such services exist are followed, up to 350–1800 patients with progressive
non-malignant diseases may require a support team for their palliative care and up to 200–700 may
require inpatient palliative care

● there may be up to 30 children aged up to 14 years who have a palliative period; most (20) would be under
five years of age and half of these would be as a result of congenital disorders. The number of cancer
deaths among children would be small – less than ten

● for people with HIV/AIDS the numbers needed in palliative care would depend on the local prevalence
of AIDS. Numbers would be nil or small, except in high prevalence areas.

More accurate local estimates can be fairly easily calculated using the data from OPCS death registrations.
This would ensure that the estimates take account of local variations within the population.

The commission should also consider the following.

● What proportion of deaths currently occur at home? How does this compare with the national average of
24% and does it vary across the population? How should this influence the way in which services are
provided? Variation across the district may mean that some localities need to be targeted for an increase in
support services, home nursing or specialist palliative care services.
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● What trends have occurred in the place of death for patients – for example over the last ten years – and
how might these trends be explained? The development of a hospice or home care service may have
impact. Are the percentages of people who die at home increasing or decreasing?

5 Services available

This section outlines palliative care services available for different types of illnesses. The range of clinical and
supportive services which should be considered in any district policy for palliative care is described in the
following sections. As patterns of provision vary between districts the average national level of use has been
included, where available, as indication of availability. These levels of use are not the recommended levels for
optimum care.

This section is divided by the sub-categories described on page 191 – underlying type of illness. For each
of these the palliative care services and their use is described.

Estimates of service use can be varied throughout the country and may have changed markedly in recent
years as the numbers of specialist hospices, units and home care services have expanded. The most
comprehensive and up-to-date information on service use is that collected by Addington-Hall and
colleagues37–40 in 1991. This study selected random samples of cancer and non-cancer deaths from death
certificates in 20 health districts in the UK and interviewed the nearest carer or family member about the
death. It is the largest sample of deaths in this country – and provides information on 2074 cancer deaths and
1622 non-cancer deaths. Many of the findings regarding the prevalence of symptoms and service use were
similar to an earlier study in 1987 by Cartwright and Seale,8,36 except for the use of hospices and specialist
services which had increased since that time.

Funding arrangements for the services differ as outlined on page 186. About 75% of hospices and some
other specialist palliative care services are organized by voluntary groups.17 Much of their costs are met by
charitable donations with health authorities meeting the remaining costs. 

There are difficulties in linking numbers of patients requiring services and the services available. Service
activity is often measured in contacts with a range of services some of which are non-NHS. The advent of the
NHS number in 1996 onwards will help, although the non-NHS sector will still be omitted.

Cancer

The following list is of palliative care services which provide some degree of palliative care available to people
with all types of cancer.

Primary health care

Primary care teams consisting of GP, practice nurse and district nurse provide care for all people in the
community and are used by almost all people with cancer in the last year of life (Table 8).

The survey by Addington-Hall et al.37–40 showed that 99% of cancer patients had contact with GPs in their
last year of life, but for almost half (43%) this was fewer than ten contacts. Just over a quarter (29%) had over
20 contacts. Although fewer patients (59%) had district nurses when these were available, visits were more
frequent – 34% had ten or under visits, 14% 11–20, 26% 21–50 and 27% 51 or more visits in the last year of
life.

Some GPs and district nurses have postgraduate training or qualifications in palliative care, symptom
control and psychosocial care. Those organizing courses report that high numbers wish to attend and this
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Table 8: Use of services by patients in the last year of life. Uses data from Addington-Hall 199337–40

Service
Cancerb

n = 2074
(%)

Non-cancerb

n = 1622
(%)

Primary health care
GP
Home visit by GP
Nurses at home
District nurse
Health visitor
Night nursing

99
92
67
59
3

19

95
79
36
32
2
8

Other community services
Home help
Home help if lived alone
Home help if lived with others
Meals on wheels if lived alone
Meals on wheels if lived with others

20
40
11
22
4

28
48
16
27
6

Specialist home or hospital palliative care services
Support team or Macmillan nurses
Marie Curie nursesa

29
2

nil
nil

Inpatient care
Admitted to hospital or hospice 91 72

Hospice
Hospice inpatient admission
Day hospice

19
3

<1
not available

Spiritual and emotional support
Chaplains (post-bereavement)
Support and information groups

38
11

34
13

Lived in a nursing or residential home at some
point during their last 12 months of life

13 29

a Note: In the survey families may not have been able to clearly identify Marie Curie nurses. This finding is
disputed by Marie Curie. Data from Marie Curie obtained separately suggest that Marie Curie nurses care for
more than one-third of all those who die at home from cancer.
b National percentage of people who used the service in their last year of life.

suggests considerable interest and motivation (personal communications from course organizers in the UK).
The number who undertake extra training is not known.

Other generic community services

This can include social services such as day care, meals on wheels, home help or home care workers, social
workers, laundry and incontinence services, or occupational therapist and other health services such as a
health visitor, chiropodist, physiotherapist or clinical nurse specialist from other areas of care, e.g. stoma
care. There are also volunteer sitters and workers in many areas and bereavement visitors and support
workers.
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These services are available in many districts, although to varying extents. Their use by people in the last
year of life is fairly limited (Table 8).

Home and hospital specialist palliative care teams and Marie Curie nurses

There are now various forms of services available (see page 189). 

Specialist palliative care team (home and hospital)

This team includes doctors, nurses and social workers, although the number in a ‘team’ can range from 1–11
staff (strictly speaking, one person does not constitute a team). Their function is to provide specialist
knowledge in symptom management, control and support, supplement the care of the dying, co-ordinate
care, emotional and bereavement support and teaching of staff, carers and patients. They aim to work
alongside the primary care team and hospital staff, providing advice and additional support.1,2

The teams can be referred to as home care teams and work primarily in the community, or as hospital
teams working mainly in hospital. However the boundaries are blurred and many teams will work in both
hospital and the community. Teams can be based within a hospice (most common), a hospital, community
unit or be independent.

There are over 400 palliative care teams working in hospitals or in the community in the UK and Republic
of Ireland17,62 (Appendix V). Of these about 260 are free standing, community based teams and almost 150 are
attached to hospice inpatient units (calculated from17,62). Most districts in the UK would have one or more
such teams, usually working in a defined catchment area. Just over a quarter of cancer deaths would be cared
for by such a service – 57% of patients having help for 1–12 weeks with 2–6 visits per week (Table 8).

Macmillan nurses 

Macmillan nurses sometimes work in isolation and sometimes work as part of a palliative care team.
Macmillan nurses provide symptom control and support, specialist advice, support, training and liaison with
the patient, family and staff involved in caring but do not take over the patient’s care. They are self-funding
for three to five years after which the district health authority or trust takes over.

Marie Curie nurses

These nurses provide a night and day practical nursing service in patients’ homes. There are about 5000
Marie Curie nurses in the UK and they care for about 20 000 patients at home.5 They are jointly funded by
Marie Curie and health authorities. These are not classified as specialist palliative care services.

A survey conducted by the Hospice Information Service showed that in the UK approximately 100 000
patients per year were seen by palliative care nurses. This is over half the number of cancer deaths (160 000)
per year.17,45

Hospital services

Oncology and radiotherapy services

These offer expert technical facilities and treatment. Treatment may often be given in conjunction with the
support care team. The Expert Advisory Group on Cancer to the Chief Medical Officer report on cancer
treatment has recommended that cancer treatment centres should be clearly identified and that these
should include palliative care.29
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Hospital inpatient beds

Palliative or terminal care may occur in hospitals for patients who, during their illness have reached the
terminal phase of their illness or have been admitted for acute episodes with the possibility of it being the
terminal stage and are now comfortable with the hospital as their choice for place of care, and are familiar
with the environment and staff. 50% of patients with cancer die in hospital (Table 9).

Table 9: Place of death in 1991 of patients who were identified has having a terminal or palliative period37–40

Place of death Cancer deaths
(n = 2074) (%)

Non-cancer deaths
(n = 1622) (%)

Home 29 22
Hospital 50 57
Hospice 13 0
Nursing/residential home 7 16
Ambulance/street 0 5

Hospital palliative care teams

These are one form of special palliative care team (see page 204), although in some hospitals there may be
only one nurse providing support. This nurse will usually liaise with a community team if patients are
discharged. There are now over 250 hospitals in the UK with support teams or support nurses (Appendix
V).17,62

Hospice

Hospices provide a variety of services including day support, home support teams, night nursing, inpatient
units, pain clinics, counselling and training. They admit patients for symptom relief and control, respite and
terminal care if the family or patient cannot manage at home.

The Hospice Information Service in 1995 identified 208 units with 3182 beds with various sources of
funding,17,62 (Table 10 and Appendix V). The number of beds in an inpatient hospice unit varied from 2–62.

Table 10: Number and type of inpatient hospice and specialist palliative care services, as of January 199517

Type of inpatient unit Number of units Number of beds

Independent or voluntary 142 2196
NHS managed units 46 533
Marie Curie cancer care centres 11 290
Sue Ryder homes 9 163
Total 208 3182

Of cancer deaths Addington-Hall et al. showed that in 1991 19% were admitted to a hospice during some
part of the last year of life; 13% died in a hospice.37–40 A survey conducted by the Hospice Information
Service in 1994 suggested that in the UK approximately 28 000 deaths occurred in a hospice.45 The majority
would be cancer patients, so this could represent up to 18% of the 160 000 annual cancer deaths.45
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Nursing homes and residential homes

Nursing homes and residential homes provide intermittent or continuous respite and continuing care. The
NHS tends to take responsibility for individuals who have high nursing needs, while social services
combined with the individual take responsibility for others. Many patients already in nursing or residential
homes will eventually die there. Nursing homes do not have the specialist facilities of hospices or palliative
care teams. Support teams can work with nursing and residential homes (as they work with hospitals or in
patients’ own homes) to assist and advise in the care of patients who need palliative care.

Other professional services

Pain clinics

These offer pain control and support and are usually run by anaesthetists based in hospitals. The patients are
seen in outpatient departments. In 1994 there were over 200 pain clinics operating in the UK.63 Almost all
clinics will accept referrals of malignant pain and chronic pain. A directory of pain clinics was published by
the College of Health,63 and an up-to-date list is available from the Pain Society, British and Irish Chapter of
the International Association for the Study of Pain. Pain clinics vary, some being comprehensively staffed
and others being very small. Not all clinics will accept GP referrals, some only accept hospital or consultant
referrals. Some individuals suggest that the number of patients with cancer pain seen in pain clinics has been
reducing in recent years while the number seen with non-malignant pain has increased. This change has
sometimes been attributed to the growth of specialist palliative care services for cancer patients (personal
communications).

