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Summary
It is estimated that as many as one in three women and one in five men will eventually
require long term residential care. While in the past, people requiring long term residential
care were likely to be cared for in NHS long stay community hospitals, entirely funded by
the NHS, the number of hospitals providing such care has dwindled over the past twenty
years. In many respects this has been a positive change, enabling more people to be cared
for in their own homes. However, it has also meant that increasing numbers of people who
would previously have received free NHS care, are now cared for in private, fee-paying
residential or nursing homes. How this care should be funded has been a contentious issue
for over a decade.
Current arrangements for funding long term care are beset with complexity, and lack of
clear Government guidance has led to widespread variations across the country. The
artificial barriers between health and social care lie at the heart of the problems
surrounding access to continuing care funding. It will be impossible to resolve these
problems without first establishing a fully integrated health and social care system. We
have therefore recommended, as this Committee and its predecessor Committees have
done on numerous previous occasions, that the Government removes the structural
division between health and social care.
Recognising that this radical reorganisation will take time, we have also made a number of
recommendations for the Government’s forthcoming national framework for NHS
continuing care. First and foremost, the framework must include the establishment of a
long-overdue single set of national eligibility criteria for continuing care to end the
‘postcode lottery’ in access to continuing care funding. Rather than solely focusing on
physical health, these criteria must also take full account of psychological and mental
health needs. They should also be rigorously reviewed to ensure they are compliant with
the tests established by the Coughlan judgement.
It is also crucial that the Government underpins its national eligibility criteria with the
establishment of a national standard assessment methodology to ensure assessments
against national criteria are carried out robustly and uniformly across the country.
There are currently two parallel systems for funding NHS continuing care and for funding
nursing care for those who do not qualify for fully funded NHS continuing care, and
overlap between these is causing major confusion. We have therefore recommended that
these two systems are integrated.
Very worryingly, our evidence suggested that the current systems reward dependency
rather than encouraging care staff to help increase and maintain patients’ independence.
We have therefore recommended that the system for funding continuing care and nursing
care is redesigned, so that the system has inbuilt incentives which reward high quality care
and promote rehabilitation and independence.
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1 Introduction
1. As one in three women in Britain, and one in five men, will eventually need long term
care, the funding of such care is an issue that is likely to touch most people’s lives in one
way or another.1 Announcing the establishment of the Royal Commission on Long Term
Care for the Elderly in 1997, the then Secretary of State for Health explained the reasons for
its appointment to the House:
People are entitled to security and dignity in their old age, so we must find a way in
which to fund long term care which is fair and affordable both for the individual and
for the taxpayer.2
2. Responding to the Royal Commission in July 2000, the Government again reiterated its
pledge to modernise the present system of care, which it described as “confusing, unfair
and unresponsive to people’s needs”.3 However, over six years after the Royal Commission
reported, and nearly ten years after concerns were first raised by a predecessor Health
Committee about NHS continuing care funding, elderly people, as well as those with
learning difficulties and others requiring ongoing care, still find themselves subject to a
bewildering funding system which is little understood even by those who administer it, and
which few patients or carers would describe as “fair”, or as guaranteeing their “security and
dignity”.
What is NHS continuing care?
3. The term NHS continuing care means fully funded care for people who do not require
care in an NHS acute hospital, but who nevertheless require a high degree of ongoing
health care. Anybody can qualify for NHS continuing care funding if their needs satisfy
eligibility criteria, although the largest group of people who receive continuing care
funding are elderly people. Continuing care funding is intended to cover the entire costs of
care, including all medical care, nursing care, personal care, living costs and
accommodation costs, the same as if their care was being provided in an NHS hospital.
4. Eligibility for continuing care funding is currently established with reference to criteria
introduced by the Department of Health in 1995.4 The criteria relate to the complexity,
intensity or unpredictability of a patient’s healthcare needs, requiring the regular
supervision of a consultant, specialist nurse or other member of the NHS multidisciplinary
team. From 1995 onwards, individual Health Authorities were each required to develop
local policies and eligibility criteria for continuing care funding within this general
framework.
