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Summary

In England approximately half a million people die each year. Around three quarters of
deaths follow a period of chronic illness, such as cancer or heart disease, where people may
need access to end of life care. End of life care services seek to support those with advanced,
progressive, incurable illness to live as well as possible until they die.

The provision of end of life care is becoming increasingly complex, with people living
longer and the incidence of frailty and multiple conditions in older people rising. People
approaching the end of their life often require a complex mix of health and social care
services provided in hospitals, care homes, hospices and their own home. End of life care is
delivered by many people, including families and friends, specialist palliative care staff, and
generalist staff such as doctors, nurses, and social workers, for whom end of life care
represents a varying proportion of their role.

In 2006-07, primary care trusts estimated they spent £245 million on specialist palliative
care, delivered by around 5,500 staff with specific training in the management of pain and
other symptoms. There are no estimates of the full financial cost of end of life care, largely
because of difficulties in identifying the proportion of time generalist staff spend with
people approaching the end of life. The cost to NHS and social care services of providing
care to cancer patients in the 12 months prior to death (27% of deaths) is, however,
estimated to be £1.8 billion alone.

Most people would prefer not to die in hospital but a lack of NHS and social care support
services means that many people do so when there is no clinical need for them to be there.
There is a lack of training in basic end of life care amongst frontline staff, many of whom
will at some stage come into contact with people nearing the end of their life. The
Department of Health (the Department) has acknowledged that end of life care has not had
the priority it should have had, and recognises the need to improve the provision of care
for adults. In July 2008, it published its End of Life Care Strategy which commits additional |
funding of £286 million over two years, and aims to increase the availability of services in |
the community and develop the skills of health and social care staff.

On the basis of a report by the Comptroller and Auditor General,' we took evidence from
witnesses from the Department and the NHS on the provision of end of life care. We
examined the scale and quality of end of life care; the current and future approach to
commissioning and funding of services; and the capability and capacity of NHS and social
care staff to provide such care.

1 CBRAGS Report, End of Life Care, HC (2007-08) 1043






Conclusions and recommendations

Most people express a preference to die at home but 60% die in an acute hospital,
even when there is no clinical need for them to be there. People should have the
right to die in the place of their choice. The End of Life Care Programme team
should work with Primary Care Trusts and Strategic Health Authorities to develop
the means to share information on patient preferences. In line with the Department’s
strategy, Trusts should agree plans with their Strategic Health Authorities for
increasing the availability of community services, such as 24 hour district nursing,
and access to advice and medication out of hours to help reduce the number of
unnecessary hospital admissions. People in care homes should have equal access to
these services.

People who die in hospital are not always afforded the end of life care they
deserve, including effective pain management and being treated with dignity and
respect. Because someone is approaching the end of life it should not mean we
abandon concern for their quality of life; end of life care should seek to sustain
peoples’ quality of life as a priority. Primary Care Trusts should seek assurance from
the hospitals they commission services from that their staff have received sufficient
education and training in end of life care. NHS hospitals that care for people who are
approaching the end of their life, should employ a specialist palliative care team and
promote the use of the Liverpool Care Pathway across relevant hospital wards.

Lack of co-ordination between health and social care services mean that peoples’
preferences for care are not always communicated effectively. People nearing the
end of their life should be allocated a single health or social care professional contact
to improve the co-ordination of care between services and providers. Primary Care
Trusts should require providers to develop care plans for all those who wish to have
one. The Department’s planned survey of bereaved relatives should also include
consideration of how a patient’s care is co-ordinated across settings and between
providers.

There is a lack of education and training in basic end of life care. Improving the
skills of health and social care staff should be a priority. In particular, the
Department should work with the relevant professional bodies to put in place
appropriate training. Primary Care Trusts and local authorities should commission
hospices and voluntary groups to provide education for community and care home
staff by, for example, building on the work already being undertaken by Marie Curie
and St Christopher’s Hospice. The new Care Quality Commission should provide
assurance about the skills level of staff in health and social care organisations, as part
of the new registration, inspection and monitoring regime.
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Primary Care Trusts have limited understanding of the local demand for and the
cost-effectiveness of their commissioning of end of life care services. Trusts should
use the commissioning guidance provided by the End of Life Care Programme and
benchmarking information provided by the National Audit Office, to assist them in
allocating resources more effectively. Trusts should also consider whether work
similar to that done in Sheffield for the National Audit Office would improve their
understanding of demand and supply and accordingly their commissioning of end of
life care services.

There is a risk that the additional £286 million committed to improving end of
life care will not be used as intended. The Department should require Primary Care
Trusts to account for how the additional funding is spent. Such information should
be used to provide feedback to Trusts to allow them to benchmark their performance
in improving service quality.

There has been limited formal evaluation of the patient benefits associated with
approaches intended to improve end of life care such as the Gold Standards
Framework. The Department should commission clinical evaluations to determine
whether use of such approaches results directly in higher quality care. The planned
survey of bereaved relatives may be appropriate in the evaluation of the Liverpool
Care Pathway and aspects of the Gold Standards Framework and Preferred Priorities
for Care. Other approaches need to be developed to evaluate the experience of the
increasing number of elderly people who live alone.

Some 70% of independent hospices have only one year contracts with the NHS
and for 97% the funding they receive does not cover fully the costs of the NHS
services they provide. Primary Care Trusts should put in place three year rolling
contracts to enable hospices to better plan their use of resources and develop their
services. These contracts should cover the costs of the NHS services provided,
including relevant overheads. Hospices should be commissioned to provide wider
support, for example, training of care home staff and the provision of outreach
services to improve the quality of care for more people in the last year of life.

More people could be supported to die in their homes or in a care home if there
was a more responsive system for providing the equipment and support services
needed. The Department should review how requests for equipment and other
assistance that support people to remain in their homes are handled, and identify
ways of improving the speed and flexibility of the provision of such services. Primary
Care Trusts should check that residents in care homes are provided with the same
access to GPs and other health professionals as they would have if they were living in
their own homes.



1 The current place and quality of end of
life care
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1. End of life care services aim to support those with advanced, progressive, incurable
illness to live as well as possible until they die. In England, approximately half a million
people die each year, almost two-thirds of whom are aged over 75 years. Around three
quarters of deaths are ‘predictable’ and follow a period of chronic illness, such as cancer or
heart disease, where people may need access to end of life care.”

2. The majority of people (between 56% and 74%) express a preference to be cared for and
die in their own home, which for some will be a care home, and to avoid dying in an acute
hospital.” The proportion of people expressing a preference to die at home has, however,
been shown to change as death approaches. This can be because they require more
extensive support, such as that provided by a hospice, and do not wish to be a burden to
their family, or because they do not wish to die alone. Many people are admitted to hospital
for emergency treatment of symptom management and, for some, hospital is their
preferred place of care. Some people, however, remain on a medical or surgical ward when
they no longer have a clinical need to be there. For those whose preference is not to return
home or for whom home care is no longer feasible, an alternative is intermediate care,
provided for example by a community hospital. Research evidence shows that people are
generally very satisfied with the end of life care they receive in community hospitals.*

3. In 2006, only 35% of people died at home or in a care home and 58% of deaths occurred
in an acute hospital, ranging from 46% to 77% across Primary Care Trusts.” Place of death
varies by age, with care home death rates highest for those over 85.° There is also
considerable variation by condition, with cancer patients more likely to die at home or in a
hospice (Figure 1). The Department for Health (the Department) attributes this largely to
the fact that specialist palliative care services and the modern hospice movement, started by
Dame Cicely Saunders 40 years ago, has traditionally focused on cancer. More recently,
however, there has been an increase in the proportion of patients accessing specialist
palliative care services who have other conditions, such as renal diseases.”

4. Although the Department consulted a range of different representative groups to
establish the impact of cultural factors on preferences for end of life care during the
development its end of life care strategy, it found relatively few such cultural differences in
people’s preferences as they approach death. There are, however, considerable differences
in how people or their relatives expect to be cared for immediately thereafter and the

CEAG' Report, para 1.1

Qg 4, 8, 40; CRAG's Report, para 2.3

Qq 4, 8, 37-40; CEAG's Report, para 2.3

Q 4; CAAG's Report, paras 2.3-2.4; Figure 3
CRAG's Report, para 2.2
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Department acknowledged the importance of observing these differences and meeting the
needs of patients and their families.®

Figure 1: Place of death varies by condition
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Source: National Audit Office analysis of 2006 Mortality Statistics for England

5. As people approach the end of their life, they often require a complex mix of health and
social care services.” Co-ordination between health and social care services in relation to
the planning, delivery and monitoring of end of life care is, however, generally poor and
people approaching the end of their life often encounter problems, particularly when they
are being transferred between health and social care providers. For example, residential
homes, especially those without qualified nursing staff, often feel ill-equipped to care for
people as they near the final stages of life and end up sending them to hospital or refuse to
take residents back after a hospital admission, for example, if the patient is no longer
weight-bearing."

6. Current processes for securing home care in the community lack efficiency and
flexibility, and there can be delays and difficulties in obtaining and completing the
necessary forms at a time when people may have only days or weeks to live."! A lack of care
planning and prompt access to services in the community can lead to some people
approaching the end of their life being unnecessarily admitted to an acute hospital or to
delays to the discharge of people who have no medical need to remain in hospital."
Information on patient preferences is also not always captured or shared effectively
between the different agencies involved in delivering care® The Department
acknowledged that end of life care requires good organisation and strategic planning, and

8 Qg6 76
3 Qo3

10 Qq 40, 65; CRAG'S Report, para 18
11 Qg 6%-71

12 Qg 4, 105-106

13 C&AG's Report, para 9



for Primary Care Trusts and local authorities and also the voluntary sector to work
together in partnership, but that in many cases this has not been happening.'

7. Work carried out by the Healthcare Commission has identified that those people who
die in acute hospitals are not always afforded the dignity and respect they deserve.
Common issues include poor support for basic comfort; a lack of privacy for the patient
and their family; poor communication by staff; and staff recognising too late that
somebody is at the end of their life. Focus groups carried out for the National Audit Office
identified examples where the standard of hospital care was below what had been expected,
causing unnecessary stress for people approaching the end of their life and for those caring
for them."

8. The Department acknowledged the need to improve the standard of acute hospital care
for people at the end of their life, but emphasised that it is possible for those who want, or
have a medical need, to be in hospital at the end of their life to have a good death.” It is
seeking to improve the standard of acute hospital care for people at the end of their life by
continuing to encourage uptake of the Liverpool Care Pathway tool.” It is also promoting
the development of specialist palliative care teams, and taking forward work to redevelop
the hospital environment and improve patient privacy."

9. The Department welcomed the findings of a review of patient records in Sheffield
carried out for the National Audit Office, which explored the potential for changes in care
pathways for people at the end of life and the alternatives to patients dying in hospital.”
The review found that the proportion of deaths in acute hospital could have been reduced
from 50% to 31%, with a corresponding increase in deaths in other settings (Figure 2). It
also found that the proportion of residents dying in care homes could have been increased
from 61% to 80% if more support and advice had been provided to those homes.”

10. Reducing unnecessary use of acute hospitals by people at the end of their life could
make additional resources available for expenditure on end of life care. At least 40% of
people who died in an acute hospital in the Sheffield in October 2007 did not have medical
needs which required them to be admitted. These patients used 1,500 bed days, costing
approximately £375,000, with nearly a quarter of them having been in hospital for over a
month. Over the course of a full year, this could make around £4.5 million available for
investment in community services.”

11. Economic modelling work by the National Audit Office estimates that, nationally, the
cost of caring for cancer patients (who account for 27% of all deaths) in the 12 months

14 Qg 23,65
15 Q10 CRAG"s Report, paras 12, 2.8
16 Qo4 38

17 The Liverpool Care Pathway is one of three tools recommended by the National Institute of Clinical Excellence to
improve delivery of end of life care. The other two toaols are the Gold Standard Framework and the Preferred
Priorities of Care,

18 Q10

19 Qg B-9; CRAG's Report; Appendix 2

20 © 40; CRAG's Report, paras 3.12--3.13; Figures 14-15
21 0OgB8-9; CRAG's Repart, para 3.14
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prior to death was £1.8 billion and that a 10% reduction in the number of emergency
admissions and a reduction of the average length of stay per admission of three days,
would release £104 million for redistribution to other end of life care services.”

Figure 2: Potential to increase the number of people who die outside of acute hospital
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12. Work carried out by Marie Curie through its Delivering Choice Programme
demonstrates that reductions of this kind are possible if appropriate community services
for end of life care are put in place. For example, in Lincolnshire, the Programme helped
avoid 500 admissions in a year, it showed that investment in community services can
decrease the number of hospital deaths and reduce the number of admissions to hospital
per patient as they approach the end of their life.”* The Delivering Choice Programme is
one of a number of examples of the modern hospice movement and the voluntary sector
working with NHS and social care services to improve services in the community for
people approaching the end of their life.”

22 Qq 5, 107; CEAG's Report, paras 3.23-3.27; Appendix 3; Figures 24-25
23 Qg 4, 107-109; CEAG's Report, Appendix &; Example 5
24 Qg4 65
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2 The capacity and capability of staff

13. Much of end of life care is provided by a wide variety of generalist staff for whom end
of life care represents a varying proportion of their role. As a result, these staff may not be
trained in the identification, delivery and discussion of end of life care.” Such skills are
essential to delivery of good end of life care as once patients are identified, their wishes can
be discussed and care plans can be put in place.” The Department estimates that it needs to
train hundreds of thousands of NHS and social care staff and is currently working with
Skills for Health and Skills for Care to develop the competencies these staff will need. It is
also developing an e-learning programme and a training programme which will focus on
the improvement of communication skills.”’

14. A survey of doctors and nurses carried out by the National Audit Office found that only
29% of doctors and 18% of nurses had received any pre-registration training in end of life
care. In addition, only 39% of doctors and 15% of nurses who responded to the survey
stated that they had received pre-registration training in communicating with patients
approaching the end of their life.”* Evidence to the Committee by the Council of Deans of
Health indicated that the level of pre-registration training provided to nurses (and other
allied health professionals) who qualified in the last five years has improved and that all
universities now provide some dedicated pre-registration training in end of life care.
However, the proportion of respondents who had qualified in the last five years was small
and a key issue is the need for post-registration training.”