Most districts have dieticians, physiotherapists and occupational therapists who will offer some support
for patients dying from cancer although the liaison with the specialist services is varied.

Spiritual and other support

This can be provided by:

● chaplains or other religious leaders, who may work in hospitals, hospices and/or in the local community
● support and information groups and voluntary support organizations run in local hospitals, hospices or

palliative care teams by local groups of charities such as Cancer Link. Palliative care teams and hospices
have information on most groups being organized locally.

A most useful source of information on local services or contacts is available from the St Christopher’s
Hospice Information Service (including a directory of services in the UK and Republic of Ireland and
information on hospices and services abroad) and the National Council for Hospices and Specialist Palliative
Care Services. Leaflets and advice are also available from the BACUP (British Association of Cancer United
Patients). Help the Hospices offers education and research support for palliative services or staff and can
provide advice.

Other psychological support and alternative therapies are sometimes available such as: aromatherapists,
manicurists, beauticians and hairdressers.
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Family bereavement support

This is varied and can be provided by:

● social workers – via social services or specialist palliative services and hospices. Social workers are also
found in some hospitals

● hospices, support teams who may offer individual support and counselling, organize groups for
bereavement and post-bereavement support, or self-help groups

● CRUSE and BACUP are voluntary organizations that also offer support nationally.

Cancer diagnosis specific services

Other care is available from the list below, although this is not confined to palliative patients.

● Clinical nurse specialists e.g. pressure care, continence promotion, nebulizer, Hickman Line nurses for
all cancers, chest nurse for cancer of lung, trachea or bronchus and stoma nurse for digestive tract cancer.

● Counsellors for specific groups of patients e.g. mastectomy/breast cancer counsellors for women with
breast cancer.

Patients with progressive non-malignant diseases

Very similar services apply for cancer patients as for patients with progressive non-malignant disease
although there is less information available. Therefore this section concentrates on the main differences in
services.

● Primary health care This is used by almost all people with non-cancer in the last year of life (Table 8).
Contact is often slightly less than that for cancer patients.

● Other community services Services are available in most districts and estimates of use suggested
these are used by a higher percentage of non-cancer patients, compared to cancer patients (Table 8).

● Home and hospital specialist services Some palliative care teams will accept referrals of patients
who do not have cancer. However only a very small proportion of patients are referred to such services
(Table 8 shows use in the last year of life). A few teams have a stated policy of accepting all patients but
even in these teams the majority of referrals continues to be of cancer patients, with up to 30% of referrals
of non-cancer patients.47,48

● Hospital services Hospital acute ward beds and hospital inpatient beds are important, because about
60% of patients with non-cancer die as hospital inpatients nationally (Table 9). 

● Hospices 62% of hospices will accept patients who do not have cancer but require palliative care.62

Reports suggest that hospices are used by very few people who do not have cancer (Tables 8 and 9).
● Nursing homes These are increasingly common as a place of care and death in the last year of life,

especially among elderly and frail patients (Table 9). 
● Pain clinics These play an increasing role in the care of patients with advanced non-malignant diseases

for pain control and support. 
● Other psychological support and alternative therapies For example aromatherapists,

manicurists, beauticians and hairdressers are available in many hospices and occasionally in hospitals or
long-term care facilities.

Additional services for non-cancer patients

The following additional services are available to people with specific non-cancer terminal illnesses. Most are
not confined to people who need palliative care.
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Hereditary degenerative disorder

For example muscular dystrophy. 

● genetic counselling support and information services
● family support groups and support and information groups – voluntary.

Dementia

● community care assistants
● sitting services for respite for carers
● domiciliary home services including mental health teams for elderly people, Admiral nurses (funded by

the charity Dementia Relief and working to support the family), community psychiatric nurses
● home help daily personal care with: hygiene, eating, pensions, shopping, cleaning
● incontinence laundry service – social services
● special beds in nursing homes
● hospital wards for people with dementia. Many long stay wards seek to provide homely care in small

units. There is at least one hospital which has converted a house and developed a ‘hospice like’ model of
care for people with dementia. However this is the exception

● voluntary support and information groups and associations for carers and for people with dementia
● charities such as the Alzheimer’s Disease Society and the Mental Health Foundation provide

information, have support groups in some areas and support research
● co-ordinators to inform carers of services that are available and how to access them. 

Circulatory disease

● support and information groups in some areas
● advice and leaflets, plus support groups in some areas via the British Heart Foundation or via stroke

groups.

Cystic fibrosis

● specialist community nursing service enabling a family to care for their child at home in the terminal
phase of their illness

● hospices for children accept this condition. There are few hospices for children (page 209) 
● cystic fibrosis physiotherapists
● genetic advice for cystic fibrosis
● parental and family support, information and counselling, including bereavement counselling are

available in some districts.

Motor neurone disease and multiple sclerosis

● hospices – almost all hospices will admit people with motor neurone disease and multiple sclerosis if they
have far advanced disease or for respite care

● there are special support groups and associations for people with motor neurone disease and multiple
sclerosis and their families available from the voluntary sector.
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Services for people with HIV/AIDS

Existing social and health services are available together with some of the services described for patients with
cancer. Services specializing in support for people with HIV/AIDS can be found, particularly in high
prevalence areas. These include the following.

● Other community services Advocacy workers, voluntary services including Buddy schemes,
Terrence Higgins Trust and volunteers organized from local groups or hospices.

● Specialist services These may be:
a) special AIDS teams – multi-professional teams similar to the home support team for cancer patients

which may care for people with AIDS are found in areas where AIDS is most common e.g. London
districts

b) home support teams for cancer patients which may care for people with AIDS/HIV 
c) clinical nurse specialists who are found in many districts, especially where AIDS/HIV is common.

They offer advice for patients with HIV/AIDS at all stages of the illness.
● Hospital services Beds reserved for people with AIDS.
● Hospices Many hospices will accept people with HIV or AIDS, although in some instances only when

the person has a cancer-like illness. Inpatient and day care services specifically for people with
HIV/AIDS are found especially in places where HIV/AIDS is common, for example in the London
area, London Lighthouse, Mildmay Mission Hospital and, offering residential care for people with
HIV/AIDS related encephalopathy, Patrick House. 

Terminal illnesses in children

Children with terminal illnesses and their families receive the following additional services in some areas.

Mobile specialist services

Specialist community nursing service can enable families to care for their child at home in the terminal phase
of their illness. Many of the teams caring for adults will care for children, but there are a few specialist teams
which deal only with children from children’s hospitals, e.g. Gt Ormand Street, London.

Hospice/inpatient

Children’s hospices are available in a few areas. The Association for Children with Life Threatening or
Terminal Conditions and their Families (ACT) lists eight established and ten planned hospices for children
in England. The established hospices are: 

● Acorns, Birmingham (ten beds)
● Derian House, Rochester, Lancashire (nine beds)
● Francis House, Manchester (seven beds)
● Helen House, Oxford (eight beds)
● Martin House, Wetherby, West Yorkshire (nine beds) 
● Quidenham Children’s Hospice, Norfolk (six beds)
● Rainbows Children’s Hospice, Loughborough, Leicestershire (eight beds)
● Children’s Hospice, Milton, Cambridgeshire (12 beds).
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Those planned are:

● Hope House, Oswestry, Shropshire 
● Children’s Hospice Association Scotland, Edinburgh
● Children’s Hospice South West, Barnstaple, Devon 
● Claire House, Liverpool, Merseyside 
● Demelza House, Rochester, Kent 
● Little Haven, Southend-on-Sea, Essex 
● Rainbow House, Walsall 
● Richard House Appeal, Canning Town, London 
● Ty Hafan Appeal, Barry, Glamorgan
● Wessex Children’s Hospice Trust.

In addition to inpatient care most of the hospices offer home care services, hospice at home, day care and/or
respite care.

Other professional services

Other professional services may include psychosocial support from clinical psychologists and social workers,
specialist paediatric oncology nurses to improve communication between patient and family and patient and
health care workers.

Charities

Charities such as Dreams Come True and the Starlight Foundation provide special treats and holidays for
terminally ill children.

6 Effectiveness and cost-effectiveness of therapies and
services

This section reviews the effectiveness and cost-effectiveness of therapies and services used in palliative care.
Following the guidelines for these needs assessments of Stevens and Raftery21 the quality of the evidence and
strength of recommendation for each procedure are graded (see Appendix VI for grades).

Effectiveness in palliative care is judged in terms of the quality of life before dying, quality of life at the
time of dying, a ‘good death’ and the impact on the family or carers. These can include elements such as the
control of pain and symptoms, relief of psychosocial or emotional problems for the patient or family,
subsequent resolution of grief and in some cases the achievement of particular wishes, such as developing a
new interest or activity.

Efficacy and cost-effectiveness of individual therapies and treatments

There is a large body of work which assesses the efficacy of drug therapies and interventions in these patients
(for detailed reviews and summaries, see many of the available textbooks, including The Management of
Terminal Malignant Disease3 and the Oxford Textbook of Palliative Medicine64). It is not appropriate to
describe this in detail, but some of the common recommendations follow.
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Pain and symptom control

The management of pain requires a detailed assessment.3,64 There are many different types of pain. Evidence
has demonstrated that, in particular, cancer patients will have several different pains, each with a different
cause.65 The prevalence of and the ability to control the pain is related to its aetiology.66 The World Health
Organization (WHO) has recommended a regimen for the treatment of morphine-sensitive pain, which
advocates that drugs should be given a) orally, b) regularly according to the half-life of the drug and c)
following the WHO analgesic ‘ladder’, which moves from non-opioid (morphine-like) drugs to weak opioids
to strong opioids.67–68

Quality of the evidence is (I) – large multicentre and randomized controlled trials have demonstrated that
cancer pain can be controlled in the majority of patients,3,64,67–71 strength of recommendation (A).
Improvements in the use of the analgesic ladder and its use for different types of pain is being further
researched. 