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Royal Commission on Long Term Care, With Respect to Old Age: Long Term Care – Rights and Responsibilities –
Research Volume I, March 1999, Chapter 1 para 28
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HC Deb, 4 December 1997, cols 489-499
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Department of Health, The NHS Plan – the Government Response to the Royal Commission on Long Term Care, Cm
4818, para 1.4, July 2000
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Department of Health, NHS Responsibilities for meeting continuing health care needs, HSG(95)8, 1995
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Background to NHS continuing care
5. The last two decades have witnessed significant changes in the way in which long term
care is provided. The closure over a number of years of NHS long-stay wards and
community hospitals which had previously cared for people who did not need the high
level of care provided by an acute hospital, but who were unable to care for themselves in
their own homes, has meant that a growing number of older people are being cared for
either in residential or nursing homes, or in their own homes.
6. NHS continuing care eligibility criteria were designed to identify and provide free care
only to those who had a high level of need for ongoing health care, as distinct from
supportive help with the daily activities of personal care, such as washing, dressing and
eating. Thus, the majority of elderly people being cared for on a long term basis in
residential or nursing homes, or by carers in their own homes, were not eligible for
continuing care funding. Instead, as their care was deemed to be ‘social’, means-tested
funding was provided by local authorities, with the better off service users paying the full
costs of their care.
7. However, in practice the distinction between health and social care is very blurred. The
Care Standards Act 2000 arguably added to the blurring of boundaries by abolishing the
statutory distinction between nursing homes and residential homes; retaining some
requirements for care homes providing nursing; and bringing them within a social care
regulatory regime.5
8. Significant public concern about whether it was fair for such people to have to fund all or
part of their care in residential or nursing homes - when ten years previously they might
have received it free in an NHS long-stay hospital - resulted in the establishment of the
Royal Commission on Long Term Care for the Elderly. The Royal Commission
recommended that the costs of long term care should distinguish between living costs,
housing costs and personal care costs, and argued that all nursing care, and all ‘personal
care’, defined as care which involves touching the patient, such as help with washing and
dressing, should be provided free and from general taxation. People would remain
responsible for the living and housing cost components, and means-testing would apply.6
9. In its response to the Royal Commission on Long Term Care for the Elderly, the
Government rejected its central call for personal care to be provided free of charge.
However, it did decide to address anomalies in the system whereby some people in nursing
homes were paying for the costs of their nursing care as part of their fees, which they would
have got free in hospital or in the community.7 The Registered Nursing Care Contribution
(RNCC) system was introduced in October 20018.

5

For the purposes of clarity we use the terms nursing and residential homes to make a distinction between those
registered to provide nursing and those registered to provide personal care only.
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Royal Commission on Long Term Care, With Respect to Old Age: Long Term Care – Rights and Responsibilities, Cm 4191
– I, March 1999
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Department of Health, The NHS Plan, Cm 4818 – I, July 2000, para 15.18 – 15.20
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The RNCC was introduced from 2001 for self-funders, and from April 2003 for existing and future (nursing) care home
residents who receive council support.
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10. Ever since the introduction of eligibility criteria for NHS continuing health care there
have been problems. These difficulties have arisen around the interpretation and
application of criteria, and whether those criteria have been too restrictive in practice.
Individual challenges have raised general principles and questions, and this has been
increasingly evident in the involvement of the NHS Ombudsman, and of judicial review. A
key development in continuing care funding was the 1999 Court of Appeal Coughlan
judgement, in which Pamela Coughlan, who had significant ongoing health care needs
sustained in a road traffic accident but had been denied NHS continuing care funding,
successfully sued her local Health Authority. The judgement established that “if the needs
of the patient were primarily health needs, the Health Authority was as a matter of law
responsible”, and the NHS should pay for the whole package of care. Following on from
this the Government told all Health Authorities to ensure their continuing care policies
and eligibility criteria were ‘Coughlan compliant’.