15. The Department has taken steps to improve the capability of NHS staff. In 2003, it
allocated £12 million over three years to an NHS End of Life Care Programme. The
Programme aimed to improve the quality of end of life care by working with Strategic
Health Authorities to identify and spread good practice across the country. This included
encouraging uptake of the Gold Standards Framework, Preferred Priorities for Care and
Liverpool Care Pathway tools recommended by the National Institute for Health and
Clinical Excellence.” These end of life care tools respectively seek to aid the identification
of end of life care patients, record patients’ preferences over the care they wish to receive
and empower generalist clinicians to care for the dying and manage pain in the last days
and hours of life.”

16. These tools are well regarded by a range of users and the limited research carried out
has shown that they can lead to reductions in unnecessary hospital admissions and increase
the likelihood of people dying in the place of their choice.” A third of doctors and 54% of
nurses who responded to the National Audit Office surveys reported being trained in at

25 CRAG's Report, para 2.24

26 Oq 10 70

27 Qq 0, 26

28 CRAG's Report, para 2.25

29 Q10 Ev 15-16

30 0Oq 4, 20; CRAG'S Report, para 1.7
31 Oq 10, 20, 55, 61

32 CRAG's Report, paras 16, 3.4
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least one of the three tools and that this training had led to an increase in their confidence
in delivering end of life care. Uptake of the tools by GP practices, however, varied with
Primary Care Trusts reporting an average uptake by practices of 48% for the Liverpool
Care Pathway and 60% for the Gold Standards Framework.*

17. Little is known, however, about the direct patient benefits associated with their use due
to difficulties in measuring outcomes for deceased patients. The Department is therefore
seeking to measure the impact of the tools on patient care through the development of a
programme of surveys of bereaved relatives, known as VOICES, which will be launched in
2009. Bereaved relatives will act as a proxy for the patient, providing detailed feedback on
aspects of the quality of health and social care across the different care settings.”

18. Primary Care Trusts rate education and training in care homes as the biggest challenge
in delivering good quality end of life care.” There has been little end of life care training
provided to staff working in care homes, and few staff have qualifications relevant to caring
for people approaching the end of their life. Where training is provided, the nature of this
training can vary widely. High staff turnover rates also mean that care homes are training
fewer staff than they lose on an annual basis.*

19. The Department, through its End of Life Care Programme, has also sought to address
the lack of training in care homes and has worked with 1,300 care homes over the last three
years to develop and implement e-learning programmes and to increase use of the Gold
Standards Framework and Liverpool Care Pathway.” The Department have encountered
little resistance to their staff being trained amongst the care homes it has worked with, but
the homes often lacked the capacity to release staff to attend training courses or to develop
in-house training materials themselves.” Although many care homes provide good quality
care, there is still a significant amount of work to be done to develop the skills and training
of staff in the 18,000 remaining care homes across England who have not yet had the
benefit of the Department’s training.”

20. The care homes viewed e-learning as a flexible and cost-effective way of delivering
training to their staff and reported that providing effective training can also have a positive
impact on staff retention.*

21. The Department does not propose to set a national target for increasing the number of
care home staff with qualifications relevant to caring for people at the end of their life, but
stated that Strategic Health Authorities or Primary Care Trusts may set themselves local
targets." The Department also stated that over time it would expect to see an increase in

33 CRAG' Report, paras 3.7-3.9
34 0q 43 61-64

35 Q103

36 Oq 40, 47-50, 102

37 OQq 40, 49-50. 54-55, 104

38 Qg 49-51

39 ©0q 40, 45

40 ©Qq 49, 54, 104

41 056
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the number of care home residents able to die in care homes and that the levels identified
by the review of patient records carried out in Sheffield for the National Audit Office,
where the proportion of residents dying in care homes could have been increased from
61% to 80% was the sort of improvement that, it would like to see over time.”

22. The Department considers that residents in care homes should have the same level of
access to nursing and medical care as a person living in their own home and so is seeking
to increase the level of support provided to care homes by specialist palliative care nurses.”
Hospices can play a key role in providing this support through outreach services such as
those developed for people with advanced dementia in care homes by St Christopher’s
Hospice. The Department considered that the work at St Christopher’s provided a good
example of partnership working where skills were being utilised across settings, thereby
avoiding the need for patients to be transferred between institutions. In addition to disease
specific approaches, the Department is also looking at ways in which the skills within the
hospice movemnent can be used to improve patient care in different settings irrespective of
the patient’s diagnosis.”

42 Q40
43 Qg 40-41
44 Qg 11, 20, 25, 41; CRAG's Report; Appendix &; Example 2
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3 Commissioning and funding of end of
life care

23. Primary Care Trusts are unable to estimate the full financial cost of providing end of
life care services due to difficulties in identifying the point at which end of life care begins
and the proportion of time generalist staff spend with end of life care patients.® The
National Audit Office estimates that the cost to NHS and social care services of providing
care to cancer patients in the 12 months prior to death (27% of deaths) is £1.8 billion
alone.*

24. In 2006-07, Primary Care Trusts estimated that they spent an estimated £245 million
on commissioning specialist palliative care, which is one aspect of end of life care delivered
by around 5,500 staff with specific training in the management of pain and other
symptoms.”” There is, however, limited understanding of the local demand and supply of
end of life care services, and the level of expenditure on specialist palliative care services
varied widely between Primary Care Trusts, ranging from £154 to £1,684 per death (Figure
).

Figure 3: Primary Care Trusts’ average spend per death on specialist palliative care
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25. Although the Office for National Statistics has data on the number of deaths and where
people die, commissioning end of life care services is complex due to variability in patient
needs and the resources required.” The Department acknowledged the need for better
knowledge and understanding of end of life care across the NHS and reported that it has
developed some initial commissioning guidance through its End of Life Care Programme.

45 0 2; CRAG's Report, para 2.32

46 CEAG's Report, para 3.24

47 CBAG's Report, paras 2, 4

48 Qg 2, 99-100; CRAG's Report, para 2.36; Figure 11
49 Qg 57-60
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It plans to refine this and develop it further as it obtains better information on the
commissioning of end of life care services.”

26. The voluntary sector has made, and continues to make, a huge contribution to end of
life care.” Some 70% of independent hospices, however, have contracts with Primary Care
Trusts for one year only and, by May 2008, only 56% had agreed funding for 2008-09.
Such contractual arrangements leave hospices with no firm, long-term base for developing
and expanding their operations.” The Department acknowledged that such short term
arrangements are unacceptable but explained that one year contracts may have been
offered due to Primary Care Trusts receiving one year allocations in 2008-09. As Primary
Care Trusts now have two year funding allocations for 2009-10 and 2010-11, and an
indication funding arrangement for the three subsequent years, the Department expect
that they should now move to three year rolling contracts with hospices, as recommended
by the Compact on Relations between Government and the Voluntary and Community
Sector in England.*

27. There are hospices and voluntary sector specialist palliative care services across most of
England, although the number of beds is not necessarily equally distributed.* On average,
independent hospices received funding of 31% of their net expenditure from Primary Care
Trusts in 2006-07, with some hospices receiving nothing and others receiving up to 62%
(Figure 4).* Although the proportion of funding received by hospices from the NHS fell
from 34% in 2004, the Department stated that the NHS had doubled the amount of
funding it provided to hospices between 2000 and 2008. The Department attributed the
reduction in the proportion of funding received by hospices to hospices’ expenditure
increasing more rapidly than the level of tunding provided by the NHS.*

28. The hospice movement developed as a result of a gap in the services provided by the
NHS and has traditionally raised significant funds each year to provide services to people
nearing the end of their life. Hospices place a high value on their independence and neither
the Department nor the hospice movement wish for them to be fully funded by the NHS.”
In 2006-07, however, the funding received from the NHS by 97% of independent hospices
did not fully cover the costs of the NHS services they provided, or the cost of relevant
overheads. The Department acknowledged that this issue needed to be addressed and that
Primary Care Trusts should fund their share of the overhead costs of hospices for the
services that they buy from hospices.™

50 Qg 95-100

51 06S

52 Qq90-92

53 Qg 66, 34-95

54 Q65

55 CA&AGT Report, para 2.36

S6 Qg 84-85

57 Qnq 85-88; CRAG's Report, para 2.39
58 Qg 66-67



16

Figure 4: Proportion of hospices net expenditure provided by Primary Care Trusts in 2006-07
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29. The Department intended to introduce a national tariff for specialist palliative care
which would allow full cost recovery by all palliative care providers by 2008-09. A number
of factors, such as the lack of robust costing data and wide variations in spending patterns
meant that this has not happened. The Department now consider that the development of
a national tariff will not be possible over the next three years and that agreeing a local tariff,
as has happened in North London, could be a better way forward.”

59 Oq#&o, 98
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4 The Department’s plans for improving
end of life care services

30. The End of Life Care Strategy (the Strategy), published in July 2008, builds on the End
of Life Care Programme and sets out the Department’s plans for improving the provision
of end of life care for adults in England. Central to the Strategy are an increase in the
availability of services in the community and the development of the skills of health and
social care staff. The Department considers that investing in community services and staff
training will improve the quality of care and, crucially, by reducing unnecessary admissions
to acute hospital, improve the likelihood of patients being cared for in the place of their
choice.®

31. The Department’s Strategy commits additional funding of £286 million over 2009-10
and 2010-11.* This funding allocation is based on the Department’s estimate of the cost of
the key components required to deliver good end of life care. The largest of these
components is access to district nursing services 24 hours a day seven days a week, which
many places do not currently have. The Department considers that increasing access to
such services is important if the number of unnecessary admissions to acute hospitals for
patients at the end of their life is to be reduced.® The Department expects to see significant
improvements in end of life care over the next two to three years as Primary Care Trusts
use this additional funding to increase capacity and develop services.* The funding will not
be ring-fenced, but the Department expects Primary Care Trusts to account for how it is
spent and will, through the SHAs, monitor whether it is used in the way that was envisaged
by the Strategy.*

32. As part of Lord Darzi's NHS Next Stage Review, each SHA was required to produce
vision documents for eight clinical pathways, one of which was end of life care. As part of
this process, Primary Care Trusts are currently working through their planning processes
to identify and allocate resources over the next two years for end of life care. Each Primary
Care Trust will produce a plan by February 2008 which will be reviewed and agreed by the
Department on the basis of whether they meet the standards that have been set out in the
Strategy, and an appropriate amount of money is being spent.*

33. End of life care also features in the Department’s Operating Framework for 2009-10,
and the proportion of deaths occurring at home is one of the NHS Vital Signs indicators
set out in the document.* There is, however, no single outcome measure for evaluating the
quality of end of life care. Place of death is commonly used as a proxy measure since good
data are available from the Office for National Statistics. The Department told us that other

S
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good markers could include whether a patient had a care plan in place, whether they were
cared for on the Liverpool Care Pathway in the last days and hours of their life, and the
findings of the planned programme of surveys of bereaved relatives.*

34. In November 2008, the Department launched a consultation on a series of quality
markers which set out what will be needed for high quality end of life care to be delivered
by commissioners and providers. The quality markers are set out in nine parts and include
specific markers for Primary Care Trusts, acute hospitals, care homes and a range of other
care providers. Use of the markers will not be mandatory but, if they get general approval,
the Department will discuss with the Care Quality Commission (which will have
responsibility for regulating services across health and social care from April 2009) how it
might choose to use them as part of its health and social care inspection regime.*

&7 Q61
68 Qg 52, 45; Department of Health, Quality Markers Consuliation, Novembar 2008
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Taken before the Committee of Public Accounts Committee

on Wednesday 17 December 2008

Members present:

Mr Edward Leigh, in the Chair

Mr Richard Bacon
Angela Browning
Mr David Curry
Nigel Griffiths
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Mr Austin Mitchell
Dr John Pugh

Mr Tim Burr CB, Comptroller & Auditor General, Mr Michael Whitehouse, Assistant Auditor General, and
Ms Karen Taylor, Director, Mational Audit Office, were in attendance.

Ms Paula Diggle, Treasury Officer of Accounts, HM Treasury, was in atiendance.

REPORT BY THE COMPTROLLER AND AUDITOR GENERAL

END OF LIFE CARE

Witnesses: Mr David Nicholson CBE, NHS Chiel Executive. Dame Christine Beasley DBE, Chiel Mursing
Officer for England, and Professor Mike Richards CBE, National Clinical Director for Cancer, Department

of Health, gave evidence.

01 Chairman: Welcome to the Commuttes of Public
Accounts. Today, we are considenng the
Comptroller and Auditor General's Report on End
of Life Care. 1 actually asked the National Audit
Office to look at this, and we all have personal
experiences of our own of elderly relations. It is a
subject which is always very close Lo our hearts
obviously as individuals even more than as
politicians, so it 15 a very importanl subject and
perhaps has not up to now achieved the sort of front-
line interest in politics that perhaps it should have
done, so are very happy to have David Nicholson
here, the Chiel Executive of the NHS, to help us with
our inguiry. Perhaps you could introduce your two
colleagues, Mr Nicholson.

Mr Nicholson: Chris Beasley, the Chiel Mursing
Officer for England, and Mike Richards, the
Mational Clinical Director for Cancer and End of
Life Care.

()2 Chairman: Well. the first problem that we can
identify, and, if we look at the Summary, and we can
see Lhis particularly in paragraphs 4 and 17, it tries
Lo delve into how much we spend because the PCTs
do not seem to know how much they are spending on
end of life care or indeed what are the needs of their
population and, therefore, it is very difficult to know,
I would have thought, how they can prioritise this
subject.

Mr Nicholson: There is no doubt, when you look at
the MHS as a whole, that the locus of the MHS over
the last 20 or 30, or probably more, years of ils
existence has been around cure, and rehabilitation
and end of lifie care has not always had the priority
that either you might expect or it should have had.
Indeed., a lot of the culture of the NHS around death
is failure, death is kind of when everyone has given
up, which of course is not what the real issue s, 50

both the NAO Report, the work that Lord Darzi has
done in the Next Stage Review and of course the End
of Life Strategy Care have all shined a very big light
on this set of issues, a5 no doublt we will talk about
during this process. There is a significant amount of
work 1o do.

Q3 Chairman: Well, of course, il death s failure, we
all fail, 50 we do not want to perpetuate this attitude,
do we?

My Nicholsan: Absolutely. and death is not failure.
There is absolutely such a thing as a good death.