There is good evidence that there are also types of pain that are only partially (or not at all) responsive
to morphine.67–72 These include pains due to the spread of the cancer to the bone, and pains due to
destruction of nerve tissue. There are many other adjuvant therapies for these particular types of pain
including non-steroid anti-inflammatory drugs, steroids, anticonvulsant, antispasmodic, anti-arrhythmic
and anti-depressant drugs.68–73 Radiotherapy, surgery, neural blockade and other physical measures
(e.g. transcutaneous nerve stimulation, acupuncture) and psychosocial interventions also may have a role.
Evaluations of these therapies are under way and reviews of effectiveness of treatments such as non-steroidal
anti-inflammatory drugs are available.73 Therefore the management of pain in terminal illness is complex and
in a proportion of patients requires specialized assessment.68,72 This area remains under investigation.
However quality of the evidence for the use of adjuvants, if indicated, is (II-1) and given the need to control
symptoms, if the WHO ladder is insufficient, the strength of recommendation is (A). Specialist advice may
be needed to ensure that up-to-date treatments are given. The National Council for Hospice and Specialist
Palliative Care Services has recently published straightforward clinical guidelines for pain control in
palliative care.68

The control of other symptoms is similarly complex and often requires specialized knowledge.
Evaluations of the drug therapies and interventions is fairly well established and comprehensive reviews of
their efficacy are available.74–77

The delivery system of drugs has been revolutionized during the last decade and in particular studies it has
been shown that the delivery of some analgesics and anti-emetics (anti-sickness) drugs subcutaneously using
a battery-operated pump66,78 has enabled people to be cared for at home when otherwise they might require
hospital treatment. The most notable example of this is the management of patients with gastro-intestinal
obstruction where it was demonstrated that this simple treatment was as effective and often better than the
previous treatment, which involved inserting a naso-gastric tube and removing the contents of the stomach
by suction, and inserting an intravenous line and providing fluids by that route.79,80 Quality of the evidence is
(II-2 and II-3), patients can be involved in the choice of delivery system and the evidence of the efficacy of the
drugs is (I) as above. Therefore strength of recommendation is (A). 

Few studies have compared the costs of these recommended treatments. There are two possible reasons
for this. First the control of symptoms is often considered to be an essential requirement in care. Second
many of the therapies, for example morphine, diamorpine or delivery systems with battery-operated syringe
drivers, are relatively inexpensive, especially if compared with an extended inpatient stay due to
uncontrolled symptoms. These therapies are also in line with moves towards ‘appropriate technologies’ as
suggested by the WHO in their primary health care programme,81 in that the treatments and technologies are
relatively cheap, simple and can be used away from the hospital.
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Emotional support and communication

Emotional support is a common desire by some patients and their families and communication is one of the
most common concerns expressed by patients and families. There have been frequent complaints that
doctors and nurses do not provide sufficient information about the diagnosis and are not well skilled at
talking to patients and families.44,82–85 There is some evidence (quality II-2 and II-3) that hospices and
specialist palliative care services are successful in meeting emotional needs (page 213). In 1985 Lunt
demonstrated that two hospices met emotional needs as well as those concerning anxiety, depression and
physical symptoms better than a district general hospital.86

Co-ordination 

Co-ordination is also a frequent concern; many patients and families complain of poor co-ordination of
services. There are various ways of addressing this problem, and often Macmillan or support team nurses
have a significant role in co-ordinating services. There is some evidence (quality = II-2 and II-3) that they are
successful in this role.43,86

However the model of an extra independent co-ordinating service was not found helpful in one
randomized controlled trial. Two co-ordinating nurses did not appear to have any benefits over and above
existing conventional and specialized palliative care services.87 Therefore there is fair evidence not to utilize
this type of ‘special’ co-ordinating service (level D). 

Bereavement

Bereavement and grief for carers is known to be a risk factor for increased mortality and ill health, particularly
among elderly men.88 Risk assessment tools to identify those patients at highest risk of prolonged grief are
available89 and there is some evidence that such support is welcomed by bereaved relatives, but this is patchy.
(Quality of evidence = II-2, II-3 and III, strength of recommendation B.) However, the proportion of
families requiring bereavement follow-up is currently disputed89 and bereavement support is known to vary
greatly.90

Effectiveness of conventional care

During the 1970s and 1980s many studies demonstrated deficiencies in conventional care for dying people
both in hospitals and the community. Dying patients suffered severe unrelieved symptoms particularly pain,
had unmet practical, social and emotional needs and suffered as the result of poor co-ordination of services
and because health professionals appeared unwilling to share information.91–94 In hospital staff were observed
to withdraw from patients and to pay little attention to their symptoms, emotional needs or needs for care.94

Their families also suffered because of poor communication by health professionals and had unmet needs
for emotional, practical and bereavement support.84–86,93,95,96 Cancer patients were found to have depression
and anxiety more commonly than in the ‘normal’ population, while their families also were at risk of
developing social and psychiatric problems.97

Attention shifted to home care when further work emphasized the increased severity of many problems
while the patient was at home, where the patient spent most of their time.98,99 Also studies have estimated that
50–70% of cancer patients would prefer to be cared for or to die at home.100,101 A longitudinal study of
patients in the care of a domiciliary palliative care team suggested that as death approached patients changed
their preferences: hospital and home became less preferred and hospice more preferred, although even one
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week before death 50% still wished to be cared for at home.102 However far fewer achieve this and the number
of people who die at home has fallen in recent years (from 42% in 1969 to 24% in 1987).8 29% of cancer
deaths included in the Regional Study of Care for the Dying (RSCD) by Addington-Hall et al. died at
home.40 The RSCD, which examined care in the last year of life for random samples of cancer and
non-cancer deaths, demonstrated continued problems of unrelieved pain and other symptoms and that
relatives bore the brunt of caring.40

Therefore the quality of evidence that conventional care alone failed to meet the needs of many patients
and families was strong (quality of evidence = II-1, II-2, II-3 and III) and there is poor evidence to support
the use of conventional care alone (level D).

Effectiveness and cost-effectiveness of specialist palliative services

compared with conventional care

Hospices and specialist palliative teams were developed to try and fill the deficiencies described in
conventional services. However there are very few randomized controlled trials of these services. Evidence
for the different services is summarized as follows.

Inpatient hospices

Controlled and comparative studies of inpatient hospices versus other forms of inpatient care have suggested
that the hospice model is at least as effective as conventional models of care in terms of the management of
pain and symptoms. In some instances it has shown benefits in terms of symptom control, anxiety,
depression and bereavement outcome and it has nearly always shown benefits in terms of patient and family
satisfaction with care. Quality of evidence ranges from I – but note that the randomized controlled and
multi-centre trials were in North America and have not been repeated in the UK – to III. Most of the services
evaluated accepted exclusively or mainly cancer patients. Therefore, the strength of recommendation is
(B/A), for reviews of studies see.2,94,103–114 Multi-centre studies of the effectiveness and costs of inpatient
hospices, especially in the care of patients with progressive non-malignant diseases are needed.

There is also evidence that hospices use a higher number of nursing staff per patient than conventional
care, but use fewer invasive therapeutic procedures and investigations.104,105,115 The costs of inpatient hospice
care versus conventional care suggest that hospice care is similar to or cheaper than conventional
care.94,106,116,117 However all but one of these studies are from North America, which has a very different health
system compared with the UK. There is little information on comparison costs in the UK. Because when
setting contracts with voluntary hospices the NHS does not have to cover the full costs, while this
arrangement continues voluntary hospices can represent very good value for NHS commissioners. The costs
of inpatient hospice care vary considerably from hospice to hospice. Hill and Oliver118,119 demonstrated that
very small hospices had higher costs, but also a higher throughput when compared with larger hospices.
They recommended that the optimal size of a hospice, in general, was 15 beds or larger.

Hospices do vary considerably in their activity, types of staffing and procedures undertaken.120–122

Organizational standards have been developed by various bodies including the Royal College of Physicians123

by a Delphi exercise of participating experts,124 NAHAT,26 the Royal College of Nursing125 and by the
Cancer Relief Macmillan Fund, which later became an organizational audit programme.126 These include
guidelines on the nature and training of hospice doctors and nurses, and the environment and nature of
services. They are based on the opinions of those experts on the panels and some aspects of all the standards
agree – e.g. use of staff trained in specialist palliative care etc. However, they are rarely well referenced and
their use has not been evaluated. Therefore the quality of evidence for these organizational standards is III.
Research is needed to compare the effects of different hospices, before details of the most effective structure
of care delivery is known.
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Specialist palliative care teams and specialist advice

A wide range of different structures and processes of specialist palliative care teams has developed. Teams
commonly work most closely with or within the NHS, offering shared care, advice and support by working
alongside GPs and hospital staff. Teams were often originally planned by district health authorities either
independently or in conjunction with the charity the Cancer Relief Macmillan Fund, which pump-primed
posts, providing the trust and/or district health authority took over funding after three to five years.7

However a ‘team’ can vary in size from one nurse to 11 nurses and may have doctors, social workers and in
some cases a chaplain, occupational therapist, physiotherapist, psychologist, dietician, administrator or
secretary.7 Catchment populations have been found to range from 43 000 to 500 000 per ‘team’, with
variations in the nurse caseload from 11 to 57 current patients per nurse.7,127 One team may offer both home
care and hospital support. Teams usually confine their remit to advice and emotional support and the nursing
members do not provide ‘hands on’ nursing care: this is carried out by existing services. 

Some of the larger, multi-professional home care teams have been evaluated in randomized controlled
trials and various other comparative studies. The home care teams were able to demonstrate their ability to
keep patients at home for longer than when such services did not exist. They also resulted in lower costs to
the health service (between 18% to eight times lower costs than inpatient care) and in equivocal or improved
pain control,2,43,106–107,109–111,116,117,128–137 except for one comparative study which suggested that relatives
reported more pain in patients kept at home compared with those in hospital.99 Much of the cost data are
from North America rather than the UK. All studies showed higher patient satisfaction in home care teams
compared to conventional care.2,85,99,129,131,135 A study comparing patient satisfaction with home care teams,
GPs and hospital services demonstrated that patients were more satisfied with the home care team than with
their GP and district nurses and least satisfied with the hospital service.85

Therefore there is strong evidence that adding a multi-professional support team can provide a higher
quality care than conventional care alone: quality of evidence = I (note again the randomized controlled trials
were in North America and not in the UK), II-1, II-2, II-3 and III. Some of the services did care for patients
with progressive non-malignant diseases, and in one cost-effectiveness study for HIV/AIDS.137 There is
good evidence to support its use (level A). 

Studies which compare the different types of teams, for example larger multi-professional teams with
smaller teams comprising only nurses are not available. One study has reported better symptom control for a
team approach comprising GP, district nurse and specialist palliative nurse, compared to GPs operating
alone.138 Otherwise, the nurse-only teams have not been rigorously evaluated.