11. Despite this, patients and carers continued to report problems in attaining appropriate
funding for their ongoing care, and in February 2003, the Health Services Ombudsman
presented a special report to Parliament concluding that Health Authorities were using
over-restrictive local criteria which were not properly in line with Department of Health
guidance nor with the Coughlan judgment, and that as a result people had been unjustly
denied continuing care funding.9 Concerned that the problem was widespread and not
only confined to the 16 complaints she had received, the Ombudsman recommended that
a retrospective review should be carried out to trace and compensate all those who had
been affected, and that further guidance should be issued making it much clearer who was
eligible for funding.10 The Department of Health subsequently required Strategic Health
Authorities to establish a single set of eligibility criteria for continuing care to be used by
their respective Primary Care Trusts (PCTs) and NHS Trusts, to make arrangements to
investigate cases where people may have been wrongly denied NHS continuing care, and to
make appropriate restitution where this was found to be the case.
Recent developments
12. Although the review process has been beset with delays, over 12,000 cases were
reviewed, and in 20% of cases financial repayment has been made. The Department of
Health estimates that some £180 million will be spent on repayment in total.11
13. The administrative cost of the confusion, inconsistency and opacity surrounding the
system for funding NHS continuing care has been very high. It is easy to forget that behind
each case reopened is an individual or a family who may have been wrongly denied
continuing care funding, and that the human costs of the ongoing lack of clarity in this
area have been even higher. As the Ombudsman described:
The people who have complained to me are not only concerned about what they see
as the unfairness of the system for funding care, but about substantial financial
injustice when it was applied to them. This arises because, if the NHS fully funds

9

The Health Service Ombudsman for England, NHS Funding for Long Term Care, HC 399, February 2003
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The Health Service Ombudsman for England, NHS Funding for Long Term Care, HC 399, February 2003
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HC Deb, 16 September 2004, cols 175-176WS
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continuing care in a care home, the patient does not have to make any contribution
to the cost of that care. If not, the patient funds much of the care him or herself; or it
is funded by local authority social services departments, with patients being expected
to contribute according to their means. That can mean some patients having to use
virtually all their accumulated life savings and capital from the sale of their home, to
pay for care: whereas other patients who are judged eligible for full NHS funding for
care in a care home make no financial contribution at all, regardless of their means.
It is not surprising therefore that the decisions made by NHS organisations about
eligibility for NHS funding arouse strong feelings.12
14. In December 2004, the Ombudsman published a further report, expressing concerns
about the retrospective review process.13 At the same time, an independent review of the
retrospective review process commissioned by the Department of Health raised similar
concerns.14 On 9 December 2004, Dr Stephen Ladyman, the Parliamentary UnderSecretary of State for Community Care, announced the commissioning of “a national
consistent approach to assessment for fully funded national health service continuing
care”.15 We decided to undertake a brief inquiry into this area, and announced our inquiry
on 21st January 2005, with the following terms of reference:
The Health Committee will undertake an inquiry into NHS continuing care. The
inquiry will have the following terms of reference: to consider whether the
announcement of the development of a national framework for NHS continuing care
will resolve the long-standing problems of inconsistency and inequity, and make the
Government’s policy more intelligible and fairer.
The Committee will examine:
The written Ministerial Statement on NHS continuing care issued by Dr Stephen
Ladyman on 9th December 2004.
How the changes will build on the work already undertaken by Strategic Health
Authorities in reviewing criteria for NHS continuing care and developing policies.
Whether the review of past funding decisions has succeeded in addressing the needs of
patients wrongly denied NHS funding for their long term care.
What further developments are required to support the implementation of a national
framework.