Q4 Chairman: One of the things I am particularly
anxious about and why | particularly wanted 1o
encourage this inguiry is, | think, the importance of
people being allowed to die at home if they want Lo,
and this can be their own home or it can be a care
home which, for many people, is their home. Now,
three-quarters of people roughly want to die at home
and in fact two-thirds of people die in hospital, That
15 a very sad state of affairs, 151t not?

Mr Nicholsen: Yes, it is, and all of the evidence that
we have collected and the NAO have collected of
course is that around two-thirds of all people, given
the choice, want to die at home, but that is not to say
it is not possible to have a good death in hospital,
and there is a lot of work being done Lo take that
forward, but absolutely central to the End of Life
Care Strategy is giving people more choice and, 1o do
that, you need to invest. You need to invest in
community services, which is very important for us
io do, 1o avoid emergency admissions towards the
end of life, and there are lots of good examples
around the country of working with Marie¢ Curie
and the hospice movement Lo improve services in Lthe
community. There is the work that is being done
around the End of Life Care Strategy, the National
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End of Life Care Programme which 15 going 1o
spread good practice around the service, but we need
to tackle this issue about emergency admissions and
that is absolutely central 1o the Strategy.

05 Chairman: Because this is nol a guestion of
money, is it? If we look at paragraph 22, we can
actually save money. 1§ we change people’s aititudes
towards encouraging, or allowing, people to die at
home il they wanl to, it would not actually cost the
State more money, would it?

Mr Nicholsem: Well, our calculations to get a
comprehensive service out for end of life care for
England as a whole would cost in the region of £286
million to do all of the things, all the vanous bits of
the pathway that we need to do, which I am sure
Mike will talk about, but it is absolutely true that, i
you reduced the number of people who die in
hospital, you could save up to £104 million to
contribute Lo that,

Q6 Chairman: That is what the Report tells us,

Mr Nicholtsan: That is absolutely part of the
arrangements we want to put into place, but, in
order to do that, you do need to invest in the
community upfront 1o avoid those—

()7 Chairman: Now, as a result of this effort, this
Report which we may be doing, 1s that going to be
Lhe Mocus of your attention now?

Myr Nicholson: Yes, it is and it is part of the
Operating Framework. Mike will undoubtedly want
to talk in a little more detail about that, but it is
absolutely a part of that.

(8 Chairman: Because, il we look at the deailed
work on the ground, for instance, the Shefficld study,
Appendix 2, paragraph 7, is it 0% of those who died
in hospital could have been quile happily looked
after at home?

Mr Nicholsen: 1 think this study from Sheffield is one
of the most important new findings that we have as
a result of this Report, and 1 welcome it. What they
have done is look al people who died in Sheffield in
the month of October 2007, and | think there were
420 patients in tolal where around hall® of those
patignts died in hospital, but what they then went on
1o do was to look case-by-case by looking back at the
case records to see who might have been able to die
elsewhere, and they did identify the numbers that
could have died either at home or in & care home
which, for many, would have been their normal place
of residence at that time. 1 think the overall finding
is that potentially, rather than it having been 50%% of
people who did die in hospital, it could have come
down to something around the 30% mark.

(9 Chairman: Good, s0 11 has been uselul?
Mr Nicholson: Yes, indeed.

Q10 Chairman: But of course many people have to
die in hospital, or will die in hospital, and we read
that sometimes they do not get the respect thal they
deserve. Thisisin paragraph 2.8 on a report from the
Healthcare Commission, that, “Common issues

included poor support for basic comfort, family and
patient privacy, and spiritual, cultural and
psychological mneeds. In many cases, poor
communication . .. ", o how are you going 1o Lry
and change attitudes in our hospitals on that,
particularly privacy? We have all had personal
experience of this, where your loved one just has a
curtain drawn around them and that 15 that really. It
is mot & great deal, 15 i?

M Nicholson: Mo, and there are three or four things
which, | think, are important, and Mike will
undoubtedly want 1o say something about il Stall
training is a key issue, and we are doing a lot of work
in relation Lo that, there is the development of the
Liverpool Care Pathway which helps to take this
forward, there is the development of specialist
palliative care teams and of course there is a whole
sel of work being done on redeveloping the
environment in hospitals which will support and
help this as we go forward.

Professor Richards: On all of those, | think one of
the big steps forward that we have taken is focusing
on the last few days of life with the Liverpool Care
Pathway, which has been an enormously successiul
programme, but is not yet fully implemented across
haspitals. 1 think it is now being used in about 85%
of hospitals, at least on some wards, but we have got
further to go 1o make sure it is being used on all
appropriate wards, and that really does help staff
know what they should be doing in the last few days
of a paticnt’s life. Equally, on top of thai, one of the
most important things is helping the staff, mainly
chmecians, to actually dentily that somebody 15
approaching the end of life and that they may be
dying, and one of the things that came through from
the Healthcare Commission Report was the fact that
often that is not recognised until too late. That is a
matier of training and we are putting a lot of effort
into, first of all. developing the competencies that
people need around end of life care, and we are
working with Skills for Health and Skills for Care on
that, and we are also then developing two major
training programmes, one in communication skills
around issues to do with the end of life care, and the
second is 1o do with e-training, electronic learning.
The important thing to recognise here is that, in
order to get good end of life care, we really need to
train hundreds of thousands of stall out of the 1.3
million who work lor the Health Service.

Q11 Chairman: Now, if you are dying of cancer, you
have gotl a much greater chance of dying at home,
have you not, or in a hospice than other conditions?
I think 1 know the answer, but why is that, and can
yvou change 1t? | know that you will say that cancer
is mone predictable, but there are many conditions,
such as dementia or chronic heart disease, where in
fact the thing is very foreseeable, so there is no
particular reason why yvou should not be in the long
lerm sueccessful in allowing people with other
conditions to die at home as if they have got cancer.
Professor  Richards: You are night about the
predictability factor, but that is not the whole story.
I think it is largely that specialist palliative care and
the modern hospice movemenlt started with cancer,
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and that 15 what Dame Cicely Saunders really started
Just over 40 vears ago with St Chinstopher's Hospice.
Actually, in the later years of her hife, she oo
identified the need to spread that lurther and
particularly to spread it to conditions like dementia,
and there is now good work going on in that. | think
we are taking two approaches on that, first of all, a
disease-by-disease approach, lor example, saying,
“What can we do lor people with dementia?”, and
there are some extremely good projects, for example,
one run by St Christopher’s Hospice on that which
is providing outreach to patients with dementia from
specialist palliative care. That is one approach.
Equally, with people dying of renal diseases, there is
a lot of interest at the moment from clinicians in the
ficld of kidney disease in that, bul we also need a
sysiems approach which looks at what we can do
with care homes and how, irrespective of the
diagnosis that a patient may have, we can train up
care home stafl to provide better care, so [ think all
of those arg important.

Chalrman: Thank you very much. I have other
questions, but 1 think my time has run oul,

Q12 Nigel Griffiths: Chairman, 1 would like to pay
tribute to the work of the Marne Cune Hospice in
Falstone Road in my constituency, 1o the stall’ and
the volunteers and the patients and the relatives for
all that they do. How much of a prierity is end of life
care now?

Mr Nicholson: Over the last two years, we have
obviously had the work going on around the NAG
Report, but we have been working through
something called ‘the MNext Stage Review® for the
MHS as a whole, which was led by Lord Darzi, and
that was based on eight pathways of care, so every
single PCT in every part of the country and every
region has been looking at these eight pathways of
care., One of those pathways of care isend of life care,
50, in that sense, it is one of the eight big pathways
that are being considered by the WHS at the
moment, and all of those regions have now produced
their strategies and the PCTs are currently working
through their planning processes to identily, and
allocate, resources over the next two years for end of
life care, so it is a significant priority for the NHS
going forward. We of course also have had the End
of Life Care Strategy which kind of overlays the
national position on that.

Q13 Migel Griffiths: Why then does it nol figure more
prominently in the new Operating Framework?

My Nicholson: Well, 1 think it does figure
prominently in the Operating Framework and, il
you look at the work that the PCTs have been doing
up to now as part of their planning processes in the
way that 1 have just described, it will be both a major
mechanism lor invesiment over the next two years,
but also in improving services. IF you look at the way
in which we measure improvement around what we
describe as the “vital signs’, death in home is a vital
pari of that and will be monitored over the next two
vears, as will the progress around the End of Life
Care Report. We will expect the regulators to report

and inspect what progress has been made against
PCTs and we expect PCTs to account to their local
population about the progress they are making.

)14 Nigel Griffiths: But, if it is so important and
since the Department did announce, | undersiand,
an additional £286 million to be spent on end of life
care in the next two years, why is the funding not
ring-fenced?

Mr Nicholson: We do not, a5 2 matter of principle,
ring-fence money in the MHS and have not done
now for several years.

15 Nigel Griffiths: But you do for certain projects?
Mr Nicholson: As part of moving away from a
position where you delivered big change by big
national targets and big national budgets which we
sel out, we ity 1o give as much money as we can this
year, and next year, as you know, over 800 of the
resource will be going oul 1o PCTs, which is the
highest amount ever, so we do not now ring-fence
money in that way. Having said that, we are making
a slight exception for end of life care and the reason
we are doing that is because we think that end of life
care is coming from so far back that perhaps you
need some special arrangements, and we have
arranged il so that, whilst the money is not ring-
fenced, PCTs will have to account for the amount of
money that they have got for the end of life care, and
we will monitor that over the next two or three years
Lo make sure that they are spending it in the way that
we have described as part of the End of Life Care
Strategy.

016 Migel Griffiths: 1s the Commuittee able 1o access
how much is then going to each PCT?

Mr Nichelson: The allocations to PCTs are done on
a needs and a per capita basis. They are not done
around particular specialisms, so you cannot break
it down in that sort of way. For example, we know
from the variation work that the NAO have done
that some PCTs have invested significantly in end of
life care already and have got some of the things in
place that are required and, therefore, they would
not need to spend as much.

Q17 Nigel Griffiths: What are you going to do about
the ones that have not, or what are you doing about
the ones that have not?

Myr Nicholson: Well, they have got the Strategy, we
have identified it in the Operating Framework, we
have got the measures and they are now going
through the planning process, they produce their
detailed plans 1o us in February and we will look
through each individual plan to see what they are
going to do over the next two years lo see whether
they have come up to the standards that have been
set oul in the End of Life Care Sirategy and that they
are spending appropriate amounts of money, and we
will not agree their plans unless they are.

Q18 Nigel Griffiths: Are we going to be able to see,
as a commitiee, where the £286 million goes at the
froni-ling service level?
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Mr Nicholson: We will have that information in the
Department of Health, so 1 am sure we will be happy
to share it with you,

019 Nigel Griffiths: We may be able to extract it
from you?
Mr Nicholson: We would be happy to share il

Q20 Nigel Griffiths: What is your strategy for
showcasing good practice and driving best practice
down to front-line services in this area?

Mr Nichofson: | am sure Mike will want 1o say
something about this, but fundamentally it is around
the End of Life Care Programme .

Professor Rickards: We have had a national End of
Life Care Programme, a relatively small but
nationally supported team, whose main remit is Lo
spread good practice. Claire Henry, the Director off
that Programme, works very closely with the ten
different Strategic Health Authorities and the job
really is 1o make sure thal, where we are learning
about things in one part of the country, we spread
those to another, so, when we hear of a good
programme happening in a care home or a good
programme happening in a hospice, let us say, an
outreach project for dementia, we will then make
sure that that is widely known.

021 Migel Griffiths: What happensil, in being widely
known, they read it and put it in the bin? What do
vou do then?

Professor Richards: Well, as David Micholson was
saying, what we are doing is looking at the plans of
each of the PCTs,

022 Nigel Griffiths: | know that, but what do you
do? “Thanks very much. Actually [ ama PCT, acrap
PCT, but thanks for this™, and il goes in the bin,
what do you do? Anything?

Professor Richards: Yes, through the SHAs, the
PCTs are performance-managed and we have set out
what it is we think they need 1o do to achieve better
quality of end of life care, and what I ¢an say 5o far
is that there is actually a lot of enthusiasm out there
For doing it. | think up until now end of life care has
had a very low profile and that is changing and, 1
think, through having a national strategy and
having the Sirategic Health Authority-level
stralegies, people are seeing that this is the vision ol
what can be achieved and my impression is thal
people are responding to that very positively.

023 Migel Griffiths: You see, | would like to be as
optimistic a5 you are, but | see a squeeze on NHS
resources over the next decade and I see NHS costs
escalaling and generally escalating in arcas that are
designed to prolong life, not ensure that people have
a dignified death. Therefore, [ am keen to know what
strategy the Department is going to adopt Lo ensure
that your warm words and general sentiment are not
squeczed out by other economic prionties within
the NHS5.

Prafessor Richards: Well, | think the first thing Lo say
is that, although resources are important for this and
that is why resources have been identified through

the End of Life Care Strategy, it is not only about
resources. It is also aboul organisation, it is aboul
good strategic planning, it is about getting PCTs
working with local authoritics, and we are getting
them working together in parinership with the
various providers and the voluntary sector, and that
is what, in many cases, has been missing and, in
many ways, il we can invesl upfront in these services
that do prevent people from having to come into
hospital as emergencies. then actually over time
there will be a netting off of one against the other, 5o
I think the important thing is 1o crack on with this
now.

024 Nigel Griffiths: When do you expect to see
significant improvements?

Professor Richards: | am going to expect o see
progress over the next two Lo three years.

Mr Nicholson: 1€ you look at the way the allocations
have been made, we have made allocations lor two
years, 3.5% growth for next year and the year after,
and the information from the Pre-Budget Report
shows that, after that, there 15 nol going o be
significant growth in the NHS with the economic
circumstances. I you look at the Strategy, what we
have said is that the £280-odd million that needs to
b spent needs to be spent over the next two years,
s0 certainly the capacity needs (o be built over the
next two years or it will not get built in the future, so
we will be able 1o see the capacity going in, but I
guess it will be three years before you see the real
benefits of that capacity everywhere. You should see
benefits straightaway in vear one and vear two, bul
certainly within three years we should be able to
have a much better national picture.