Harper et al. showed that a consensus of palliative care doctors and nurses favoured multi-
professional teams rather than nurse-only teams.124 Other reports have also recommended a
multi-professional approach.68,123,126

Hospital support services

The evaluation of hospital support teams is less well evolved than that of other services. However there have
been a few studies that have demonstrated the effectiveness of the service in terms of its ability to assist in the
control of symptoms and have reported that patients and families have benefited from the service.36,43,47,139

Again the evaluations have mainly considered the larger multi-professional teams rather than single-handed
nurses. (Quality of evidence = II-3 and III, strength of recommendation B, although further research is
needed.)
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Day care

Day care has been largely unevaluated and varies considerably throughout the country. It can be offered as
part of an inpatient hospice service or associated with a home care team, or both. Research into the
effectiveness, appropriateness and costs of day care is urgently needed before further growth occurs.

Practical support and respite care

There is also some evidence to demonstrate that practical and respite support is needed by patients and carers
and the provision of this is patchy throughout the country. In 1991 Addington-Hall and colleagues advocated
the transfer of funds from acute hospital services to community-based services.44 The provision of practical
and respite support for palliative carers remains largely unresolved.140,141 Such support is not usually
provided by mobile support teams. There is also anecdotal evidence that many ‘respite’ admissions to
hospices are too late in the course of illness and carry a distinct mortality.

In some instances, the provision of respite care is met by inpatient hospices but the provision of practical
support at home is an issue for many patients and families. To assist this, in many areas hospices also run
teams of volunteers to provide an additional sitting service, as does the Marie Curie Cancer Care Service.
Evaluation of a relative support team, which was part funded by Marie Curie Cancer Care showed high
satisfaction among relatives.142

Hospice at home

A new model of care has developed recently which seeks to combine the specialist advice of specialist
palliative care services (which do not usually provide hands-on nursing care), existing district nursing
services and practical support, in terms of nursing, sitting and basic care, at home.143 The care offered is very
like that of hospital at home,144 but with specialist palliative support from the local hospice or home care team
added. This service is usually called hospice at home, but note that two services which operate in a similar
way to home care support teams and do not offer practical nursing care at home, have already called
themselves hospice at home.

Hospital at home was shown to benefit terminally ill patients in a comparative trial.144 Therefore this
development of hospice at home appears promising. At least two pilot schemes are under way and are in the
process of evaluation. One scheme was developed in an area where there was no existing night or day
sitting/nursing service generally available. It was specifically geared towards patients with advanced
HIV/AIDS where Marie Curie nurses could not be used. Early data from this scheme, which was led by a
consultant in palliative medicine, suggested that the proportion of patients cared for at home was increased
and that symptoms were controlled. A more detailed evaluation is planned.143

Social variations

Eight-fold differences in the proportions of cancer patients dying at home have been found between areas of
high and low deprivation, suggesting that this has an impact on care.145

Services for patients with progressive non-malignant diseases and 

HIV/AIDS

Studies which demonstrated failings in conventional care included cancer and non-cancer patients. Patients
also appear to have a poorer quality of care if they are of lower social class.146 However there is little evaluation
of new services for patients with progressive non-malignant diseases. This may be partly because specialist
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care for these patients is rare and partly because the teaching and textbooks which consider the care for
patients with these diseases frequently omit the palliative aspects. A randomized controlled trial of a mobile
palliative care team demonstrated benefits for elderly patients, whatever their condition.128 The evaluation of
the hospital teams has also assessed the care of non-cancer patients.47 Severs and Wilkins described how they
were able to convert part of a ward caring for elderly people into one which provided inpatient palliative care
and successfully cared for elderly people, where 79% had cancers and 21% other diseases.48 (Quality of
evidence = I and III.) Expansion of home care teams to include more patients with non-cancer diagnoses has
shown increased cost savings.147

Evaluations have also demonstrated that the model of hospice and home support can be successfully
transferred to care for patients with HIV/AIDS, although some symptoms are more common or have
different presentations.136,137,148–150 General practitioners have also indicated that they would like extra
support and advice for terminally ill patients with all diseases,151–155 although studies have found that some
GPs were unaware of the local services available or did not know how to refer to a palliative service.154

What proportion of patients and families experience a palliative period, with what characteristics and
nature of problems that would benefit most from these types of service needs further study.

Services for children

Many of the specialist palliative care teams and hospital support teams described will care for children and
their families.17,62 However the numbers of children cared for are small and no evaluations are available.
Descriptive studies of hospices are available but these do not include an evaluative component. Evaluation is
made difficult by the small numbers of children cared for. Hospices for children are subject to much debate,
and experts disagree on whether such services should be supported.156,157 Research into the needs of children
and their families and the effectiveness of models of care is needed.

Key issues 

For a health authority considering the data on effectiveness key issues in relation to their services would be as
follow.

● Strength of recommendations for multi-disciplinary palliative home care teams is A and for inpatient
hospices is B/A. The recommendation for hospital teams is B. Conventional care alone within a district is
inadequate.

Do the methods of staffing, size and methods of working of the specialist palliative services concord
with those types of services which have been demonstrated to be effective, cost-effective and efficient?
Other specialist palliative care developments need to be evaluated as they are introduced.

● Are the services offering a multi-professional approach, as is generally recommended?
● Are there mechanisms for co-ordination of care between NHS, voluntary and social services – is this

carried out by palliative care teams, do they work and can they be improved – given that this is often
considered to be one of the major problems for patients and families nationally?

● Given that many patients will not be cared for in specialist palliative settings, what are the systems for
educating and insuring staff are sufficiently trained in the palliative aspects of care such as the correct
range of techniques for pain and symptom control, emotional support, staff with good communication
skills and bereavement care? 

● Given that many more patients wish to be cared for at home or to die at home than currently achieve this,
what alteration in mix of services would be needed to increase the proportion of people who can be offered
palliative care at home?
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7 Models of care

This section sets out models of palliative provision which are indicated by the previous sections on
prevalence, incidence, effectiveness and service provision. A range of levels of service provision is given –
these levels will depend on the components included. 

Cancer patients

A cost-effective programme for palliative care would include the following.

● Multi-professional home care and hospital support for 25–60% of cancer deaths.
● Inpatient hospice care for approximately 15–30% of cancer deaths. Very small units, i.e. less than 10–15

beds, should be avoided if possible because of their higher costs when compared with larger hospices.
The nature of the service provided by the hospice should be multi-professional, with a high
nurse–patient ratio and medical staff trained in palliative medicine, as suggested by the current
standards. (This may need to be amended when better data of the most effective structure of care are
available.) 

● An education programme and quality standards for hospital and community staff who care for patients
with advanced cancer – including symptom control, communication, patient and family referral and
information on appropriate services. 

● Quality standards which would probably include the development of clinical protocols for the
management and referral, where appropriate, of patients and families with particular problems or
symptoms. Protocols for symptoms and pathologies would be based on therapies which have known
efficacy.

● Local systems which should be developed to provide hospital and community staff with information
about the palliative services available locally. Each district may have knowledge about the systems which
will work best, but in some areas GPs have complained about excessive distribution of paper. In these
cases a small, short ‘placemat’ of services would be appropriate.158 Other districts have found short
directories were useful.159

● Developments in day care, hospice at home or additional home support may be needed locally, especially
if districts wish to increase the proportion of patients cared for at home. However these should only occur
as part of evaluative studies, preferably comparative studies, which include details of costs. Also the
multi-professional home care and hospital support and inpatient hospice care might effectively be
expanded, but if this occurs development should be evaluated to determine the costs, numbers of patients
cared for and effects, including the impact on acute hospital care.

● Audit and monitoring of the outcomes of care in all settings.
● Quality standards agreed between purchasers and providers would be needed to ensure the integration of

services and good co-ordination across all sectors.

Patients with other diseases

● Existing specialist palliative care services should be encouraged to take patients who have diseases other
than cancer which require palliative care, up to one-third or one-half of their workload. Their
involvement should be audited and evaluated. 

● Education, training and quality standards should be developed for all settings where palliative care is
needed and these should be monitored through audit. These might include the development of clinical
protocols for the management and referral, where appropriate, of patients and families with particular
problems or symptoms, as above. Protocols would need more testing than that for cancer patients, above,
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because there are less data on the efficacy of palliative treatments. All settings where palliative care occurs
should be included in this (section 5). Note that an increasing proportion of patients remain in nursing,
residential and warden aided homes until their death and that these settings too may need specialist
palliative advice, support and training.

These services should be encouraged to call for specialist advice when caring for more complex
patients and families.

● Other service developments, mechanisms for providing information about local services, audit and
outcomes, should as much as possible be integrated into the existing arrangements for cancer patients.
These should also include those services already caring for many non-cancer patients with advancing
disease, as described in section 5.

Services for children

● The small numbers within many health districts and the lack of evaluative information suggest that
districts should ensure that existing palliative support services, especially the mobile community teams,
will include care, advice and support for children and their families.

● Specialist teams from tertiary referral centres, e.g. the Great Ormond Street Team, may be used to
support and advise the local palliative care teams, if appropriate.

● Hospices for children should be developed only if these are part of a rigorous evaluation. Alternatively, it
may be argued that the existing hospices for children require evaluation, along with a better assessment of
children’s and families’ wishes for care, before any further developments are supported.

Different models

Having carried out the needs assessment, the options for a population might be as follow.

● To move towards increasing community support in palliative care, perhaps by increasing the input of
specialist home care support teams or developing hospice at home models. This might be particularly
appropriate in areas where few patients are able to be cared for at home. Note that any hospice at home
development would need evaluation.

● To increase the inpatient hospice care. This might be a very attractive choice, if there are few patients
currently cared for within hospices, particularly if there are local voluntary hospices where the health
authority does not have to fund the full costs. There may be hospices with unused capacity, or they may
wish to develop more hospice beds. Note, however, that this relationship would depend on the continued
availability of voluntary funding. NHS hospices are likely to have similar costs to NHS hospitals and are
often considered preferable; therefore NHS hospices may also be an attractive option for a health
authority.

● To move away from providing specialist palliative care and try to incorporate this with all generic
services. There is no research evidence to support such a move, nor is there evidence that without
specialist palliative care services generic services improve by themselves.

● To increase the emphasis of the specialist palliative care services on education programmes. This might
be an option for health authorities which already have a provision of specialist palliative care but which
they feel is rather isolated from existing services and is not providing any educational input. This would
also be an option for districts wishing to improve the care for patients who do not have cancer, without
significantly increasing the resources to specialist palliative care services.