15. We took oral evidence from Dr Stephen Ladyman MP, Minister of State for
Community Care, and officials from the Department of Health; from the Association of
Directors of Social Services, Hounslow Primary Care Trust, Oxfordshire Learning
Disability NHS Trust, County Durham and Tees Valley Strategic Health Authority and
North West London Strategic Health Authority; from Age Concern, Citizens’ Advice, the
12

The Health Service Ombudsman for England, NHS Funding for Long Term Care, HC 399, February 2003, para 2
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The Health Service Ombudsman for England, NHS Funding for Long Term Care – Follow up report, HC 144, December
2004
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Department of Health (Henwood M), Continuing Health Care: Review, revision and restitution, December 2004.
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Alzheimer’s Association, and Barbara Pointon, a carer; from the Royal College of Nursing,
the English Community Care Association, the British Geriatrics Society, and from
University Hospital Lewisham NHS Trust; and from Trish Longdon, the Deputy
Ombudsman, and Colin Houghton, an official from the Ombudsman’s office.
16. We also received almost forty written submissions from patient organisations,
individuals, Royal Colleges and legal firms. These were well considered and highly
informative, and we are very grateful to all those who submitted evidence.
17. Since we finished taking evidence, a further development in this area has been the
publication of the Government’s Green Paper on Adult Social Care.16 Unfortunately we
have not had time to consider these proposals in detail. However, although we welcome
the Green Paper’s aim to increase independence, choice and control, we do not believe its
proposals materially alter the conclusions we have come to in this report.
18. We are indebted to our special advisers Melanie Henwood, an independent health and
social care analyst, and Chris Vellenoweth, an independent health policy adviser.

16

Department of Health, Independence, Wellbeing and Choice, Cm 6499, March 2005
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2 NHS Continuing Care – key problems and
issues
19. In its written evidence, Citizens Advice argued that “decision making around eligibility
for continuing care continues to be one of the least satisfactory areas of NHS practice.” In
its view this stems from the complexity of the policy itself, which has proved “difficult to
understand and to administer.” The organisation went on to emphasize the human cost of
poor judgement in this area:
[The complexity of the policy] has resulted in poor decision-making by health
professionals and lack of information for patients, leaving many confused and
frustrated. Yet these decisions, which can be very marginal, have huge financial
implications for patients and their families, often running into hundreds of
thousands of pounds.17
20. The development of “a national consistent approach to assessment for fully funded
NHS care” was announced by the Government in December 2004.18 In its statement, the
Government said that the Department would work with SHAs to build on all the work to
date done in this area. However, the wealth of evidence we have received in the course of
this inquiry from organisations representing patients, carers and health and social care
professionals convinces us that the in the course of this review, the Government must take
account of the views of patients, carers and professionals as well as NHS bodies.
21. In its forthcoming review of the system of NHS continuing care funding, it is vital
that the Government draws on the views and experiences not only of NHS bodies and
local authorities, but also of patients, carers and professionals. We therefore
recommend that the Government’s review of continuing care funding arrangements
take the form of a full, formal public consultation, in line with Cabinet Office
recommendations.
22. In examining the problems and issues surrounding NHS continuing care, we begin by
considering the separation of health and social care systems, which necessitates a whole
range of distinctions between personal, nursing and health care which are largely artificial
and impossible to administer, and which, arguably, underpin all the current difficulties in
funding continuing care. We give detailed consideration to problems both with the
continuing care eligibility criteria themselves and with the processes in place for applying
the criteria through local assessment. We then discuss the retrospective review process,
before finally examining a number of wider systemic problems with both continuing care
and RNCC funding, which are fundamental to the provision of high quality continuing
health and nursing care.

17
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3 Separation of health and social care
23. The separation of health and social care has meant that both the funding and provision
of continuing care is beset with complexities. Our predecessor Committee summed up the
background to, and consequences of, this divide in its report into the Relationship between
Health and Social Services, published in 1999:
If we were building a new service to provide long term care to vulnerable groups it
would seem logical to have a single, integrated community care provider so that
service users, their carers and families could move seamlessly between services they
may require over time. However, in Great Britain, nursing, medical and health care is
provided by the NHS and social care is provided separately by local authority social
services departments (SSDs). This separation developed in 1974 when local authority
public and community health functions were transferred to new Health Authorities.