()25 Mr Bacon: Professor Richards, this may be best
for you rather than Mr Micholson, although, Mr
Nicholson, please feel free to answer it too. 1 would
like 1o refer you Lo page 53 of the Report, Appendix
6, where 1t is talking about a case study at 5t
Christopher’s Hospice concerning dementia. At the
bottom there, it says, “Only a small number of
patients had been referred for terminal ciare even
though 40% died within six months of their referral.
The project team Fell that this was possibly due to an
inability amongst professionals or care home stafl to
recognise the dying phase in patients with advanced
dementia”. As you will know, this Commilles
specifically looked at dementia and we found that
two-thirds of people with dementia never receive a
diagnosis. Now, I would be happy lfor both of you to
comment on this, but where do things now stand in
terms of the proposals for dementia?

Professor Richards: Well, 1 think | would be the first
Lo acknowledge that we are at an early phase of the
work on dementia. What | would say is that this
particular project, and I am delighted that it has
been included in this Report, is an extremely good
example of partnership working between those who
specialise in specialist palliative care, in other words,
people like St Christopher’s, and those who are good
at looking after those with dementia wherever they
may be, whether that is in care homes or whether
that i in institutions for the elderly, mentally infirm,
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et cetera, and what they have found is that you need
both sets of skills, those who know about dealing
wilh dementia and those who know aboul end of life
care. I7 you get the two working together, there is no
doubt at all in my mind that you can get much better
care without needing to transfer large numbers of
patients from one institution to another, and a lot of
it can be done in the institution they are in or at
home, i that is where they happen to be, but
without transfer.

Q26 Mr Bacon: Presumably, this is not mainly about
money, il is about knowledge, about people being
able to recognise the conditions?

Professor Richards: Knowledge and skills, yes.

()27 Mr Bacon: Cbviously, there is no training which
has no cost, but you would not say it is primarily a
question of money here?

Professor Richards: Mot large-scale money, no.

Q28 Mr Bacon: Mr Nicholson, do you want to add
anything?

Mr Nicholson: Only that there is a big connection
beiween the End of Life Care Sirategy and the
Dementia Strategy which is to be published shortly

Q29 Mr Bacon: When will it be published?

Mr Nicholson: Well, we are at the moment reviewing
all of the strategies thai are in the pipeline across the
Department, as you might expect., against the
financial output for the future. The issue is obviously
making sure that, when we launch the Strategy, we
have the resources 1o be able 1o implement it where
resources are needed, but my expectation 15 in the
early part of next year, and that Strategy will
absolutely link up with what Mike says in terms of
end of life care for people with dementia.

Q30 Mr Bacon: You will know that we had Professor
Banerjee here with you in October last year, just 14
months ago, and | was talking about Professor
Richards and you said, “He has made a fantastic
impact on cancer services generally”. We got into the
discussion about having a National Dementia
Dhirector in the same way as Professor Richards is the
Mational Cancer Director, and yvou said, “We have
found that having a national clinical director is an
enormously powerful way in which to focus”™, 1o
which 1 replied, “But you do not have one at the
moment”, and you said, *No, not at the moment™,
and you then admitted that it was a possibility. You
said, *We will think about the emerging findings at
theend of November”, that is November ol last year,
13 months ago, “and the beginning of December as
part of the Operating Framework, so Lheoretically
we can consider it then". Then [ said, and this is the
point [ wanted to come to, *You do nol necessarily
have to wail for the publication of the green and
white versions of his Report before going ahead?”,
and you said, “Mo, and, if we are not careful, we will
lose a whole year if we do not get something moving
forward™. Well, it is now 14 months later and you
still have not got a Mational Dementia Dircclor,
have you?

Mr Nicholson: Mo, but nor did 1 say that we
necessarily needed one.

331 Mr Bacon: Now you do not think we are going
to have one?

My Nicholson: | will wait for the announcements,
but that is not saving nothing has happened in
melation 1o dementia since then because that is not
the case,

)32 Mr Bacon: Mo, bul you were very clear that
having a national clinical director 15 an enormously
powerful way in which to focus. That is what you
said.

My Nicholson: It certainly was for cancer, yes.

Q33 Mr Bacon: Why would it be different for
dementia?

My Nicholson: Well, as 1 say, 1 do not really want to
pre-unnounce what is going to happen as far as the
development of the Strategy is concerned,

034 Mr Bacon: Well, 1 do not want you to pre-
announce it either, but it is just that we were
discussing this 14 months ago al which point you
were saying not only that it was a powerful thing to
have a national clinical director, but also thai you
certainly would not have to wait for the publication
of the Report before going ahead because, if you did,
you could end up losing a whole year. Well, have you
not done just that?

My Nicholson; Mo, we have not lost o whole year, We
have made, 1 think, significant progress, as is
reported in the Operating Framework. As 1 said
earlier, PCTs are currently working not only on their
plans for end of life care, bul also for dementia as
part of that Strategy.

035 Mr Bacon: And the Strategy will be published
when—in the new year?
My Nichelfson: Early in the new year, yes,

Q36 Angela Browning: | wonder if | could just test a
bit of the language we have been using so Far in this
debate. When we talk about people being in
hospital, there is a world of difference between an
elderly person being admitted to a trauma ward and
somebody in their local cottage hospital at the end
of their life, and my experience both of elderly
relatives and of my constituents is that, for a great
many, the small cottage hospital, with the attention
and care they get there at the end of life, is actually
something they appreciate and their relatives
appreciate, whereas, as 1 think I may have quoted,
Chairman, in a previous session, my late mother's
admission at the age of 86 as a Parkinson’s sufferer
1o a trauma ward with a fractured neck of femur was
one of the mosi horrendous experiences of my life.
There is a difference, is there not?

Mr Nicholson: Yes.

037 Angela Browning: So, when we say that people
do not want to be in hospital, they want to die at
home, these are shades of grey. Can | just put 10 you
the question aboul people dyving al home, and |
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suspect, il we went round the table, that is what we
would all opt for today at the ages we are and in the
state of health we arg, but we know that things move
on. We know that demographically there are going
to be more and more people, particularly women,
who are very elderly and who are living alone, and
my worry is that, when we talk about people dying
at home, it is not about providing the nursing care il
they are incontinent and il they need Awids and care,
it is actually about people dying alone. If there are no
immediate relatives, which increasingly there will
not be and all the demographics show us that, when
we lalk about dying at home, are we lalking about
providing functions or are we talking about whai, 1
think, is very important when people die, actually
having somebody there with them? When you gave
us the costings, what did that include?

Mr Nicholson: 1 am sure Mike will talk about the
detail of some of that, but in terms of the dying in
hospital argument, I think you are absolutely right
and one of the issues that we have struggled with,
and | know the MAQ did, was comparing couniries
with countrics because, you are absolutely right,
dying in an acute trauma ward and dying in your
local community hospital is a completely different
thing.

()38 Angela Browning: Absolutely a different
experience.

Mr Nicholson: So what we do not need to do is
slavishly follow this idea that everybody has that it
15 & bad thing to die in hospital because it absolutely
is perfectly possible to make that a decent experience
for people, and 1 think that is absolutely right. In
terms of the second part of your gquestion about
whal other things you need, this £286 million is not
about functions, it is about providing a whole
package of care and support [or the [anuly and the
individual, and Mike will talk about the elements of
that because I think they are important.

Prafessor Richards: The first thing to say, taking this
figure of half to three-guarters of people wanting to
die at home, is that that is true if you do a survey of
the healthy adult public.

(339 Angela Browning: It is bound 1o be.

Professor Richards: That includes people who are in
their 305 and 405 or whatever who are really
hopefully a long way from death. If you ask older
people, actually the picture changes and there s
some good research work that has been done in
London about looking at older people where
actually they are saying, “I'm not so sure [ do want
to die at home and maybe 1 do want to die in some
form of institution”. Egqually, as people get
progressively (railer with illness, their views can
change. Often, they do not want to be a burden to
their family and they do not want 1o be on their own.
Communily hospitals, you are absolutely right,
there is a research evidence base that shows that
people are actually very satisfied with the care they
get in community hospitals, and there was one study
of six community hospitals where, | think, the only
adverse comment was that the television was too
loud, but, if that was the anly thing that they could

find wrong, | thought that was rather good. In terms
of the spend, we have estimated the spend based on
looking at what key components, we thought,
needed to be got into place and the single largest
component was putting in place 24/7 commumnity
nursing because a lot of places have not got that, so
we really felt that was important because that will
then avoid unnecessary admissions 10 emergency
depariments and then to acute hospitals, but we
should certainly use community hospitals wherever
we can.

Q40 Angela Browning: Could [ just bring you on to
residential homes and, as the Chairman quite rightly
pointed out, for many people towards the end of
their life, it is their home, it is not an institution, it
is their home, However, in practice, my experience is
that, if, for example, somebody has a stroke or again
a fractured neck of femur, which is quite commeon in
the elderly, many residential homes are wvery
reluctant to take a resident back unless they are
weight-bearing and, all too often, particularly il
these people are at the end of their life, they are never
going to be weight-bearing again. So the idea that
they can be retained or returned directly from
hospital 1o a residential home, particularly il it has
not got a nursing authorisation because, as we know,
with the different categories of residential and
nursing homes, some have a dual registration, but
not that many, so, for those people who are residing
in & residential home, again it is an additional worry
that, when they discharged from a hospital, they do
not actually go back to the residential home that has
been their home and the relatives, or occasionally
social services if there are no relatives, then have Lo
hunt around for somewhere for them to go to. Now,
we have had this discussion about discharge from
hospital in more general terms, but let us just focus
on those people who are genuinely at the end of their
life. I thought, Professor Richards, the point you
made right at the beginning about sometimes the
difficulty or the reluctance or the sheer omission on
the part of clinicians to actually identify that
somebody is in the final stages of life was very telling
because the reality is that people can take a very long
time to die. Even il a clinician says, *This person is
dying”, it might be three days, but it could just as
easily be another month, so the idea that at that
stage you are then bussing them around or, as [ have
had in my constituency, very, very anxious relatives
who feel their place is by the relative’s bedside,
having o hunt around {or another home for them,
and we know the problems there, some of my
constituents have found the nearest bed 60 miles
away, and this is the end of life. How are you going
to resolve this shortage of capacity il people are
going 1o go into nursing homes or residential homes?
Professor Richards: There are several points there,
but I will try to deal with each briefly. Firstly, I think
that the Sheffield study in this Report identified that
around 60% of those who were residents at care
homes died in the care homes, but they belicved that
that figure could go up to 804, so that s the sort of
improvement we would hope Lo see over ime. | think
there are a number of different things, firstly,
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providing a much betier training in care homes and
that has really started now. A few years ago, we were
doing virtually no training related to end of life care
in care homes and over the past three years, as a part
of the Department of Health’s End of Life Care
Programme, we know that there is training going on
in about 1,300 care homes. Now, there is a long way
to go just before we get to the 18,000 care homes in
the country, but that is a major element of this,
skilling up the care homes so that they are able 1o
look after the patients and making sure that they
have got the support from a specialist palliative
nurse. If it is a residential care home, they should
have the same access lo specialist palliative care
nurses as a person would in their own home.

The Commiiiee suspended from 4.06pm to 4.1 2pm for
a division in the House

Q41 Angela Browning: Could [ just pick up on this
question of training of residential home staff which
of course is very important, but of course the reality
is that the resources needed to nurse somebody who
is dying does put quite a strain on the home. [ think,
Professor Richards, you were just saying about
people coming in from the hospice movement to
assisl with this into the home. Was that what I had
undersiood vou 1o say?

Professor Richards;: If you are in a residential home,
you should have the same access 1o nursing and
medical care as you would if you were in your own
home, and making sure, therefore, that you can get
a community specialist palliative care nurse, and we
have leams across the country, who can come in and
advise the care home staffl on how best to look after
that patient, | think, is very important.

Q42 Angela Browning: When you talk about
palliative care nurses, you are not just talking aboul
cancer patients?

Professor Richards: Mot a bit, no.

Q43 Angela Browning: Could 1 just quickly turn to
page B8, “Further recommendations for the
Department of Health™ in the NAO Report, where
it talks about the Gold Standards Framework, the
Liverpool Care Pathway el al. | am rather surprised
that the NAQ, having looked at this, have
concluded, “Little 15 known, however, about the
direct patient benefits”, and 1 wonder why that is,
and we have talked about this quite a lot in the
Chamber of the House of Commons. Why is so little
known aboul the benefits?

Prafessor Richards: | suppose the simple answer to
that 15 that it 1s very difficult to measure outcomes in
end of life care because you cannot ask the patients
afterwards, but one of the ways that we are tackling
this is by developing a programme of surveys of
bereaved relatives where they act as a proxy for the
patients. This has been done in research by Professor
Julia Addington-Hall for a long time. We know il
works, it has been done with siroke patienis, heart
failure patients and cancer patients, and we are
going to institute a national programme of surveys
of bereaved relatives. I think that will give us the
opportunity not only to know overall what people

arg reporting about quality of care, but particularly
we will be able to see, “Right, are those patients
treated through the Gold Standards Framework and
the Liverpool Care Pathway? Is the experience of
care for them, as seen by the relatives, better for
those patients?™

(44 Angela Browning: Are you going to do that
straightaway?

Prafessor Richards: Well, we are setting up this
survey programme, but that will be set up during the
course of 2009,

(45 Keith Hill: | want to ask some questions about
care homes and, if I ask the questions, [ certainly do
not want to suggest that many of these care homes
do a poor job; on the contrary, | am sure that most
of them do an extremely good job and [ certainly
wanl to pay tribute te Aigburth Methodist
Residential Care Home in Leicester where my
parenis spent their final years. However, there are
some questions about care homes. Can you tell me
about the inspection regime for care homes?

Mr Nichoalson: The inspection regime for care homes
is just changing in the sense that it was the CSCI and
it is now going to the Care Quality Commission
which will be a combined regulator for both health
and social care, which, certainly as fir as services like
this are concernéd, will be much better because it will
be able to look at the total care pathway both in
terms of health and social care, and we have two
separale regulalors at the moment, so we think that
is & big step forward and we think that will help
improve the services.

Q46 Keith Hill: Well, vou obviously already look,
because we have data in the MAO Report, at the
qualifications of stafl in care homes. Do you look at
things like conditions of work and pay and matters
ol that sort?

Dame Christine Beasley: The CSCI, which is the
Commission for Social Care Inspection, which is the
body that we talked about, they have a range of
inspectors that look at a range ol issues in care
homes, as you say, their qualifications and staffing
levels, so they tend to do it against those standards
rather than go right down into the sort of mitty-gritty
of it all, so that is the level that they inspect at, 501t
tends to be numbers and it tends to be gualifications
and training.