● To increase the hospital support through hospital palliative care teams. This may be an option for
populations where there is no current hospital support and many patients are dying within hospitals.
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Examples from other districts

Assessments of need from other districts and countries have included analysis of incidence and prevalence,
but usually of only cancer patients, and analysis of local opinions, activity or trends.46,158,160–162,170 In some
instances districts have undertaken special surveys.46,163–169 The study by Addington-Hall included 20 health
districts, each of whom have been given local data, to provide them with better information on the
characteristics and needs of patients and their families.37–40,171 An example of a service specification from one
district, which includes details of some of the quality aspects and their monitoring, is shown in Appendix
VII.

A health authority may wish to determine how the estimates of incidence, prevalence of symptoms and
likely numbers of patients needing care relate to local provision in terms of completed episodes, new referrals
or spending on different services.

In 1990 Frankel46 undertook a needs assessment for the Bristol area and concluded that approximately 50
inpatient hospice beds were required for a population of one million. This was based on the estimates of GPs
and hospital staff on the number of patients with cancer who would require palliative care. Kensington &
Chelsea and Westminster Health Authority undertook a survey of GPs, to obtain their views about the
appropriate direction of palliative care and found that they were particularly concerned about the availability
of 24-hour support.154 A survey of district health authorities in England identified 67 which had planned or
completed reviews of palliative care services.170

Further examples from the National Council for Hospice and Specialist

Palliative Care Services

The National Council for Hospice and Specialist Palliative Care Services has produced guidance on setting
contracts, describing services and assessing need. Although much of the information in this document is
rather general it does contain examples of needs assessments and contracting experiences.172 They have
published further information for purchasers, to provide a background for available specialist palliative care
services.24 This provides an up-to-date and detailed description of the type of staff, services and modes of
operating which are found and are recommended for specialist palliative care services.24 This report is
accompanied by another providing details of outcome measures173 and their uses in palliative care, which
expands on the following section of this chapter. They have also published a statement of definitions of
specialist palliative care services.22

8 Outcome measures

Palliative care cannot be measured with commonly used outcome measures such as mortality or disability,
but requires measurement of aspects which are important to patients with progressive disease and their
families. It therefore deals with the quality of life, quality of death and dying and the bereavement outcome.
Examples of the aspects of care within these three areas which might be measured by outcomes are shown in
Box 1. Clearly outcomes may reflect positive or adverse events within the area of care; although most of the
available outcome measures tend to measure the presence, absence or degree of problems, such as pain,
anxiety, symptoms, rather than positive events such as fulfilment in life.
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Box 1: Examples of aspects for outcome measurement in palliative care

General areas

● quality of life – all aspects, physical, emotional, social, spiritual
● quality of dying – all aspects as for quality of life including resolving last issues, planning
● bereavement outcome

Specific examples

● control of pain and symptoms
● relief of anxieties and fears for patient and family
● meet wishes for place of care and death (e.g. at home)
● meet needs for practical care, financial help
● patient and family feel that the communication and information given have been given as they would

wish
● last wishes before death are met – e.g. meeting with estranged family
● satisfaction with care
● relief of depression
● lessened mortality and morbidity during bereavement

Quality of life measures or adaptations of these measures are often used to assess outcomes in palliative care.
Early definitions of quality of life concentrated on physical function. Then these were extended to include
symptoms of the disease, emotional and psychological functioning. Most recently aspects of social
functioning, sexual needs and spiritual needs have been added.174,175 Although the definition of quality of life
currently lacks a consensus, the commonly identified domains include:173–176

● physical concerns (e.g. symptoms, pain, etc.)
● functional ability (activity, self-care)
● emotional well-being, psychological function
● social functioning
● occupational functioning
● spirituality
● sexuality (including body image)
● treatment satisfaction
● financial concerns
● future plans/orientation (hope, planning)
● family well-being – emotional and physical.

Measuring palliative care outcomes within other national outcomes

initiatives

Some measures of outcome are being set nationally. One relevant to palliative care is pressure sores. The
NHS Executive 1994/95 Planning Guidance stated that health authorities should ensure that contracts
specify that providers record the incidence and prevalence of pressure sores ‘differing between those
acquired in hospital and others’, and are ‘encouraged to set annual targets for an overall reduction of at least
5% working from a baseline 1993/94 figures’. A guide on pressure sore measurement, risk assessment and
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management has been published177 and these measures are being monitored in hospices throughout the
country.

The results of this measurement need to be adjusted for the characteristics of patients receiving palliative
care. Patients who are weak and close to the end of life are often at a high risk of developing pressure sores.
Also it is difficult in such debilitated patients to know if they have a ‘true’ pressure sore, or if it is tumour
eroding the skin. The results from some settings have shown that patients arrive in the hospice unit having
already acquired pressure sores (personal communications). The management of pressure sores must also be
viewed within the context of a patient’s complete care and the distress caused by the pressure sore, rather
than simply its size.

Some difficulties in outcome measurement in palliative care

Case-mix and attributability

The patients and families who receive palliative care are not a homogenous group but have different
diagnoses and aetiologies of symptoms and problems which have varying prognoses. For example in many
instances a patient’s pain(s) are relatively easy to control, but some are not, especially neuropathic pains.
Therefore where possible the results of outcome measurement need to be adjusted for case-mix – especially if
these are likely to be different, e.g. in an inpatient hospice versus a hospital ward. Similarly it is difficult to be
certain that the intervention affected the change in outcome, outside the context of a randomized controlled
trial.

Accounting for individual wishes

Patients vary in their individual wishes for care while they are dying and these wishes may change over time,
depending upon a person’s experiences. For example, although many patients wish to die at home, a
substantial proportion do not.100–102 Although some patients wish for close communication with their family
or for spiritual support when they are close to death, others do not.3,82,83 Therefore when measuring outcomes
it is important to try to ensure that these reflect the wishes of individual patients and families.178 This is often
not easy, especially with standard instruments which are designed for use in populations and when patients
and families have different wishes or expectations. 

Accounting for differences between patient, family and professional assessments and
wishes

Patients, their family, professionals and external assessors have all been used to assess outcomes in different
ways. The main advantages and drawbacks of using the different assessors are considered in detail
elsewhere.179 There is probably no ideal choice of assessor and it is best to choose who is most appropriate for
the setting being considered and the way in which the outcomes will be used. 

Measures which can be used to assess outcome

Outcome measures are being tested among patients and families who need palliative care. These include the
Support Team Assessment Schedule32,178,179 and the Edmonton Symptom Assessment System,180 both of
which were designed for the quick assessment of outcomes in clinical practice. The first of these was
developed in the UK in community settings, the second was developed in Canada in inpatient settings. Both
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are now used in many countries and in both inpatient and community settings. Measures developed for
research are also being tested and adapted for use as outcome measures. These include the measures of
quality of life developed for cancer patients, such as the Rotterdam Symptom Checklist181 and the European
Organisation for Research into Quality of Life Instrument,182 and psychosocial measures such as the Hospital
Anxiety and Depression Scale.183 Details of these measures are shown in Table 11.

Other approaches to assessing the quality of care

Other approaches to the assessment of the quality of palliative care have developed. They include the Cancer
Relief Macmillan Fund Organisational Audit, which provides a method to examine the organizational
structure in which palliative care is offered. This is described in detail elsewhere.125 It provides a framework
and programme of inspection which purchasers and providers may wish to examine or adapt to their own
circumstances.125 More sophisticated assessments of the process of care than simply assessing the number of
visits could also be used. This might involve assessing the way that staff work with patients and families, their
communication skills or observing the interactions which take place.94 Some health authorities have
monitored the percentage of patients who die at home as a very crude indicator.

9 Targets

Health gain targets can be developed to improve the control of pain and symptoms and the relief of anxieties,
and service targets to ensure service delivery in these areas. Examples are shown below. 

Health gain targets

Targets suitable for national monitoring

● The percentage of cancer patients who are cared for or die at home, in a hospice or specialist palliative
care unit.

● The percentage of patients receiving specialized palliative care – including all settings: home, hospital,
residential, hospice.

Local targets

● Increase the proportion of patients and families who report their pain and symptoms are controlled, or
that symptoms do not affect them. (Note: the prevalence of symptoms may not be affected but the success
of control and the degree to which symptoms affect the patient may be reduced.) 

● Increase the proportion of patients and families who feel that communication from health staff has met
their requirements.

● Increase the proportion of patients and families who are cared for in the place of their choice.
● Reduce the mortality and morbidity following bereavement.
● Increase the satisfaction of patients and families with the palliative care provided.



Table 11: Some outcome measures which have been used, or are proposed for use, in palliative care

Name and source Number of items and domains
included

How developed and setting Comments on use

Rotterdam symptom
checklist181

34 symptoms covering: physical
and psychosocial problems, for the
patient

Items identified from three studies
– cancer patients undergoing
chemotherapy or follow-up with
early disease; cancer patients
undergoing chemotherapy for
advanced ovarian cancer; cancer
patients who were disease free

Used widely. Different formats available.
Shown to be valid and reliable. Assessments are
completed by patients – therefore evidence of
missing data in one half or more in patients
close to death

Hebrew
Rehabilitation Centre
for Ageing – Quality
of Life index (HRCA-
QL)107,108

Five items covering: health,
support, outlook, daily living and
mobility

Adapted from a quality of life
index developed by Spitzer – the
item mobility replaced one called
activity. Items were identified by
consensus of patients, the general
public and professionals and aimed
to apply to patients with all stages
of disease

Used in the largest US evaluation of hospice
care – the US National Hospice Study.
Designed for completion by professionals,
although has been completed by patients. The
original Spitzer’s index was validated, but the
adapted index was not revalidated. Criticized
for a lack of responsiveness in patients with
advanced disease

The Support Team
Assessment Schedule
(STAS)32,178,179

17 items covering: pain and
symptoms, psychosocial, insight,
family needs, planning affairs,
communication, home services and
support of other professionals

Collaboration with five palliative
support teams and revised in light
of presentations at professional
meetings, observation of palliative
care, interviews with patients and
families. Now used in different
settings

Used widely. Time to complete on one patient
averages two minutes. Validated to ensure
professional ratings reflect patient views.
Reliable. Reliance on professionals’ assessments
may be a problem but, where possible, has been
tested with patients completing the assessments
directly. Testing use of individual items,
expanding symptom assessment and database
under way

Edmonton Symptom
Assessment System180

Nine visual analogue scales: pain,
activity, nausea, depression,
anxiety, drowsiness, appetite, well-
being, shortness of breath