For various reasons—historical, professional, administrative and financial—barriers
have arisen between these services. These barriers frustrate the goal of "seamless"
service provision and the division often appears confusing to the users of the
services.
An effective relationship between health and social services is important for a variety
of reasons. Since the implementation of the 1990 NHS and Community Care Act,
and the subsequent transfer of elderly long-stay patients from NHS hospitals to
residential care or their own homes, the number of people affected by co-ordination
problems at the interface between health and social care services has increased.19
24. In nearly every inquiry undertaken in recent years, the absence of a unified health and
social care structure has been identified as a serious stumbling block to the effective
provision of care.20 The problems relate to structure, financial accountability and,
fundamentally, to the distinction between health care, which is mainly free at the point of
delivery, and social care, which is means-tested and charged to the individual. The
evidence we have received in this inquiry once again indicates that the artificial distinction
between health and social care lies at the heart of most of the difficulties that have arisen
concerning eligibility for continuing care funding.
25. It is clear that over the last twenty to thirty years, the gradual reduction in the number
of long-stay hospital beds has meant that people who would previously have been looked
after without charge in a hospital are now instead being cared for in fee paying nursing or
residential homes, or in the community. The Minister did not dispute this:
Chairman: Would you accept that if a person may not necessarily need care by a
registered nurse – would you accept that 25 years ago a person with those needs
would probably be in hospital getting care?
Dr Ladyman: Yes.21
19

Health Committee, First Report of Session 1998 – 1999, The Relationship between Health and Social Services, HC 74 - I

20

As above; see also, for example, Health Committee, Third Report of Session 2001-02, Delayed Discharges, HC 617 - I
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26. As our evidence pointed out, this shift is in many respects a positive one as long stay
wards were often dismal places, and care can often be delivered far more appropriately and
effectively in a non-hospital setting, enabling people to maintain independence and in
certain circumstances remain in their own homes.
27. However, what this has meant is that care that was previously provided in the NHS by
doctors, nurses and others, and paid for from NHS funds, is increasingly being provided
outside the NHS, whether in a nursing or residential home, or in people’s own homes. The
means of paying for this care, which was once simply automatically funded by the NHS
free at the point of delivery, as any other NHS care would be, has now become infinitely
more complex. If a patient is eligible for NHS continuing care, the entire costs will be met
by the NHS. However if a patient is not deemed eligible for NHS continuing care but
requires long-term residential care, the ‘hotel’ costs, for board and lodging, and ‘personal
care’ costs, will be funded either by local authorities or by the resident themselves, or by a
combination of the two. Nursing care needs will be paid for separately by the NHS,
according to the fixed, three-banded tariff of the Registered Nursing Care Contribution
(RNCC).22
28. The confusion now arising from these complex and in some senses artificial definitions
of different aspects of care is self-evident. Trish Longdon, the Deputy Ombudsman, told
us:
The complainants who come to us come to us very confused about the whole issue:
confused about what health care is; confused about the terms that are used; and
confused about the distinctions that many people as providers make but which of
course are meaningless to the users of those services. We have a very large amount
of evidence to demonstrate that there is a real issue.23
29. Barbara Pointon, a carer looking after her husband who has Alzheimer’s Disease, gave a
compelling description of how largely irrelevant these definitions of different types of care
are for those actually receiving the care:
As a carer, as a receiver of this process, I am strongly of the opinion that the
assessments are designed more to discover who should be funding the care rather
than the level of care that should be provided to this patient. You talked right at the
beginning about the division between social, personal and nursing care; and if only
that were abolished, then a lot of this palaver and professional time would be done
away with. I have a vision of the future that care is care is care whether you are
talking about someone who is unable to dress themselves or about palliative care.24
30. In evidence to a previous Health Committee, Frank Dobson MP, the then Secretary of
State for Health, was asked to give a definition of the division between health and social
care, and responded that he could not.25 Over six years on, representatives from SHAs and
22

These contributions may not meet the full costs of the nursing care provided to an individual as the bandings are
derived from a national average, notionally updated by inflation, and are not related to the staffing requirements
imposed by the regulator (CSCI)
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PCTs and Local Authorities, all senior officials working at the interface of health and social
care on a daily basis, were similarly unable to supply a definition:
Chairman: Are we any nearer establishing a division?