047 Keith Hill: Why is there such a large turnover of
stafl in care homes, 25%, we learn in the NAO
Repont?

Dame Christine Beasley: 1 think the thing with care
homes is thal there is quite a lot of part-time staffand
| think often people work for short periods of time
in care homes when they are coming back into work
and they often find that is acceptable. I think there is
a bigger turnover of stafl, as you would expect, in
cities rather than in rural areas because there is a
general turnover of work, and that is true in
hospitals and in other areas, so it varies across the
country, so there is a range of reasons why thercisa
large turnover, but you could equally find care



Ev8 Committee of Public Accounts Committee: Evidence

Department of Health

homes where stafl stay for a very, very long period of
time and, just like other areas of work, il is oflen
down to the leadership wathin the home and the sort
of population that people come from.

(48 Keith Hill: You do not think the relatively high
turnover is anything to do with rates of pay in care
homes? | ask the question bearing in mind of course
that securing a place in a care home can be an
enormously expensive business, and people pay
£25,000 a vear or more for such a place.

Dame Christine Beasley: You are talking about rates
of pay for staff, and I think the really good care
homes, increasingly we are seeing that the very small
carce homes that grew up in the 1980s and 1990s when
a lot of the care was shifted are not viable businesses
anymore and they are going out of business, so the
bigger care homes, and thene ane many more of
those. increasingly have to offer competitive rates
with the NHS, otherwise they do mnot recruit,
whether that is trained staff or whether it is
healtheare assistant stafl, so otherwise they will not
recruit and they do not recruit.

(349 Keith Hill: Presumably, this turnover accounts,
in part at least, for the again relatively low level of
training and qualifications amongst staff in care
homes?

Dame Christine Beasley: Obviously, il stall turn over,
vou have got to keep the traiming going, absolutely,
As Mike has said, 1 think the development of the e-
learning is extremely useful for care homes because it
is very difficult in relatively small places, which care
homes are, 1o release staff to go off for training. They
can do some of it, but it is hard 1o do that, so ¢-
learning is & very attractive way of learning for both
permanent stall and for stall that turn over for a
variety of reasons.

050 Keith Hill: Fewer than half of the care homes at
the moment provide any form of training, and
actually the proportion of staff in care homes with
the relevant qualifications is really extraordinarily
low, is it not?

Dame Christine Beasley: Well, we inspect against the
level that 15 set and it depends a little bit about how
yvou are régistéred, but in a caré home you néed a
registered nurse on duty for every shift and then you
have to decide, just as you do in a hospital, and look
al what your case mix is, what the level of your
patients is or, in this case, your residents is and then
you have to adjust yvour care. It 15 absolutely true
that in care homes vou will probably have a higher
proportion of healthcare assistanls as support
workers because that is the level of care that most
people in care homes need which is why, if people get
really ill, you need Lo have specialist nurses able 1o
go in and support some of those areas of work.

Mr Nicholson: 1 think il s just worlh saying in
relation Lo this, particularly the training issue, that
we find no resistance or virtually no resistance
amongsl the people who own the homes to training
and they desperately want training for their staff,
and their stall certainly need it. We certainly find in
the bigger chains mow, which increasingly is the

landscape in care homes, that they are focusing quite
heavily on training. The issue very ofien is having the
capacily Lo develop the materials that are required
and that is one of the things that we can do through
the e-learning.

(351 Keith Hill: Capacity on whose part?

Dame Christine Beasley: In the homes, 50 the bigger
ones. For example, | visited a large care home of
BUPA’s in Birmingham about six months ago and,
interestingly, the package of training they had put
together meant retention, it helped them keep stafl
and it attracted staff to them because people came,
saying, “Actually [ want this training"”, but in places
where they cannot do that, and obviously BUPA is
quite a big organisation, our helping them with
producing the training packages is very useful to
them.

Q52 Keith Hill: Incidentally, what do you mean by a
“higger™ care home? How many places would that
be?

Dame Christine Beasfey: | do not necessarily mean
the home being bigger, but being part ol a bigger
organisation, so, for example, BUPA have lots of
care homes,

My Nichofson: And the Methodists that you talked
about and Anchor are big organisations now and
have the capacity to build it, but also we are not just
dealing with the inputs, the kind of staffing levels and
all the rest of it in terms of inspection, but
particularly in relation to end of life care we have
launched a consultation on, what 1 think 1 would
describe as, a series of ‘quality markers’ which
people can look at, and Mike wants Lo say something
on that.

Professor Richards: Just briefly on that, that was a
commitment from the End of Life Care Strategy and
something that we were really asked to do by the
Strategic Health Authonities, and we have now
launched the consultation on the quality markers
and there are different quality markers for hospitals,
for care homes, for communities, for PCTs and there
are 11 different markers for care homes. Mow, we are
consulting on those, but, il they get general
approval, obviously we will discuss with the Care
Quality Commission how they might choose to use
this in their inspection regime, but, just to reinforee
the point, in the care homes where we have been
observing training in end of lile care, they are telling
us that it aids retention of stall.

53 Keith Hill: It aids the retention of staff?
Professor Richards: Yes.

054 Keith Hill: But that is sull on a relatively small
scale, and my recollection is 1,300 out of the 18,500
Professor Richards: Absolutely, but it does mean
that there 1s an incentive for them to get involved in
this training because it will help them with the
retention of stafl.
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)55 Keith Hill: Very briefly, just describe some
aspects of the training programme thal you are
doing 1o upskill people to be able to deal with the
end of life situations that they have 1o deal with.
Professor Richards: Interestingly, the sorts of things
we are doing in care homes are not dissimilar from
the things we are doing in both general practice and
in hospitals, the Gold Standards Framework,
which is partly about actually identifying who
might be approaching the end of life, having
discussions with those patients, recording in
advance what their preferences are, for example,
“Would vou choose o spend your last days in this
care home or soméwhere else?, and making sure
that the care home stafl know about the Liverpool
Care Pathway and how to use it. All those sorts of
things are part of the training thal can go into a
care home and can make a big difference.

Q56 Keith Hill: Do you have a target for the
proportion of care home stall you would like to see
with qualifications?

Professor Richards: 1 do nol have a targetl because
we are not in the business of selting national targets
on this, but in their local developments then it is
perfectly possible either for Strategic Health
Authorities or, more likely, Primary Care Trusts to
sel themselves goals for seeing how they can get
more training into care homes. I think it is now
happening quite fast as people are beginning Lo see
the advantages of so doing.

Q57 Dr Pugh: You would be perfectly happy, |
guess, il vou could peoint to a consistent standard of
satisfactory end of life care throughout the country,
saying it is all in place and everything is running
pretty smoothly. 1 suppose lor every PCT area, is
it possible that an actuary or somebody like that
could predict fairly accurately (a) how many people
were going to die in any one given financial year
and (b) more or less, broadly allowing for
demographic factors, what they were probably
going Lo die of?

Professor Richards: Yes, it is because you can look
at trends over time and, through the Office of
Mational Statistics, we have good data on numbers
of death, where people die and, roughly speaking,
what they die from as recorded on the death
certificate.

Q58 Dr Pugh: So, in order to commission a
satisfactory service, the PCT would have a fair
inkling, and you would have a fair inkling too, of
resources that would be required?

Professor Richards: That is of course more difficult
because what an individual patient needs in terms
of resources is much more variable.

Q59 Dr Pugh: Well, that is what | was coming to.
Prafessor Richards: Also, the biggest problem here
is defining, if you like, where end of life care starts,
s0 how long is that package of carc for an
individual patient.

Q60 Dr Pugh: Well, as | would have thought, it is
rather hard to do it on a tariff basis because
obviously, if you aré dying of some fairly complex
form of cancer as opposed to simply dying of heart
failure in your late-90s or something like that, the
COsls are going o vary quite appreciably, are they
not?

Prafessor Richards: There will be considerable
varialions patient to patient, yes. Whether it is
cancer or heart failure, there will be variations
patieni-to-patient,

Q61 Dr Pugh: So, in terms of seeing how well you
have done your job in order to sort of get a feeling
of whether good levels of care have actually been
developed, I was wondering whether it is thal easy
because you have lalked about surveying lhe
relatives and things like that, asking them what
they thought of it, but is it not the case though that
preferences can change culturally and within areas?
Professor Richards: Yes, indeed. There is no one
single measure for end of life care and we have
never pretended there is. Recording the place of
death is the easiest one and one which we have data
on already, but, for example, other good markers
would be whether the patient had a care plan in
place belore they died, and whether they were cared
for in the last phase of life on the Liverpool Care
Pathway. As part of that care-planning, there is a
tool called the ‘Preferred Priorities for Care' tool
where that helps siafl 1o alk o patienis about whai
their own priorities for care are and where they
would like to die, but, equally, in that PPC tool we
know that we have to repeat it and find out whether
things have changed over time; things do nol
remain static,

062 Dr Pugh: It is worth saying that, for a very
traditional community, | could imagine that the
benchmark you might take is whether or not the
death occurred without pain, without too much
unnecessary intervention and so on, and maybe in
an urban environmen! people are expecting a greal
deal of intervention and effort to be made on behalf
of the dying relative and, therefore, actually trying
to assess how well or how badly end of life care
lakes place is, lo some extent, a subjective
Judgment, 15 1t aot?

Professor Richards: There are subjective clements
1o it, yes, but there is a lot more measurement that
we can do and that we are planning 10 do, for
example, with the survey of bereaved relatives, than
we have been doing in the past.

063 Dr Pugh: When you do survey relatives, a
person, particularly if they die of something like
cancer, will be involved with a number of different
agencies over and above the immediate hospital
and health agencies, so, in order to assess how well
the process has gone, if we can put it like that, are
you looking at all the agencies and how they all
mesh together or are you specifically just looking
at how the health services do their side of it?
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Professor  Richards: This programme s stll in
development. We know it can work because we
have seen it working in a research setling, but our
proposals at this stage are that we would ask
specific questions, like, “Was your relative looked
after in a care home™" and then to have a set of
questions about the care home care, or, “Were they
in an acule hospital”™ and to have a set of questions
ahout the acute hospital care, but also, importantly,
1o have questions aboul how well the relatives Lzl
that care was co-ordinated across those different
organisations.

Q64 Dr Pugh: Whose job is it to find out how the
carers were treated, or is that not part of the remit?
Prafessor Richards: We will have questions about
that as well in the survey programme.

Mr Nicholson: One of the important things here is
that of course it is all based on a joinl needs
assessment with local government, so it is not just
the Health Service doing this, but this covers both
health and social care.

65 Dr Pugh: | would point out that most of the
complaints 1 get actually are not about either the
sociil services element or necessarily the hospital
element, but it is often the transfer between the two
sections which | get more complaints about than
almost anything else really. In terms of dehivering
a consistent standard though, which is of course the
aspiration, do you not have this problem that in
this area, probably uniquely, you have an enormous
effort made by the voluntary sector, hospices which
are sei up based on community subscription and so
on, and they, to some extent, have their own
mission stalement and their own approach to it and
some areas will be blessed with these organisalions,
whereas other arcas will have fewer of them and,
therefore, delivering a consistent standard is almost
impossible without your actually evening out
things, and that obviously militates against
voluntary contribution in the first place.

Prafessor Richards: The first thing to say is that the
voluntary sector has made, and comtinues 1o make,
# huge contribution to end of life care. In fact, we
are fortunate enough 10 have hospices and
voluntary sector specialist pallialive care services
virtually across the whole country, and there has
been some recent research which has shown that,
even though the number of beds is not necessarily
equal across the whole country, people are getting
aceess 1o care, but yes, il is part of a PCT's job to
make sure that their residents are geiting good
access to care, and that is part of the PCT
planning process.

066 Dr Pugh: Why is it then that a large number of
the hospices complain that, even when they deliver
MHS services, they are under-funded, which is one
of the facts in this Report?

My Nichofsan: There are two issues, [ think, in
relation to our relationship with hospices. One of
them is the views from hospices that many PCTs
only contract for one year at a lime, so that gives
them significant issues to deal with, and the second

one is the one particularly that you described there
which 15 that NHS organisations do not pay for full
cost recovery, they do not cover the overheads of
the hospices as well. We need to do something
about both of those things and indeed we are
because it is absolutely clear to us, and we have
done this through the contract with the voluntary
sector as @ whole, and we have just had a Co-
operation and Competition Panel which partly
monitors this, that it is not acceptable lor PCTs to
contract on a yearly basis with the voluntary sector
in this way, particularly hospices. They have been
cautious, as you can imagine, in the past because
of the financial difficulties in the NHS, they have
been cautious because they only got a one-year
allocation last time, and now they have a lwo-year
allocation and a view aboutl what the next five years
are looking like, so it is our view now that PCTs
should all move to three-year rolling contracts with
hospices.

Q67 Dr Pugh: Well, that the
recommendations in the Report.

Mr Nicholson: That is exactly right, and that is
whal we are working through at the moment. In
terms of full cost recovery, 1 do not think there are
many people whom we fund services for who say
that we would fully fund them. There is always a
discussion and a debate about the resources and
how they are used., We are clear though that NHS
orgamisations should fund their share of the
overhead costs of hospices for the services that they
buy from hospices, and we are telling them that.

is one of

Q68 Dr Pugh: 1 am jusl suggesting that it is a
difficult area to fund or a difficult area in which you
can satisly yoursell that funding was evenly spread
across the country to equal effect simply because
it is an area where the health economy, as it were,
interacts with the voluntary sector in a particularly
effective way, 1 think, although, according to figures
here, some mect 31% of hospice costs and others
meet 62% and obviously there are some in beiween,
and hospices are recipients of enormous bequests
which can enormously enhance the provision in an
ared. Do you actually see a day coming when you
could have a consistent standard that would be the
same across the UK because 1 cannot?

My Nicholson: That 15 certainly the aspiration that
we have behind the Strategy. That is why we have
asked PCTs to plan it and that is why it is quite
difficult in these circumstances to say how much
each individual PCT should spend on end of life
care services because, vou are absolutely right, the
mix is different in different parts of the country and
some will spend more, some will spend less, but the
service that the individual patient, the client,
receives should be of a consistent standard. That is
certainly what we want to do and that is why we
have done the Sirategy.