By members of hospice service Inpatient hospice. In use and being validated

Continued



Table 11: Continued

Name and source Number of items and domains
included

How developed and setting Comments on use

European
Organisation for
Research and
Treatment of Cancer
QLQ-C30182

30 items – multi-items and single
scales

International collaboration of
professionals – to devise items and
scales. Measure tested in the
different countries. Tested before
and during chemotherapy in lung
cancer patients

Being tested widely, in settings other than
where originally developed. Patient completed –
11 minutes to complete. Shown to distinguish
between patients at different stages of disease
and valid, and reliable in those settings
originally developed

Palliative Care Core
Standards184

Six standard statements and 56
process and outcome items:
collaboration with other agencies,
symptom control, patient/carer
information, emotional support,
bereavement care and support,
specialist education/training

Regional collaboration of hospice
and home care units

Inpatient hospice and community
teams

Standards and measures developed and
planning a pilot audit study to evaluate and
review the core standards and to determine the
criteria for the standards usage

Regional study of care
of the dying37–40,171

Questionnaire administered to the
person who knows most about the
patient, approximately seven
months after their death. It
assesses services received,
symptoms during the last year of
life, communication, satisfaction
with care and mental status of the
carer

Adapted from studies by
Cartwright in 1967 and Cartwright
and Seale in 1987

It builds on information collected 20 years ago
and five years ago, so that patterns of care and
symptoms can be compared

The new study has interviewed the carers of
3500 people who died in 20 districts in England

Short Form-36
(SF-36)185,186

36 items assessing bodily pain, self-
reported general health, mental
health, limitations, energy, social
functioning, change in health in
last year (this last item is not a core
domain and the time period can
vary)

Is one of several health status
questionnaires developed in the
US by the Medical Outcomes
Study (MOS). This is a 36-item
short form of a longer
questionnaire. Developed to assess
the outcomes of hospital care in the
US. Designed for patients at all
stages of disease – from completely
well to those with symptoms

Becoming very widely used. English (not
American) version now available. Very quick to
complete – a few minutes. This is its main
advantage over other general (generic) measures
such as the Nottingham Health Profile. The
validity, reliability and responsiveness are often
well regarded but the measure is undergoing
further testing. Not yet tested in patients with
advanced disease but has been tested in elderly
patients and seems to be of most use to assess
populations. Caution urged when trying to
assess therapies or services

Continued
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Name and source Number of items and domains
included

How developed and setting Comments on use

Hospital Anxiety and
Depression scale
(HAD)41,183

14 items – divided into two
subscales; seven items to assess
anxiety and seven to assess
depression

Developed for patient completion
in sick populations, translated into
several languages. Validated
against other scales

Described as quick and easy to use. Used widely
in cancer patients, but its use in palliative care is
still being tested

Karnofsky index187 Single item of mobility and
functioning rated 0–100

Developed for completion by
professional to assess
chemotherapy

Limited because it only assesses functioning.
Widely used in clinical records to give a quick
indication of how sick a patient is. Shortened
version – scored 0–5 – is available as European
alternative

McGill pain
questionnaire188

Pain is assessed by the patient
ratings of the severity of a series of
descriptors (e.g. throbbing)

Developed for completion by
patients. At least five versions of
the index are available – ranging
from short form (15 descriptors) to
longest version (128 descriptors)

Assesses only pain, not other aspects. Self-
completion and verbal versions are available,
although the originator recommended the
verbal form. Good test–retest reliability

Standards of care for
palliative nursing125

Seven topics – symptom control,
spiritual support, family care,
bereavement care, multi-
professional team, ethical practice
and staff support, each with
structure, process and outcome
criteria

Developed by a working group of
the Royal College of Nursing
which included five senior nurses
for various settings. Standards
follow the principles of the
Dynamic Standard Setting
System. Designed for a wide range
of settings

This is the second revision of an earlier
document. Standards can be adapted for local
use. Like the Palliative Care Core Standards
outcome criteria are given, but not ways to
measure these. Such measures would need to be
developed

Note: Other measures are available. See refs173,189,190 for reviews of measures in palliative care and/or cancer care
and refs174,191–194 for reviews of measures in general.
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Baseline data, to enable the monitoring of these targets, are usually lacking. The most important targets, e.g.
controlling pain and symptoms or meeting communication needs, are the most difficult to monitor. However
baselines could be established locally, through audit and outcomes projects and then monitored. Information
on place of death is available routinely and this can be monitored. Note however that there is evidence that
place of death is associated by social factors such as deprivation: in underprivileged areas fewer patients die at
home compared with areas of higher privilege.145 Therefore any targets which were monitored would need
careful interpretation.

Service targets

More detailed examples of service targets can be found in the example service specification (Appendix VII).
However targets for services could be as follow.

● To ensure that clinicians communicate effectively with patients, families and colleagues in relation to:
a) pain and symptoms
b) treatment regimens
c) diagnosis
d) follow-up and arrangements for care
e) services available
f) psychosocial problems and care available.

● To ensure that clinical protocols are developed, applied and audited in the management of patients with
advanced progressive disease, including the use of therapies and mechanisms for referral for specialist
advice.

● To ensure that health care professionals undertake and apply basic training in palliative care.
● That there is a multi-professional approach among specialist palliative care services.
● That services provide care suited to patients’ individual cultural and ethnic needs. (Note there is evidence

that the needs of patients from different ethnic groups may differ.187,188,195,196) Patients and families
experience a range of emotional stages.197

● That non-cancer patients to be accepted by specialist palliative care services.

Process targets

● Full awareness among all GPs and relevant hospital staff of how to refer to palliative care services, and
knowledge of the services available.

● Increase in the proportion of appropriately timed referrals for specialist palliative care.
● Increase in the proportion of patients being cared for at home and dying at home.

These targets may be monitored through the service specifications or clinical audit, providing that clinicians
as well as managers are fully signed up to them.
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10 Research and information priorities

Priorities for further research

Main priorities, where research information is lacking, are as follow.

● Comparison of models of care, including different models of specialist palliative care, to determine:
a) the most effective and cost-effective structure and process of care 
b) at what stage and for which patients and families specialist care is most effective.

● Evaluation of hospice at home and day care in terms of impact and cost-effectiveness.
● Evaluation of models of palliative care and treatment for non-cancer patients in terms of impact and

cost-effectiveness.
● Comparison of different potential outcome measures of palliative care, in terms of their validity,

reliability, responsiveness to clinical change, appropriateness and cost implications of their use.
● Evaluation of palliative care services for children and their families.
● Assessment of the needs of people from different backgrounds, cultural situations and ethnic groups.

Evaluations should ensure that appropriate outcome measures are used to assess effectiveness. Cost-
effectiveness studies are particularly needed. Past studies have been criticized for weaknesses in these
areas.2,198

Information priorities

● Nationally, for OPCS – the recording of hospice as a place of death should be included as a separate
category. Coders could be provided with details and listings, for example from the St Christopher’s
Hospice Directory. This would allow study of the trends of hospice as a place of death.

● Nationally, trends in place of death should be monitored.
● For purchasers – as much as possible, purchasers should agree the details and coding of information

required from specialist palliative services, to ensure that data can be aggregated at regional or national
levels. Ideally, a core minimum data set should be agreed. One is currently being piloted by the National
Council for Hospice and Specialist Palliative Care Services.

● For providers – standardized data collection should be used which includes demographic details
including ethnic group, place of care, diagnosis, problems or symptom profile, and outcomes. Examples
of such systems are available.199-201 Coding systems should be compatible with the NHS and include the
NHS number.

● For providers – details of service costs are needed.
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Appendix I Purchasing specialist palliative care services
1994/95

Allocations

The allocation of funds to each region for 1994/95 is based on the estimated distribution of population in the
65–84 age group as follows.

Region Amount in £000s

Northern 2308
Yorkshire 2710
Trent 3498
East Anglian 1679
North West Thames 2358
North East Thames 2624
South East Thames 2906
South West Thames 2304
Wessex 2426
Oxford 1646
South Western 2805
West Midlands 3772
Mersey 1747
North Western 2917
Total 35700

Source: EL(94)14 Annex A15
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Appendix II Specialist palliative care services (adapted
from information for purchasers: background to available
specialist palliative care services24)

Community services in patients’ own homes

Specialist service Availabilitya Nature/role

Home care team from
local IP unitb

Macmillan
community-based
free-standing team

Hospice at home staff
clinical nurse
specialist – hospital
or community-based

Widely available
100+ in UK

200+ in UK

Not known

Generally work in conjunction with primary care team.
Advise on symptom control and availability and relevance of
other services. Often have direct access to other specialist
palliative care services and round-the-clock nursing services

Marie Curie nursing
service

Over 5000
‘bank’ nurses
available in
almost all areas

Hands-on nursing around the clock. Accessed via district
nurse or Macmillan nurse. Increasingly organized by Marie
Curie Cancer Care regional nurse managerb

Rapid response teams
home respite care
hospice at home
services (some)

Limited
availability as
yet but
developing

These services are multi-disciplinary and are provided on a
24-hour basis to avoid admission where this would otherwise
be necessary and/or to fill in gaps until other services come
into play. Apart from hospice at home services, these are
additional responsibilities being developed by inpatient units

Specialist medical
service

Widely available Telephone advisory service generally provided by all
inpatient Specialist Palliative Care Units (SPCUs) and
multi-disciplinary teams. Visits to patients made by
arrangement with GP. Not limited to cancer

Social work
physiotherapy
occupational therapy

Limited service
given by same
SPCUs

May be available to work with patients direct or advise the
primary care team on patients referred and accepted by the
specialist palliative care unit

Bereavement services Widely available
but generally
limited to
families/friends
of patients cared
for by the
SPCU

Increasingly part of services offered by SPCUs through
trained staff (often volunteers)

a Figures in column 2 are drawn from the 1995 Directory of Hospice and Palliative Care Services.
b Historical focus on cancer (not Sue Ryder) but patients with other diagnoses are increasingly accepted.
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Institution-based services for patients not requiring admission or after discharge

Service Availabilitya Nature/role

Day care
free-standing or attached to a
specialist palliative care unit

Widely available. 220 units
providing day care

Accent on rehabilitation and
independence. A variety of
services offered, e.g. physio/
OT/aromatherapy, as well as
nursing and medical care, if
appropriate

Outpatient clinics Often offered by specialist
palliative care inpatient units

Medical or other specialist
service, e.g. lymphoedema,
available through referral from
GP or hospital doctor

Inpatient facilities

Service Availabilitya Nature/role

NHS specialist palliative care
units
voluntary/hospiceb

(Marie Curie/Sue Ryder and
many others)

2500+ beds (England and
Wales)

Specialist inpatient care with
accent on symptom control,
support for families, etc.