Ms Gilley: I think we are nearer but I do not think … any of us could give you a
categoric definition26
31. Nor did the Minister provide us with a clear definition. Instead, he argued that:
In the end it comes down to how closely social care and health professionals are
working together; how well they understand each other’s needs and are discussing
these issues and are making sure they understand where funding of particular types
of care should come, and the structure does not much matter.27
32. However, the Minister’s assertion that “the structure does not much matter” was not
borne out by the evidence we received in this inquiry. John Pye, a community nurse from
Liverpool representing the Royal College of Nursing, told us that for all his experience in
the field of continuing care he could not supply a definition of the distinction between
health and social care, and argued that this distinction instead distracted from what Mrs
Pointon had argued should be the central concern of caregivers: the care needs of the
patient:
I have been in the Health Service 37 years and I am no closer to finding the answers
to what is health and social care. That is a perversity we have in dealing with
probably our most dependent population. These people require continuing care.
Whether it is continuing healthcare or continuing social care is a bit of a red herring
really … You suggested we move the demarcation line between health and social
care, and I think we need to do that. We need to look at people holistically and see
what their needs and care needs are.28
33. As well as a move away from delivering ongoing care in NHS long-stay hospitals, the
past two decades have seen a dramatic move away from traditional medical models of
providing care. Tasks which were once the preserve of doctors and nurses are being
competently carried out by others, including relatives and carers. Mr Pye gave several
helpful illustrations:
As a couple of previous speakers clearly said, they provide quite a high level of
nursing care to their loved ones and their families and friends. [In some
circumstances] the vast majority of their care is provided by the mother and father.
They carry out tracheotomy changes; they carry out ventilatory procedures on their
own children.29
34. Nursing tasks are also increasingly being delegated to care assistants, and some nurses
are beginning to take on traditionally medical tasks, including prescribing. However, while
26
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these more flexible ways of working are clearly beneficial both to professionals and to
patients, they have brought an attendant set of difficulties, as definitions of types of care
tend to be based on who is delivering the care. Mr Pye explained the problem:
It does not stop becoming a nursing task simply because the carers do it, but they do
so under the guidance, supervision and training of the qualified nurses. It does not
stop becoming a nursing task. The 2001 definitions of nursing care included those
tasks delegated and supervised by nurses; however, when it comes to the funding
issues around that care it ceases to be. The continuing health care and the RNCC
clearly specify it is the work carried out by registered nurses. If you are not a
registered nurse, you cannot carry out nursing care.30
35. Mrs Pointon described how, in practice, defining care by who gives it can result in
people wrongly being denied funding:
Malcolm was assessed three times for continuing care, and one of the criteria that
was being used was that it was not nursing care because I was not a nurse, so the care
was being defined by who gives it, which is fine in an institutional setting but does
not work if you are working at home because you do not have a nurse on tap.31
36. Mrs Pointon successfully took her case to the Ombudsman, who ruled in her favour,
agreeing that she was providing a level of care at least equivalent to that which her husband
would have received as an inpatient, and Mrs Pointon was subsequently awarded
continuing care funding for her husband.
37. Cath Attlee of Hounslow PCT also agreed that in today’s changed healthcare landscape,
it is not helpful to establish rigid divisions between health and social care:
As policy and practice change, the boundaries are shifted, so we are looking more
and more at different professionals taking on different skills and mixing those. It is
not helpful to define things specifically as a health input or a social care input.