Q69 Mr Curry: 1 think of all subjects this is one
where we ought to beware of trving to look for
standard outcomes. We are all going to speak of
personal circumstances, 1 suspect. When my
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mother died of cancer in her early seventies, my
father was entirely vigorous, well and he took a
huge part of the burden of looking after my mother
until the very end when she wanted to go and,
indeed, went and died in a hospice. 1t was a brain
tumour and it was no longer possible for my lfather
to cope. When my father died of & cancer, aged 90,
a few months ago, he was by himself. He lived by
himselll in his own house, he was independent, but
his needs could not be mel by the family in the same
sort of way. Therefore, the individual circumstances
vary hugely. 1 understand il a patient has a life
expectancy of no more than six months that can
make available a much higher degree of support,
social security welfare support in terms of aid for
care because you need somebody who is going Lo
look afer their physical needs, probably cook or
help a bit in the house, clean and generally make
sure they are up in the morning, or alive in the
morning if you like, because the family may not be
able to aitend on a daily basis. Are you satisfied
that process of getting that aid rapidly works
efficiently?

Mr Nicholson: Mo, it does not. The NAO Report
reflecis on that and our own experiences of life
show us that does not always happen. There are
some parts of the country where 1t works
fantastically well but there are great bits of the
country where it does not, and that is why we want
the strategy.

Q70 Mr Curry: Macmillan nurses can fill those
forms in for vou, can they not? The pathways seem
Lo be there.

Professor Richards: Going back (o the point we
made earlier, it is this first step in the care pathway
of identilving that somebody is approaching the
end of life and then once vou have done thal
making sure there is a care plan developed so that
we know what is appropriate for that individual,
you are completely right, every individual will be
different. It may be the same condition but at a
different age or in a different circumstance they will
need a different care plan.

Q71 Mr Curry: It needs to come quickly. My
experience of phoning up was 1 had an extremely
charming lady, who was extraordinarily helpful, on
the other end of the phone but she said, “It will
probably take three weeks to get the forms to you™,
Professor Richards: That is the sort of thing we
really do need to check.

Q72 Mr Curry: Al that stage you need it quick, You
are al the end of your Lether, in a way. One should
not forget that you have got to look after the
relatives, the relatives need care as well at this stage
because of the stresses involved.

Professor Richards: We make the point in the
strategy that end of life care can be, and often is,
urgent care. Il you have got weeks to live days
matter and il you have got days to live hours
matier. We make that very point.

Q73 Mr Curry: How confident are yvou that support
is flexible enough? For example, it may be that the
family say, “We can look afler mum, dad, at the
weekend but during the week we have got a living
to earn and family to look after ourselves. We need
the care during the weekdays but we can cope at
the weekend”. If you then talk to one of the private
companies which provide care, they come and clean
and check, and they will say, “Please sign up saying
we arg doing il seven days a week because there is
a higher rate of payment on that basis™. It is
actually guite difficult 1o come 1o an arrangement
where you can do what you wanl o do withoul
Jeopardising the volume of care you can get when
you are not able to help.

Professor Richards: 1 have to say | have nol come
across that particular circumstance, but the point
you are making about the need for flexibility is a
good one and that is what 1 would hope with good
commissioning by primary care trusts working
together with local authorities is exactly the sort of
thing we are looking for.

Q74 Mr Curry: If | were 1o s¢t up a business which
was providing care, and it would not be medical
care bul perhaps cooking breakfast, cleaning,
making sure people are all right, a lot of it just
providing company for somebody frankly, what
sorl of licensing and inspection would [ be
subject ta?

Dame Christine Beasley: | am wracking my brains
back to my community days. Companies like that
get licensed by their local authority, Much of what
you are lalking about in terms of supporl comes
through the local authority or local authority
commissioned services and they license people to
provide some of those services thal are oflen
cleaning, shopping, visiting.

Q75 Mr Curry: Is there a correlation between the
satisfaciion in the service and whether vou are
urban or rural, whether or not you have am
infrastructure of 4 GPs surgery which tends 1o be
small? In metropolitan arcas GPs’ surgeries tend to
be smaller, and in my experience less capable than
some of the rural and suburban arcas that have
larger surgeries, more GPs, more on the ball in
many ways. Is that just my prejudice or is there any
truth in that?

Professor Richards: 1 do not think we have firm
evidence at the moment on differences in
satisfaction between urban and rural. We will, of
course, have that when we have lhe survey
programme of bereaved relatives because that will
cover both urban and rural areas, so we will then
be able to look at those sorts of things. [ would not
be able to put my hand on heart and say [ know
the answer 1o that at this stage.

Q76 Mr Curry: Are there cultural differences
between people of different ethnic minorities in
terms of the way they wish to be treated in end of
life care?
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Professor Richards: Yes and no. We went into this
in considerable detail during the development of
the strategy and talked to people from a whole
range of different faith groups, for example. In
terms of care as people approach death, there are
surprisingly few differences in how they want to be
looked after. In terms of the rituals immediately
alter death, yes, there are considerable differences
and it is important that we observe those
differences and meet the needs and wishes of
patients and their relatives.

Q77 Mr Curry: 1 suspect that most challenges are
posed by people with dementia, perhaps. 1 say that
because one sometimes has the impression, and |
am very careful how [ express mysell, that people
with dementin. may be  relatively serene in
themselves but for the relatives it is an absolutely
hellish disease because they see people becoming
incapable, dependent, losing dignity, and
sometimes for people nursing them it must be the
most dedicated but also the most soulless activity
YOU can imagine,

Professor Richards: 1 think we have some extremely
dedicated carers of people with dementia. There are
a lot of them who would say that it can be very
salisfying 1o look alter people with dementia, but
1o look afer them well.

Q78 Mr Curry: | suspect in most cases il 15 not a
practical proposition to leok aler them at home,
i5 11, not in the same way as some of the other
diseases?

Professor Richards: 1t depends on the level of
impairment that they have.

079 Mr Curry: Can [ put before you what struck
me as rather surprising. My father, like many
people, basically did not want to eat or drink and
the only thing we could persuade him to drink were
what | called astronaut juices, these concentrated
fruit juices. His local GP prescribed a pantechnicon
full of these things. Every cupboard in the house
was stulled full of these fruit juices and we kept
telling him, *Go on, Dad, you have gol to try and
get Four down a day because il you get nothing else
you will be all righi”™. He died and hall a
pantechnicon was still left in the house, so | took
it back to the chemist and they said we had 1o
throw the whole lot away, even though they werne
totally untampered with, they were still in their
cardboard boxes. It is very difficult 1o get into
them. They said, *You would be amazed how much
stuff we throw away which is in perfect condition
because we are not allowed to reuse it or
reprocess ™.

Professor Rickards: 1 believe that is the case in
terms of the regulations.

Q80 Mr Curry: There must be circumstances in
which one can reuse at least some of these? These
juices are in sealed containers and they are quite
EXPEnsive.

Mr Nicholson: Yes.

Q81 Mr Curry: It costs the taxpayer guite a lot
of money.

Mr Nicholson: All 1 can say 15 we can give you
note on that il you want, 1 have not got that
information to hand on the regulations.

Q82 Mr Curry: | understand the concern about
medicines but this is not really a medicine.

Mr Nicholson: | understand.

Professor Richards: The answer is we need 1o look
into that and get back to you.

Chairman: Thank you very much, Mr Curry. Your
last questioner is Austin Mitchell.

Mr Mitchell: | think as the oldest member of the
Commitlee 1 am the one with the deepest personal
interest in this subject.

Chairman: But the voungest at heart!

Q83 Mr Mitchell: That is true, which is why | had
not thought about the problem umntil 1 read the
Report. When [ read the Report it was somewhal
depressing, I thought. Let me start with the briefing
we have had from Help the Hospices. Why do the
hospices get such a shabby deal when they do such
good service? We have a very good service of which
we are very proud in Grimsby, St Andrew’s, which
does a marvellous job bul whal it can do is
constraingd by the lack of funding prnimanly
because it gets so little funding from the NHS.
Mr Nicholson: 1 do not think the hospices are
treated shabbily at all il you take the country as
a whole.

Q84 Mr Mitchell: The share of funding has gone
down according to this from 34% to—

Mr Nichofson: Between 2000 and 2008 the amount
of money the MHS has spent in hospices has
virtually doubled. What has happened in the figures
thai you are talking about there 15 the amount of
money that hospices have been spending has gone
up faster than the money they have been getling
from the NHS. Every vear since 2000 the NHS has
spent more money with the hospice movement.

Q&5 Mr Mitchell: They have had to spend a lot
more on eéxtra beds and inereased real spend by
E84,800,000 and income from government sourced
funds, which was 31% of English adult hospice
expenditure in the most recent year, has fallen from
34% in 2004.

Mr Nicholson: Yes, but it has doubled. They have
been remarkably successful and they protect their
independence.

Q86 Mr Mitchell: Yes, they have, but so much of
their time i3 devoled to scrabbling around for
money.

Mr  Nicholson: The history of the hospice
movement, of course, is the hospice movement
came out of a gap in the services that were
provided. They are independent, vibrant and they
protect their independence very carcfully.
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Q87 Mr Mitchell: They have taken a lot of weight
off the shoulders of the Health Service.
Mr Nicholson: They work in partnérship with the
Health Service to provide fantastic services to
patients. They do not want to be nationalised any
more than we wanl o lake them over.

QB8 Mr Mitchell: No, but they do want more
money.

Mr Nicholson: O course they wanl more money
and we have given them morc money and will
continue (o give them more money if they provide
more serviges for NHS patients, particularly in line
with the End of Life Care Strategy. Where they
have gol a reasonable position, as | said before, is
aperating on annual contracts with hospices is not
acceptable, they need more consistency in the way
that they are funded and we should cover those
clements—

0Q8Y Mr Mitchell: You say this from a national
point of view but what they get from the primary
care trust does vary widely, and also the kind of
deal they get varies.

Mr Nicholson: It does.

090 NMr Mitchell: The Report says that 70% ol
independent hospices have contracts with their
PCTs for one year only.

Mr Nicholson: Yes.

Q91 Mr Mitchell: In other words, they have got no
firm, long-term base for developing and expending
their operations.

My Nicholson: Yes, That is not acceplable,

092 Mr Mitchell: In fact, by May 2008 only 56%%
had agreed funding for that year.
Mr Nicholson: Yes.

Q93 Mr Mitchell: Why was that?

Mr Nicholsom: A whole series of reasons. PCTs
have been very cautious about the way they have
allocated money. This year they only had a one year
allocation, so Government only allocated PCTs one
Year's money.

0394 Mr Mitchell: It is our faull!

Mr Nicholson: No, 1 am not saying it is
Government’s laull at all. Mow we have allocated
two years” money and given them a view aboul
whalt the three years after that might look like, so
there is no excuse for PCTs not lo—

Q95 Mr Mitchell: Can you not nationally impress
on them the imporiance of doing more in this area
and giving long-term support?

Mr Nicholson: Yes, we are doing, and we arg going
to monitor it and enforce il

096 Mr Mitchell: Their briefing makes several
suggestions. “Monitoring and investment and
expenditure by the Department of Health would

help to ensure these funds are used to improve
palliative end of life care services locally”. Do you
monitor it?

Mr Nicholson: We do not monitor it. What we said
earlier was the extra money that is going into the
service will be monitored (rom this year on.

97 Mr Mitchell: You will be sure thal it goes lo
end of life care?

Mr Nicholson: Exactly, it is the end of life money
that we are going to monitor,

098 Mr Mitchell: “Support for the development of
tariffs and a timetable for implementation would
help to remove some of the uncertainly in
commissioning end of life care services™.

Mr Nicholsom; There are two issues here. There
were plans to do a national tanfl for this, a national
price if you like, but it has proved incredibly
difficult, not least of all for the kinds of
conversations we have had around here about great
variation in terms of the historic pattern of service
and the choices of individual patients. It is proving
almost impossible to do. Originally we said we
would do it for 2008. It was obvious we could not
do it for then and we tried to move it to 20089, bul
it is simply not going to be done over the next three
or four years. Dur view is in line with what
happened in Morth London, for example, where
they developed a local tanfl, locally agreed what
the lunding arrangements should be and the
transparency of that, we think that is a better
option for people going forward.

Q99 Mr Mitchell: The third point is, “Nalional
guidance on commissioning these services™, that is
palliative end of life care among commissioners,
“should be developed to support implementation of
world class commissioning”. Are you developing
national guidance?

Mr Nicholson: There is a lot of work going on in
this. There was absolutely a lack of knowledge and
understanding in PCTs around end of life care
which has been significantly improved by going
through the work we have done as part of the Darzi
review, so every PCT now has much more clarity
about what is required in end of life care, but in
our view thal is not enough.

Q100 Mr Mitchell: You will be ironing out the
differences which are shown in Table 11 on page 23
between the provisions by different primary care
trusts?

Mr Nicholson: What we are saying is that as part of
the End of Life Care Strategy we will look lowards
developing a guidance for commissioning end of
life care by every PCT. 1 am not sure what the
timetable of that is but that is certainly what we
plan to do.

Professor Richards: We have already issued some
guidance within the last couple of weeks and that
is a first cut that has gone out from the National
End of Life Care Programme bul we will refing this
and develop it further as time gocs on as we pel
better information on end of life cure services thal
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we can then share with commissioners, The survey
that you have been referring Lo, finding out exactly
what PCTs are spending on specialist palliative
care, we commissioned that survey, we undertook
that survey as part of the development of the End
of Life Care Strategy.

Q101 Mr Mitchell: I will trip back to Grimshy to
St Andrew’s Hospice and give them the good news
and reserve my place! You are giving us good news,
I hope. It says in the Report that more people die
at home when they are in care homes, 70%, than
die at home when they live at home. Why is that?
Professor Richards: | suppose the first and most
obvious reason for that is that in a care home there
are other staff around to look afler them and
provide for their basic needs. Some of those care
homes are fully staffed nursing homes, others have
residential care staff, so it s easier Lo support
somebody in that environment.

Q102 Mr Mitchell: There are wide variations in the
training of stafl and the medical support that is
provided. Why is that?