Hospital palliative care/
support team or nurse

200+ (England and Wales) Teams, increasingly multi-
disciplinary, working in an
advisory capacity in a hospital
setting. Not limited to either
cancer or patients with very
late stage disease

Hospital clinical nurse
specialists or physicians (some
Macmillan)

Increasing Individuals with palliative
remit, usually based on
oncology departments

Hospital physicians in
palliative medicine

Increasing Consultants in the specialty,
not necessarily with associated
teams and often based in a
local SPCU, but with
committed sessions for
advising colleagues and
treating patients by
arrangement

a Figures in column 2 drawn from the 1995 Directory of Hospice and Palliative Care Services.
b Historical focus on cancer (not Sue Ryder) but patients with other diagnoses are increasingly accepted.
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Appendix III Standardized mortality ratios for selected
causes, all ages (1990–94); example

1990/94
Standardized

mortality ratio

All malignant neoplasms (ICD 140–208) Men
Women
Total

100
140
102

Malignant neoplasm of trachea, bronchus and lung (ICD 162) Men
Women
Total

103
142
115

Malignant neoplasm of:
female breast (ICD 174)
cervix uteri (ICD 410–414)

Women
Women

93
105

Ischaemic heart disease (ICD 430–438) Men
Women
Total

81
72
77

Cerebrovascular disease (ICD 430–414) Men
Women
Total

79
62
68

Motor vehicle traffic accidents (ICD E810–819) Men
Women
Total

68
87
74

Suicide and self-inflicted injury and injury undetermined
(ICD E950–959, E980–989)

Men
Women
Total

190
248
208

Suicide and self-inflicted injury
(ICD E950–959)

Men
Women
Total

142
273
179

All above causes
(except all malignant neoplasms)

Men
Women
Total

87
78
83

All causes (all ages) (ICD 001–999) Men
Women
Total

100
87
93

Note: ICD 9 coding used.
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aSource: Higginson et al.158

Appendix IV An example of the results of analysis of
characteristics of patients who may need palliative care
for the district of Kensington, Chelsea and Westminster
(KCW)a

Analysis of place and cause of death in KCW (1988–92)

To consider the palliative care for patients within KCW in more detail, place of death has been analysed
separately for people dying from cancer, circulatory diseases and other disease. The following have been
examined:

● the trends in place of death over the five years
● place of death by ward (using all the five years data combined, to avoid very small numbers).

The sample (five years in KCW)

The sample consists of 15 805 deaths registered between 1988 and 1992 inclusive. This accounts for all the
deaths of residents of KCW.

There were 6481 deaths within Kensington & Chelsea and 9324 deaths within Westminster (Table A1).

Table A1: Number of deaths in KCW: 1988–92

Borough n %

Kensington & Chelsea 6481 41.0

Westminster 9324 59.0

Total 15805 100.0

There were approximately equal numbers of men and women who died and the rate was constant over the
years (Tables A2, A3). (Note: a few deaths in 1987 are included in this sample because of the delay in
registering. Similarly a few deaths in 1992 will not be recorded until 1993.)

Table A2: Sex of deaths in KCW: 1988–92

Sex n %

Men 7945 50.3

Women 7860 49.7

Total 15805 100.0
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Table A3: Year of death in KCW sample

Year n %

1987 64 0.4

1988 3281 20.8

1989 3342 21.1

1990 3066 19.4

1991 3150 19.9

1992 2902 18.4

Total 15805 100.0

The majority of patients who died were elderly (Table A4).

Table A4: Number of deaths by age in KCW: 1988–92

Age
(years) n %

<15 129 0.8

16–35 508 3.2

36–64 2942 18.6

65–74 3389 21.4

75+ 8837 55.9

Total 15805 100.0

Cause of death (five years in KCW)

The most common causes of death were diseases of the circulatory system, neoplasms or diseases of the
respiratory system. Table A5 shows the number of people who died from these diseases and other diseases,
which may potentially have a terminal period, such as dementia, liver cirrhosis. etc. There were 2213 (14%)
deaths which were unlikely to have had a terminal period.
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Table A5: Cause of death in KCW: 1988–92

Disease recorded on death
certificate

n %

Neoplasms (cancers) 4171 26.4

Nutritional and metabolic 326 2.1

Dementia 122 0.8

Nervous system 296 1.9

Circulatory system 6316 40.0

Respiratory system 2015 12.7

Liver cirrhosis 225 1.4

Musculo-skeletal system 121 0.8

Other diseases, not at all likely
to have a terminal/palliative
period

2213 14.0

Total 15805 100.0

Place of death (five years in KCW)

The majority of deaths occurred in hospital (69%) and 24% occurred at home (Table A6).

Table A6: Place of death in KCW: 1988–92

Place n %

NHS non-psychiatric hospital 9524 60.3

Non-NHS psychiatric hospital 2 0.0

NHS psychiatric hospital 22 0.1

Private hospital 1316 8.3

Other communal establishment 679 4.3

At home 3735 23.6

Elsewhere 527 3.3

Total 15805 100.0

Analysis of place of death by cause, borough and ward: 1988–92

The percentage of patients who died at home and in hospital have been analysed for those who died from
neoplasms, circulatory diseases and other potentially terminal conditions for the years from 1988 to 1992.
The 2213 cases unlikely to have had a terminal period have been excluded from this analysis.
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Deaths due to neoplasms

Examination of trends over the years suggests a slight increase in the percentage of patients dying at home
from neoplasms within Kensington & Chelsea. There may be also a slight increase within the City of
Westminster, although there appears to have been a fall between 1991 and 1992 (Figures A1–A3).

Year

1988 1989 1990 1991 1992
0

5

10

15

20

25
Cause of death – neoplasms

% Kensington & Chelsea

Westminster

Figure A1: Percentage of people who die at home.
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Figure A2: Percentage of people who die in NHS non-psychiatric hospitals.
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Year
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Figure A3: Percentage of people who die in private hospitals.

The proportion of people dying in NHS non-psychiatric hospitals has fallen in both boroughs between 1988
and 1992. The proportion of people who have died in institutions recorded by OPCS as private hospitals has
increased during this period – especially in Kensington & Chelsea.

Circulatory diseases

The proportion of people who died in each setting from circulatory diseases is largely unchanged over these
years – there appears to be a slight reduction in home deaths. However in general there is a higher proportion
of deaths at home for circulatory diseases than from neoplasms (Figures A4–A6) especially in Westminster.
In this borough in 1992, 17% of deaths from neoplasms died at home, compared to 29% of deaths from
circulatory diseases.
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Figure A4: Percentage of people who die at home.
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Figure A5: Percentage of people who die in non-psychiatric hospitals.
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Figure A6: Percentage of people who die in private hospitals.

Other terminal diseases

There appears to be no trend over the years for people who have died of other terminal diseases, apart from a
suggestion of an increased use of private hospitals (Figures A7–A9).
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Figure A7: Percentage of people who die at home.
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Figure A8: Percentage of people who die in non-psychiatric hospitals.
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Figure A9: Percentage of people who die in private hospitals.
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All data combined for neoplasms, circulatory and other terminal diseases

Figures A10 to A12 show the percentage of people who died from all the aforementioned diseases. The only
apparent trend is an increase in the use of private hospitals, as was found separately for neoplasms.
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Figure A10: Percentage of people who die at home.
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Figure A11: Percentage of people who die in non-psychiatric hospitals.
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Figure A12: Percentage of people who die in private hospitals.

Analysis of data by ward

Figures A13 to A16 show the proportions of deaths occurring at home for the different wards during the
five-year period for patients who died from neoplasms, circulatory diseases, other terminal diseases and these
catagories combined. Certain wards appear consistently to have a higher percentage of deaths at home,
notably Knightsbridge and the wards to the south and west of this area. This distribution is similar to that of
the indicators of social deprivation within KCW.202
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242 Palliative and Terminal Care

R. Hospital

Hans 
Town

Belg
ra

ve

West End

Bryanston

Lords

Percentage of deaths at home
10–14.9 (1)

15–19.9 (3)

20–24.9 (5)

25–29.9 (15)

30–34.9 (12)

35–39.9 (6)

40–44.9 (1)

45–49.9 (1)

South 
Stanley

Cheyne

Church

N Stan
leyRedcliffe

Earls
Court

Courtfield

Churchill

Millbank
St Georges

Victoria

St James

Cavendish
Baker

St
Hyde PkBayswater

Lancaster Gate

Campden

PembridgeAvondale

Norland

Holland
Queens

Gate
Abingdon

Kelfield

St
Charles

Colville

Queen’s
Pk Harrow Rd

Golborne Westbourne

Little 
Venice

Maida Vale

Church
St

Regent’s
Park

Hamilton 

Terrace

Figure A14: Percentage of deaths at home by electoral ward: circulatory disorders.
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Figure A15: Percentage of deaths at home by electoral ward: other diseases with a terminal period.
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Appendix V Growth in palliative care in UK and Ireland:
1965–95
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Appendix VI Grades for assessment of quality of
scientific evidence

Analysis of service efficacy – strength of recommendation

A There is good evidence to support the use of the procedure
B There is fair evidence to support the use of the procedure
C There is poor evidence to support the use of the procedure
D There is fair evidence to reject the use of the procedure
E There is good evidence to support the rejection of the use of the procedure

Source: Stevens and Raftery (1994)21

Quality of the evidence

(I) Evidence obtained from at least one properly randomized controlled trial
(II-1) Evidence obtained from well designed controlled trials without randomization
(II-2) Evidence obtained from well designed cohort or case controlled analytic studies, preferably

from more than one centre or research group
(II-3) Evidence obtained from multiple timed series with or without the interventions, or from

dramatic results in uncontrolled experiments
(III) Opinions of respected authorities based on clinical experience, descriptive studies or reports

of expert committees
(IV) Evidence inadequate owing to problems of methodology, e.g. sample size, length or

comprehensiveness of follow-up, or conflict in evidence

Table adapted from US Task Force on Preventive Health Care.
Source: Stevens and Raftery (1994)21
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Appendix VII Kensington & Chelsea and Westminster
Health Authority service specification: palliative care
services

Introduction

Kensington & Chelsea and Westminster Health Authority (KCWHA) has recently undertaken a detailed
and in-depth review of specialist palliative care services. Following the production of a report and a seminar
with all major providers of palliative care services, this service specification outlines KCW’s requirements for
palliative care services.a

The specification relates to all services apart from paediatric and HIV palliative care services. (There is
currently a separate specification for HIV services but we would aim to integrate both these specifications in
the future.)