Dame Chrisiine Beasfey: There 1s variation. Some
of il is acceptable variation, it depends on what sort
of care home you are running and you need
different training if’ vou are working in a hospital
or & nursing home than if you arz in a care home,
Wi have talked about what we are trying to do to
make sure everybody gets the right level of training
to support people who are dying in the variety of
ways that people choose to die.

Q103 Mr Mitchell: PCTs rate education and
training in care homes as the biggest challenge in
delivering good quality care,

Dame Christime Beasley: Yes, it is.,

Q104 Mr Mitchell: These places are underpaid,
they find it difficult to attract stafl of the right level
and, while it is a question of inspection, the Health
Service has lo play its part in ensuring that stafl
are lrained and people have decent support in their
dying days.

Dame Christine Beasley: Absolutely. We mentioned
before that e-learning is a really good way of doing
it, that is what care stafl have told us, it 15 casy o
acoess. That is the work that we are doing as part
of the End ol Life Care Stralegy that is free Lo care
homes. Equally, because we have also done some
work on it, we know that good training retains and
attracts stafl to care homes. Training all the way
round is most important so that people get the best
of end of life care.

0105 Mr Mitchell: 1 was struck by something in
the Report which | assume comes from Shefhield
and you can tell me il it does not. A substantial

proportion of people died in hospital but there was
no medical reason for them being admitted to
hospital. Is not a slight touch of rigor mortis a
medical reason for them being in hospital and
dying in hospital? Why were these people in
hospital who died there when vou say there was no
medical reason for them 1o be there?

Mr Michofson: 1 think in many cases it is because
we have not set up the communily services Lo
prevent them going into hospital in the first place.

Q106 Mr Mitchell: They do not get into hospital
by just walking in.

My Nicholson: Mo, they get in because they phone
999, the ambulance goes to see them and takes
them to an accident and emergency department,
whereas if we have done the care planning properly
and iff we have the communily nursing services in
place then very often they can be managed in their
own home so they would never have to go into
hospital.

Q0107 Mr Mitchell: All these calculations, vou can
save £100 million by reducing that proportion or
seeing them slay a shorler period, these are all
purely hypothetical.

Mr Nicholson: Mo. IT you look at the experience of
the Marig Curie Delivering Choice programmé in
Lincolnshire, over the course ol a year by having
these good community nursing services in place
they estimate that over 500 admissions to hospital
were avoided.

Q108 Mr Mitchell: That is from the Marie Cure in
Lincolnshire, not from Sheffield?

Mr Nicholsen: Yes. That is a programme Lhat we
have looked at in great detail that we believe is very
good and one that we have recommended Lo other
parts of the couniry,

Q10% Chairman: | can certainly echo those words
about the Marie Curie programme in Lincolnshire,
it is very good, Thank you, lady and gentlemen, for
appearing before us on what is a very important
subject. We are very proud on this Committee that
we have managed to take up the NHS agenda in
some areas which in the past were Cinderella
areas—MRSA, dementia, stroke—and we hope
that we can continue the fight on improving end of
lifie care which is so important to the entire country.
Wi are very grateful for the positive way in which
you have answered our questions, This has been a
very positive hearing.

Mr Nicholson: Can 1 wish vou all a merry
Christmas and a happy new year.

Q110 Chairman: A merry Christmas to you, Mr
Nicholson, we so much love having you here!

Mr Nicholson: 1 love coming!

Chairman: Thank you very much.
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1. Supplementary memorandum from the Department of Health

Questions 79-82 (Mr Curryk: Why are chemisis nor alfowed to rewse ar reprocess preseribed items, such as
comcenirated fruf juices, when they are broughst back wnrampered with?

The Department is concerned about wastage from unused medicines or liguid nutritional supplements,
but cannot promote the reuse of returned medicines or supplements from patients and/or their Families. The
Royal Pharmaceutical Society of Great Britain's Code of Ethics states that, for reasons of hygiene and
salety, medicines returned to a pharmacy rom a patient’s home, a nursing or residential home must not be
supplied to any other patient. It is not possible to guarantee that any returned medicines will have been
stored correctly, for example—ordinary tablets may detenorate if lefl too close to a radiator or in direct
sunlight. In addition, quality of returned medicines or supplements cannot be guaranteed on physical
inspection alone.

Repeat dispensing makes it possible for patients to have their medicines dispensed in instalments lor up
Lo a year without having to contact their GP surgery. As each instalment is dispensed, the pharmacist checks
that the medicines are still needed and being used appropriately by the patient. Repeat dispensing can make
it easier for patients with long-term chronic condilions to oblain prescriptions, speeding up services and
relieving pressure on GP surgeries. It is also an opportunity 1o make better use of pharmacists’ skills by
helping patients get the most out of their medicings and reducing waste. Mational repeat dispensing
arrangements were established in 2005 as an essential service provided by all community pharmacies,
although uptake of repeat dispensing around the country is variable.

Medicines use reviews and pharmacist-led full clinical medication reviews should also help to identify
medicines that may no longer be required but they may also identify additional treatments that may be
appropriate.

The Department is aware, however, that there has been little research done to evaluate the economic
impact of non-adherence. The Department has therefore commissioned research on the scale, costs and
causes of waste medicines. The research is expected to be completed by end 2009 and the outputs of this
research will inform future policy in this arca.

26 Jarewgrry 20004

2. Memorandum from the Council of Deans of Health

l. InTRODUCTION

This submission has been prepared by the Council of Deans of Health, The Council represents the deans
and heads of UK university faculties for nursing, midwifery and the allied health professions. It has 86
member universities throughout the Uniled Kingdom and is the principal source in higher education of
collective views on education and research for nursing, midwifery and the allied health professions.

The National Audit Office (MAQ) published its report End of Life Care on 24 November. The Council of
Deans was concerned to see the following comment in the executive summary of the report (paragraph 14):

“Many healthcare professionals will come into contact with people approaching the end of their fife,
But our surveys found that only 2926 of doctors and 1825 of nurses lad received any pre-registration
training in end of life care. In addivion only 3924 of doctors and 153% of mirses had received pre-
regisiraiion i comnumicaiing with patienis approaching the end of their life”.

The Council believed that this comment does not reflect the position now in pre-registration education
and asked our members about current practice.

The evidence now available to us suggests that all pre-registration education in nursing and midwifery
includes this subject area, as do many programmes in allied health profession education.

2. Tue NAO Report aND 115 EVIDENCE

The comments on pre-registration education appear to be based on the results of a survey of nurses
undertaken in May 2008 with the assistance of the Royal College of Nursing (RCN). 181 nurses responded
to this survey. However, it is clear from Table | on page 8 of the survey report that only six respondents had
been qualified for less than five vears and only 12 respondents had been qualified between six and 10 years.
Thus the survey was nol able o capture in any significant volume respondents’ experiences of recent pre-
registration education programmes.
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3. CURRENT PRACTICE IN PRE-REGISTRATION EDUCATION PROGRAMMES

The Council of Deans asked its members about the extent to which end-of life care features in their pre-
registration programmes and for some examples of good practice. The Council has so far received responses
from 30 member universitics, all of whom report a significant role for end of life care within their
programmes. Some examples of good practice reporied are included in Appendix A with this submission.

Our attention has also been drawn o research which was published in Nurse Education Today in March
2008 (1), entitled Paliative care and end of life issues in UK pre-regisiration, undergraduate nursing
programmes. This study, undertaken m 2006, surveyed the 66 undergraduate programmes and had a 7946
response. It found that all the schools and faculties responding had some provision and the average number
ol teaching hours on end of life care was 45 hours. This was significantly greater than the study time shown
by similar research undertaken in 1986 and 1994, The paper also highlighted the range of teaching methods
used, including lectures, seminars, small group discussions and clinical case discussions. It notes that hospice
visits occurred in Lthree-filths of the programmes. A table in the report showed the range and occurrence alf
topics covered in this part of the curriculum and this is attached in Appendix B.

4, CoNCLUSIONS

—  End of life care now features prominently in almost all pre-registration nursing programmes and
in a number of allied health profession educalion programmes. The learning and teaching in this
subject area in nursing will be the subject of further revision as universities develop new curricula
following the forthcoming review of pre-regisiration educaiion being undertaken by the Mursing
and Midwifery Council.

— However, the MAQ report shows that there are many experienced nurses, who did not benefit from
this learning within their own pre-registration education. This indicates the need for significant
investment inlo post-registration education in this area.

— Responses [rom healthcare professionals about their own experience of pre-regsiration
programmes will provide very limited information about the curricula and efficacy of current pre-
registration healthcare professional programmes, since programmes are reviewed and revised on
a frequent basis. This observation will also apply to most discipline areas in higher education.

— The Council of Deans of Health is happy Lo assist the NAO in ascertaining the position as regards
current education and training in healthcare, where this is relevant to their investigations.

R EFERENCES

(1) Dickinson et al (2008) Palliavive care and end of life isswes in UK pre-regisiration undergraduate nursing
programmes, Mursing Education Today 28, 163-170.

Appendix A

Goop PRACTICE 1N “END oF LiFE CARE™ EDUCATION WITHIN PRE-REGISTRATION PROGRAMMES, AS REPORTED
RecentLy To THE Council oF Deans oF HEALTH

Responses [rom members of the Council of Deans of Health showed 2 commitment to end of life care
education in pre-registration programmes. Participation is innovative and through a diversity of methods.
Below we have highlighted particular arcas of good practice drawn Lo our attention in “end of life care™
within pre-registration programmes;

BigsMiMGHAM CITY LUIMIVERSITY

Birmingham provides modules on this area in the second and third year for Adult, Child and Learning
Disability branches. There are interactive MOODLE sites (an online e-learning software, see
www.moodle.org) on death and dying and end of life issues.

LInivERSITY OF CENTRAL LANCASHIRE

End of life care features strongly in the pre-registration curriculum. For the Child branch, this includes a
full study day (including visit with education input) at a local hospice and focuses on end of life issues in
children. The teaching team is multi-professional and includes service users (both children and parents,
including of those who have lost children). The study has run for more than three years and has evaluated
really well.
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LINIVERSITY OF EAST ANGLIA

End of life care is addressed in all four branches of the pre-registration course and the adult branch in
particular.

Good practices regarding the teaching of end of life care include the following:

— An entire adult branch enquiry based learning package devoted 1o end of life care and
incorporating “real world” documentation ie Macmillan nursing notes and the Liverpool Care
Pathway record;

— Dying and bercavement as a [eature of other enguiry-based learning packages used in all four
branches;

—  User representation in the form of video narratives of dying and bereaved people;
— A range of practitioners who contribute to the design and delivery of these learning packages;

—  Clinical placements in areas where students can expect to gain experience of the care of the dying
and the bereaved eg specialist palliative care units.

LisiversiTY oF EasT LoNDom

Physiotherapy and Podiatry students learn aboutl end of life issues in an inter-professional module
delivered in the second year of the programme. The end of life issues are covered in seminar and lecture
formal and involve input from a clinician who works in a hospice setting. In addition, some students have
a placement in hospices located in London and Essex.

LisivERSITY OF HUDDERSFIELD

Topics and themes on end of life care are included in the pre-registration curriculum in the first, second
and third year.

Practice, both within the acuie and primary care selling, is co-ordinated under the Gold Standards
Framework (GSF), a systematic evidence based approach 1o optimising the care for patients nearing the énd
of life in the community originally developed by Dr Keri Thomas. For 3 years GSF has been part of the
MHS End of life Care Programme.

We also have inter-professional learning workshops on ‘breaking bad news® when studenis are in practice.

LsiversiTy oF HuLL

Hull introduces all students, regardless of branch, to issues surrounding end-of-life care within the first
few weeks of their programme. Within the Adult Branch Mursing programmes, there is a particular focus
on end-of-life issues at the end of year 2. An interactive workshop session is facilitated by lecturers who
specialise in end-ol-life care with the help of Macmillan nurses—this takes the students through the
Liverpool CP stage by stage. Hull also provide an interactive session surrounding the breaking ol bad news
1o patients who are terminally ill.

ISLE OF Man DEPARTMENT OF HEALTH AND SOCIAL SECURITY EDUCATION AND TRAINING

We have a collaborative arrangement with the Universily of Chester and deliver their pre-registration
programme on the Isle of Man—ecurrently adult branch only. They have excellent specialist per capila
palliztive care provision.

They utilise the skills of our local hospice stafl and Macmillan nurse specialists and palliative care CNSs
whilst examining end of life care issues and use the local hospice for placements for some of their students.

Liverpool Care Pathway: used throughout the DHSS and currently being rolled out for use in nursing
homes. Students are exposed to it from their first clinical placements, and are often fully aware of the
implications and use of the LCP before this is addressed in the university setting. The use of the LCP in
practice appears to enhance student nurses abilities to recognise and understand end of life situations.

End of life care is an issue that students never feel confident managing, and are always requesting more
taught sessions to address the many issues they encounter.

Students who have placements al hospices have a far greater knowledge and confidence in managing end
of life issues than their peers, and that they are able to utilise this knowledge in other areas of practice.
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KinG's COLLEGE LonDan

End of life care education is very practice driven as King's involve both consultant and clinical specialist
practitioners. They also involve academic stafl with a psychology/ communication skill briel and
increasingly staff from their Department of Palliative Care and Policy.

UsiveErsiTy OF LEEDS

Within the third year students have the opportunity to work with simulated patients in exploring breaking
bad news related to end of life and palliative care and communication skills in handling difficult situations.

Lonpon SouTH BANK UNIVERSITY

In the foundation department this issue is discussed and also the clinical skills of last offices is taught. In
the adult programme, there is one hall day session in the medical unit which the hospice undertakes
regarding palliative care. There is also a 2 hour session on health promotion in palliative care. Some students
choose 1o look at palliative care for their integrated study. Students have the opportunity 1o go to the hospice
for placement fmom second year onwards. Primary care students get another session on symptom
munagement and palliative care in the community.

MANCHESTER METROPOLITAN UNIVERSITY

The BSc (Hons) physiotherapy programme includes end of life care in year 2. This is covered via Lhe use
of a case study in which the patient is a young individual with cystic fibrosis who refuses to be put on the
transplant list and is thus treated palliatively. Students assess the psychological impact of this together with
the bercavement process laking into account all those invelved with his care and his family.

MippLesex UnivERSITY

In Middlesex's adult nursing programme all students have end-of-life care as a key component of one of
the core modules. Students are introduced to care planning at the end of life using the Liverpool Care
Pathway, and an end-of-life care scenario is one of those used to examine students at their viva.

LIMIVERSITY OF MORTHAMPTON

Morthampion uses “Help the Hospices™ current learning in their palliative care programme.

OxrorD BROOKES UNIVERSITY

End of life care is spread throughout three modules in first and second year for Children, Mental Health
and Learning Disability branches,

LIMIVERSITY OF STAFFORDSHIRE

Staffordshire has joint teaching appoiniment in Palliative care between the University Facully of Health
and Science and the Severn Hospice in Shropshire, England. He runs a range of palliative and cancer care
modules for the university.

The member of staff also runs several online courses, including ‘Introduction to Palliative Care Nursing’,
ind he recommends students register free on these and study the course in their own time. See more at: hitp://
www.cancernursing.org/courses/currentcourses/full asp?Coursel D = 34.

LINIVERSITY OF SURREY

The Surrey University pre-registration curriculum (all branches) includes the Liverpool Care Pathway,
including symptom management and palliative rehabilitation.
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Appendix B

TaBLE 5 rroM DickinsoM ET AL (2008) Pallictive care and end of life issues in UK pre-registration
wndergradiate nursing programimes

ToPICS COVERED IN THE CURRICULUM ON END OF LIFE ISSUES (1M %)

Altitudes toward death and dying 100
Communication with terminally ill patients 98
Communication with family members 96
Pain and symptom management o4
Girief and bereavementi 92
Spiritual care at the end of life B
Psychological aspects of dying £d
Social contexts of dying T3
Euthunasia |
Policy issues in palliative and end of life care 63
End of life nutrition 61
Advance directives 61
End of hife hydration 59
Quality of life assessment 39
Research in palliative and end of life care 55
Relating to patients with AIDS 49
History of hospice/palliative care 49
Neonatal issues 27
Palhative and end of life care in the global 22
context

X, Memorandum from Help the Hospices

Anout HeLe THE HospicEs

Help the Hospices is the national charity for the hospice movement supporting over 240 hospices across
the UK. We work to help hospices deliver the very best care for patients and their families through education,
training and support, as well as providing a national voice on issues that affect them.

ABOUT THIS BRIEFING

Help the Hospices welcomes the publication of the National Audit Office report, End of Life Care, which
is the most in-depth study of its kind to look at this important issue.

The report follows the publication of the Government's first ever End of Life Care Strategy for England,
and the inclusion of end of life care in Lord Darzi's MHS Next Stage Review, earlier this year.

This bricfing provides the Public Accounts Commiltee with a perspective from the English charitable
hospice sector on the current funding and commissioning challenges facing hospice care that we hope will
be addressed through the implementation of the Government's End of Life Care Strategy.

Key Facts apout THE DeLivery ofF Hoseice Care

— There are 157 charitable inpatient units for adults in the UK," totalling 2,528 beds of which 2,189
(B7%0) arczpm\-idcd by independent local charitable hospices. This compares to 63 NHS units, with
0735 beds.

—  Most hospice care is provided in the community, in or near to people’s own homes. Around 140,000
patients were seen by home care teams and 31,000 patients attended day care services at specialist
palliative care units including hospices during a one year period in 2006-07.} The NAO report
concluded that almost three times as many people were supported by hospices in their own homes
than were cared for in inpatient facilities.?

' Sixteen of which are managed by national charities—10 by Marie Curie Cancer Care and six by Sue Ryder Care.

?  Help the Hospices (HiH). Hospice and Palliative Care Directory— UK and Irelaond 2008, London: HiH; 2008,

' The MNational Council for Palliative Care (NCPC), Nationad Survey of Patient Aetivity Data for Spectalist Palftative Care
Services—M DS Full Report for the vear 206-07. London: NCPC; 2007, {Figures relate 1o England, Wales and Northern
Ireland but not Scotland.)

i Mational Audit Office (2008) End of Life Care,
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Key Facts apout THE Fusping oF Hospice CAre®

Expenditure by independent charilable hospices in the UK was £484.4 million in 2007 (a rise of
8% lrom 2006) which equates to £1.2 million per day. OF this, £360,000 per day comes from the
Government, leaving hospices to raise £840,000 per day.

The average expenditure per hospice in 2007 was £2.6 million per year, an increase of 8% over the
previous year and 19% over the previous two years.

There is wide variation in the level of government funding that hospices receive. The highest level
of government funding among adult independent charitable hospices in England in 2007 was 62%,
while some hospices received nothing.

On average, income from government sources funds 31% of English adult hospice expenditure,
This proportion has fallen from 34% in 2004,

During this time hospice expenditure has increased as more services are being provided. Hospices
have increased their annual spend by £84 800,000, providing an additional 188 beds, 18 new
hospice at home services and eight new day care fucilities, alongside caring for an ever increasing
number of patients.

70%% of charitable hospices have funding agreements which last for one year only.®

APPLYING THE PRINCIPLES OF THE CoMpacT wiTh THE THIRD SECTOR

In October, the Commission for the Compact and Help the Hospices published new research looking at
the relationship between charitable hospices and NHS Primary Care Trusts, and how well the Compact is
being implemented in relation to supportive and palliative care.’

The success of relationships between hospices and Primary Care Trusts relies upon effective
personal relationships between key players rather than any external guidance. However, the
Compact and its principles underpin good relationships and could be used as a useful tool in
improving and developing them.

Primary Care Trusis indicated that some kind of palliative care marketplace was likely to develop
but in most places this was still embryonic. Some envisaged continuing to work with current
providers whilst others were prepared 1o open up the market more widely.

Hospices and PCTs agreed that national guidance on funding formulae would be very helpful as
a basis for setting larills lor hospice services, providing there was some flexibility o meet varialions
in local circumstances,

Primary Care Trusts and hospices were generally content with the balance of risk in their
relationship. However, Primary Care Trusts need to provide timely information about the level of
hospice funding, in order to allow hospices to undertake robust financial planning, risk assessment
and management.

Further attention should be paid to the question of how the organisational independence of
hospices can be maintained, and how this independence is managed within the terms of a
contraciual relationship.

Hosmces SuprorTiNG THE DELIVERY OF THE END oF Lire CARE STRATEGY

The Government's End of Lile Care Strategy describes hospices as “beacons ol excellence”, and envisages
them having a “pivotal role within the new vision for end of life care™ *

Hospices are well positioned to support the local health and social care system to deliver on the
Government’s strategy;

Hospices provide integrated, co-ordinated services in line with Government's vision for patient-
centred care at the end of life.

They provide training, education and development of health and social care stafl throughout the
local health economy, helping to improve the skills, knowledge and competencies of care stafl in
all sectors.

Hospices support and enable people to die in their preferred location, wherever possible
They are developing innovative and creative partnerships with other providers, such as care homes,

*  Help the Hospices (2008) Hospice Accomins: Amalysis of the accounts of UK independent vohuntary hospices 200507,
* Natonal Audit Office (2008) End of Life Care.

Commission for the Compact and Help the Hospices (2008) Positive Engagement, Futwre Practice: Learning for End of

Life Care.
*  Department of Health (2008) End of Life Core Sirategy—Promoting high quality of care for aff adulis.
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WHAT THE GOVERNMENT COULD DO TO HELP

The MNational Audit Office report has highlighted the wide variations in the level of expenditure by PCTs
on end of life care. Information from our work alsp demonstrates the wide variation in the level of support
given to local charitable hospices in the delivery of palliative and end of life care.

Help the Hospices has welcomed the publication of the End of Life Care Strategy, and the allocation of
the additional resources to PCTs to support implementation.

There are a number of steps we believe that the Government and MNHS could take 1o help ensure that the
delivery of the Strategy is a success, and that the inequalities highlighted by the National Audit Office report
are addressed. These include:

1. MORITORING THE INVESTMENT IN END OF LIFE CARE

The additional funding for PCTs to support implementation of the End of Life Care Strategy has been
included in PCT baselines. Monitoring of investment and expenditure by SHAs and the Department of
Health would help to ensure that these funds are used to improve palliative and end of life care services
locally.

2. DEVELOPING A TIMETABLE FOR SUSTAINABLE AND EQUITABLE FUNDING OF HOSPICE CARE

The development and implementation of tariffs for palliative care services provided by the charitable
sector was held up by the Government as the solution to the inequitable funding of hospice care. The
timetable for implementation of tarifls was put back in 2007. Support for the development of tariffs, and a
timetable for implementation, would help to remove some of the uncertainty in commissioning end of life
care services from the voluntary sector within the context of World Class Commissioning.

3. PRODUCING GUIDANCE FOR COMMISSIONERS ON PALLIATIVE AND END OF LIFE CARE

The level of knowledge about palliative and end of life care among commissioners and PCTs is variable.
National guidance on commissioning such services should be developed, to support the implementation off
World Class Commissioning, and developed in partnership with key stakeholders and providers, drawing
on local expertise.

4. RECOGNISING THE “REACH™ OF HOSPICE CARE, AND THE NEED FOR A SPECTRUM OF LOCAL SERVICES TO MEET
LIM"AL NEEDS

It is often quoted that only 4% of deaths occur within a hospice. However, this underestimates the
proportion of people supported by hospice care in other environmenis, such as care homes, hospitals, and
people’s own homes, as highlighted within the NAO report. Hospices aim 1o support people’s wishes and
preferences at the end of life, including over their preferred place of death, and a spectrum of services is
needed to meet local needs for palliative care.

{7 December 2008

4. Memorandum lrom Motor Neurone Disease Association

1. The Motor Neurone Disease (MNDY) Association welcomes the opportunity to submit this statement
to the Committee of Public Accounts in advance of the Hearing on End of Life. The National Audit Office
report references the MND Association Year of Care Pathway as a key tool to improve End of Life Care.

2. Few conditions are as devastating as MND. In the majority of cases il is rapidly progressive, always
fatal and kills five people everyday in the UK. It leaves people locked into a failing body, unable to move,
speak or eat normally. The intellect and senses usually remain unaffected. There are around 5,000 people
living with MMND in the UK. Half of people with the discase die within 14 months of diagnosis. There is no
effective treatment.

3. The MND Association is the only national organisation supporting people affected by MND in
England, Wales and Northern Ireland, with approximately 90 volunteer-led branches and 3,000 voluntecrs.
The MND Association's vision is of a World Free of MND. Until that time we will do everything we can
to enable everyone with MND to receive the best care, achieve the highest quality of life possible and to die
with dignity.

4. The MND Association agrees with the Mational Audit Offices findings that whilst most people wish
1o be cared for and die at home the vast majority of deaths occur in hospital. By reducing the amount of time
people spend in hospital unnecessarily it could free hospital beds, and make resources available to support
palliative care patients more effectively at home or in & hospice.
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5. The Motor Neurone Disease (MMND) Association believes that it is vital that people living with MND
are able to remain in control of their care and that specialist palliative care is introduced from diagnosis. Five
people a day die from MMND and too many of them spend their final days in hospital contrary to their wishes.

6. In a survey carried outl by the MND Association in 2005, only 39% ol people with MND had been
referred Lo specialist palliative care services. The National Council for Palliative Care (WCPC) states that
over 9% of palliative care patients are those with cancer. However, around 375,000 people die each year
from non-malignant diseases. This is a significant amount of unmet need.

7. The Association is concerned that many hospices give preferential access to people with cancer, with
some only admitting one person with MND at a time. We recognise that people with MND place higher
demands on stall time because of their complex care needs, but this should not prevent hospices from
admitling them.

E. The Association believes that access to palliative care should be determined by clinical need not
disease Lype.

9. Care for people approaching the end of their life is complex and requires a combination ol health and
social care services provided in the communitly, al home, hospitals, care homes or hospices. The MND
Association believes that the coordination between health and social care services in relation to the planning,
delivery and monitoring of end of life care is generally poor and hampered by dilferent funding streams,
leading to inefficiencies.

10. The wrgent need for coordination of services has provided the impetus for the Association 1o créate
a Year of Care Pathway, an innovative new guide to commissioning aimed at helping the MHS and Social
Services improve the commissioning and provision of services and equipment for people with MND.

11. The Year of Care Pathway was ciled as an example in the report of a ‘condition specific iniliative” 1o
improve end of life care. For the first time ever, the Year of Care pathway lists all the possible care and
equipment needs that a person with MND may have over a 12 month period. By attaching a cost 1o each
element, commissioners of services will be able to plan and deliver services more effectively for the benefit
of people with MND.

12. The MND Association’s Year of Care Pathway is an effective and easy-to-use tool for those
commissioning health and social care, minimising inefficiencics and facilitating the provision of services as
they are needed.

13. The MND Association would like to sge the Year of Care Pathway adopted across the country to
ensure that resources are used more efficiently and care is provided more effectively. Some of the learnings,

method and principles underlying the Year of Care Pathway may be applied 1o other rapidly degenerative
diseases.

Decermber 200

5. Memorandum from The Mational Council for Palliative Care

The Mational Council for Palliative Care is the umbrella organisation working to support all those
mvolved in providing, commissioning and using palliative and end of hife care services in England, Wales
and Morthern Ireland. We promote the extension and improvement of services for all people with life-
threatening and life-limiting conditions wherever they are needed.

The National Council for Palliative Care (NCPC) welcomes the National Audit Office (NAO) report on
End of Life Care. Its publication is timely and adds weight to improving end of life care and supporting the
implementation of the Mational End of Life Care Strategy for England and the corresponding Strategic
Health Authority (SHA) plans. NCPC will continue to play an active role in supporting its implementation,

We hope that the Public Accounts Committes (PAC) ensures that good end of life care continues to be a
key government priority in view of its importance to the nation and the people of United Kingdom. Specific
issues that the PAC might wish to explore in relation to the findings of the NAO report include:

1. What action the Department of Health (DH) proposes to ensure that the NHS identifies patients who
could benefit from end of life care so that their needs can be assessed and preferred place of care recorded.
Improving the comprehensiveness of end of life care registers in primary care should be an early priority.
Does the DH intend to investigate revisions to the Quality Outcomes Framework (QOF) to support this
endeavor?

2. How does the Department of Health expect the MHS to address the End of Life Care needs of people
with life limiting conditions other than cancer, in particular older people with multiple complex conditions
(co-morbidity)? Many older people will also have dementia. How is it intended that there is a “read-across™
between the new End of Life Care Strategy and with the soon to be published Dementia Strategy and other
dementia and older people policies?
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