For the purposes of this specification the following UK definition of palliative care has been adopted.

Palliative care is active total care offered to a patient with a progressive illness and their family when it is
recognised that the illness is no longer curable, in order to concentrate on the quality of life and the alleviation
of distressing symptoms within the framework of a co-ordinated service. Palliative care neither hastens nor
postpones death, it provides a relief from pain and other distressing symptoms, integrates the psychological
and spiritual aspects of care. In addition it offers a support system to help during the patient’s illness and in
bereavement. ‘Family’ is used as a general term to cover closely attached individuals, whatever their legal
status. (Standing Medical Advisory Committee and Standing Nursing and Midwifery Advisory Committee
1992.)

Strategic principles

KCWHA wishes to incorporate the following principles into the palliative care services it commissions.

● To ensure the authority commissions a comprehensive range of specialist palliative care services which
are of high quality and cost-effective.

● To secure equity of access to these services for differing groups of diagnoses, by ensuring services are
appropriate to the specific needs of KCW residents and that details of services available are widely
known, particularly with regard to how to refer into the service.

● To commission services which will allow patients and their carers choice of care models, in particular
ensuring that patients can remain within their own home settings for as long as they may wish.

● To ensure that service provision to patients and their carers is seamless even if the care is being shared
between a range of different providers, including other social services, housing and voluntary providers.

● To ensure that all health staff involved in direct patient and family care are well versed in good practice
principles of palliative care.

● To ensure that services commissioned are of the highest quality standards and that these standards are
regularly monitored.

● To ensure that service providers are regularly involved in clinical audit and measurement of effectiveness
of outcomes of interventions, which will be jointly agreed with purchasers.

a Copies of the report are available from the authority and contain a reference list.
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Context

Considerable changes are currently taking place within specialist palliative care services, which have caused
some uncertainty particularly to voluntary hospice providers; these are as follow.

● Monies previously ring-fenced specifically for voluntary hospices have now been devolved from regional
health authorities to districts and can now be used for any specialist palliative care services.

● 1994 sees voluntary hospice providers for the first time having to come into the market and set contracts
with health authorities. This has involved the setting of agreed levels of activity and finance and setting
clearer criteria for admission. Service developments now must be agreed with purchasers in advance.

● There has been an increase in the number of hospice providers within greater London, which has caused
current providers concerns as to their viability with increased competition.

● A growing awareness of an inequity in access to palliative care services for non-cancer patients.
● The Calman report on cancer services suggesting a reduction in the number of treatment centres

providing specialist care within acute hospitals will influence the distribution of services locally.

Population/health needs

Kensington, Chelsea and Westminster covers an area of 13 square miles in North West London and is
coterminous with its two constituent local authorities. According to the OPCS mid-1991 population
estimates, the resident population of the district is 323 900 (141 400 in the Royal Borough of Kensington &
Chelsea and 182 500 in the City of Westminster).

The population is an inner-city population and includes people from a range of different cultural and
ethnic groups. There is a wide range of health experiences across the different wards within the area. The
most disadvantaged wards display higher rates of death and increased levels of illness, high levels of
unemployment and poorer housing, with many single parent families and elderly people who live alone.

Analysis of potential needs for palliative care showed that 830 KCW residents die from cancer each year.
The majority of these are aged over 75 years. National statistics suggest that of these almost 700 would
experience pain in the last year of life, almost 400 would have trouble with breathing and 400 would have
symptoms of vomiting or nausea. Many would have other symptoms. KCW residents who die from other
causes were also considered, such as circulatory diseases, which may have a palliative period. Each year
approximately 1700 KCW residents die from these diseases, as for cancer the majority are elderly. National
statistics would suggest that of these almost 1200 would experience pain in the last year of life, 850 would
experience trouble with breathing and 450 would have symptoms of vomiting or nausea. Again many had
other symptoms or a combination of symptoms.

Patients will also need emotional, spiritual and social support. Many of the families of these patients would
require support during care and in bereavement.

Within KCW approximately 24% of deaths occur at home and 69% occur in hospital. For cancer patients
an even smaller proportion – 18% – die at home. The percentage of patients who die at home varies greatly
across KCW ranging from less than 10% in some of our electoral wards to greater than 40% in others. The
distribution appears to mirror that of the Jarman indicators for social deprivation within KCW.

Examining trends over the years indicates that there has been a slight increase in the percentage of cancer
patients who die at home in the Royal Borough of Kensington & Chelsea but probably not in the City of
Westminster. There was also a fall in the proportion of people who died in NHS hospitals and an increase in
the proportion who died in private hospitals.
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Preferred model of service

In the review KCW identified current service provision and the report and the seminar highlighted areas
where service changes were required. From specialist providers KCW will wish to commission a package of
care which will range through symptom control, psychological support for the patient and the carers, respite
care within the community, terminal care and bereavement care. Other providers will assist in the provision
of a seamless, comprehensive service to the patient and their carers.

The main recommendations in response to the concerns raised in the KCW review report were as follow.

● Links between Macmillan and support nurses working in acute hospitals and the hospices and specialist
palliative care teams needed to be more formalized.

● There was a need to cascade support from the specialist services through into generic services, perhaps in
the form of in-reach teams into acute hospitals.

● There needed to be more accurate reporting of activity, particularly the activity of the Macmillan nurses
in the Chelsea and Westminster Hospital should be clearly indentified for purchasers.

● For data collection there needed to be greater clarity in the requirements and reasons for process data.
This would ensure that personnel could improve the quality of their data collection.

● Data collection was also needed on the outcomes and quality of care given, for example symptom control,
safe discharge and appropriateness of interventions.

● Links between acute providers and hospices needed to be formalized.
● Similarly links between hospices and specialist palliative care services and primary care staff needed to be

improved.
● GPs required better information on the services available, but rather than have this in the form of

directories it was suggested that the KCW ‘place mats’ would be a useful approach. Advertising
information was not felt to be helpful.

● There was a need to develop patient agreements or protocols between services to ensure that duplication
did not occur but that good liaison did.

● A 24-hour service provision was thought to be essential for home care in collaboration with appropriate
social services.

● GPs should be made aware of those services which provide 24-hour advice and support and where
patients in the care of a service or already known to a hospice may be admitted out of hours as an
emergency.

● Greater investigation of the access to services for people from black and ethnic minority groups was
needed and in particular KCW needs to determine how many patients from this group are likely to need
palliative care services and what their preferences may be.

● Work is also needed to determine the language needs of people from ethnic groups and the availability of
translators for patients who are cared for at home.

● Training is needed for generic workers to ensure that all staff are aware of good practice in palliative care.
● There was a general need to be mature about interprofessional working relationships.

Attached to this service specification is a range of standards which outline the preferred model of services
that KCW wishes to commission.

Although all standards are not appropriate to all providers it is essential to note that patients will move
between the varying providers and their care must be a continuum so that all services are linked.

These standards cover general quality requirements, data requirements and clinical audit. It should be
noted that it is not anticipated that all standards will be regularly monitored. An initial position statement
from each provider will be prepared and agreement reached between the provider and KCW as to which
specific standards will be monitored in any one year.
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Monitoring

KCW places great emphasis on information and the monitoring of not only activity, but of the quality of the
service commissioned and the agreed outcome. It is anticipated that reporting on achievement of specific
quality standards as outlined in this specification will be incorporated into schedule 4 of KCW contracts and
will therefore be monitored on a twice-yearly basis.

Audit and outcome

Arrangements for clinical audit and development of outcome measures

● An audit is requested of the treatment and management of symptoms of pain, anxiety and family
problems using or adapting already established outcomes tools such as the Support Team Assessment
Schedule (STAS). Providers are requested to present results of this to purchasers and to demonstrate
what action they are intending to take as a result of any problems found with the services.

● Providers are requested to demonstrate and to audit joint initiatives with local practitioners and primary
care teams or acute hospitals in enhancing the quality of care offered to terminally ill patients and in
particular including those who do not have cancer and their families or carers.

To commission a comprehensive range of palliative care services

Standard Ability to comply Monitoring mechanism

Specialist palliative care providers will provide
packages of care that will include:
● Inpatient care

a) symptom control
b) psychological support
c) respite care
d) terminal care

● Day care – at current levels only until evaluation
has been undertaken

● Care within the community
a) symptom control
b) psychological support
c) maintenance
d) terminal care

● Bereavement and after-care services

Pain control
● Patients will have access to specialist pain control

advice which complies with agreed clinical
guidelines

Emotional support
● Emotional support will be available to the patient

and their carer by staff with an understanding
of/or training in general counselling techniques.
Specialist counselling advice will be available
from suitably trained personnel when
appropriate Continued
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To commission a comprehensive range of palliative care services: continued

Standard Ability to comply Monitoring mechanism

● Bereavement after-care services will be available to
relatives and carers, linking with voluntary services
where appropriate

Co-ordination
● Patients should have access to a range of

professionals with specialist palliative care skills
● Where the multi-disciplinary team is not centrally

managed, formal interprofessional working
arrangements should be in place, with a designated
head of service, which includes medical care

● Specialist palliative care nurses and multi-
disciplinary teams should have formal working
agreements with a hospice with whom KCW holds a
contract

● Recognized complementary therapies, which are
known to be clinically effective should be available
to patients where appropriate

● Link nurses (in addition to specialist palliative care
nurses) should be identified within the community
and on hospital wards to act as a resource on
palliative care services

● Prior to discharge from inpatient care there will be a
clear mechanism for co-ordination of care on
discharge with named lead care provider

To secure equity of access to services by ensuring they are appropriate to the specific needs of KCW residents

Standard Ability to comply Monitoring mechanism

Availability
● Urgent referrals can be made to the service seven days a

week
● Specialist providers will offer a single contact number

for GPs and hospitals to obtain advice about a patient

Cultural beliefs
● Provision should be made to allow patients to observe

their own faith (or non-faith) and facilitate their
spiritual leaders to enter the hospice

● Providers will not impose their personal religious
beliefs on patients unless the patient initiates/requests
support

● Cultural beliefs about death and dying will be properly
observed

● Meals should meet cultural and religious requirements
● Patients and their carers should have access to

interpreting advocacy services where necessary
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