38. The Ombudsman told us that in her view, professional joint working between health
and social services which is now occurring in many areas, has largely left health and social
care demarcation lines behind, as those working at the interface between health and social
care strive to find innovative solutions to the problems caused by the distinction between
health and social care. As Mr Pye described:
I was a community nurse in Liverpool way back in the 80s and 90s where we did
merge the carers, the health and social care staff, because we had those disputes
about who gives eye drops, who washes hair and their feet, and all those issues. We
created a generic worker at that time, and they are spread round the National Health
Service, the social services now anyway, particularly around the elderly. The only
way forward is to come together and provide a generic workforce for the elderly with
the specialist people involved in their care as well. Continuing health care gives an
opportunity now towards the creation of that.32
30
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39. Similar developments are occurring in mental health, where mental health
professionals are increasingly working across the rigid demarcations of health and social
care.
40. In recent years, in inquiries addressing as diverse a range of issues as the health
needs of children and young people, inappropriate use of NHS acute beds, elder abuse
and care for the terminally ill, this Committee and previous Health Committees have
time and again been confronted by the problems caused by the current division of
systems for funding and providing health and social care. Nowhere are these problems
more evident than in the area of funding for continuing care, an area in which
confusion has reigned for over ten years, resulting in frustration for health and social
care professionals, and suboptimal care and financial hardship for some of our most
vulnerable populations.
41. In practice the boundary between the two services has shifted over time, so that the
long term care responsibilities of the NHS have reduced substantially, and people who
in the past would have been cared for in NHS long stay wards are now often
accommodated in nursing homes. This means that responsibility for funding long term
care has to a major extent been shunted from the NHS to local authorities and
individual patients and their families.
42. The question of what is health and what is social care is one to which we can find no
satisfactory answer, and which our witnesses were similarly unable to explain in
meaningful terms. The policy division between health and social care lags far behind
practice in a number of areas, where, born of necessity, health and social care
professionals have commendably developed innovative joint working practices. We
welcome these developments and the use of pooled budgets and other flexibilities,
which are beginning to break down the division between health and social care.
43. Debates about where the boundary between health and social care should be drawn
have been complicated by further debates around the definitions of ‘personal care’ and
‘nursing care’, and have led to the absurd position where carers providing complex
medical support for their loved ones are denied fully funded continuing care at home
because they are not registered nurses. If the same care were to be given by a registered
nurse, it would be regarded as nursing care and fully funded. Barbara Pointon, caring
for her husband who has Alzheimer’s, argued that in her experience the struggle to
establish who should fund care has eclipsed the crucial issue of the patient’s actual
needs. She also emphasised that from a patient and carer perspective, ‘care is care is
care, whether you are talking about someone who is unable to dress themselves or
about palliative care’.
44. We are convinced that so long as there are two systems operating according to quite
different principles, the highly controversial issue of which patients qualify for fully
funded NHS care, and which have to contribute some or all of the costs of care, will
remain. We strongly recommend that the Government remove once and for all the
wholly artificial distinction between a universal and free health care service operating
alongside a means-tested and charged for system of social care.
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45. Removing the boundary between health and social care would clearly have financial
implications, as NHS services are currently free at the point of delivery, whereas social care
is means-tested, with most people having to contribute towards the costs of their own
personal or social care. According to Help the Aged, this would resolve many of the
problems around continuing care:
If the Government committed to providing free care on the basis of need, then some
of the difficulties relating to continuing care could be significantly alleviated as the
debate about which agency is responsible for different aspects of care receded.33
46. As we have noted previously, the Royal Commission on Long Term Care for the
Elderly, set up by the Government to address the specific question of funding, concluded in
1999 that all personal care, including nursing care, should be free. The Government did not
accept the Royal Commission’s recommendation, and in evidence to us the Minister
explicitly ruled out the possibility of re-opening discussions around this, arguing that cost
pressures and demographic change would make a system of free personal care
“unsustainable”:
Will we go down the route of free personal care, which would be a way of resolving
this point at a stroke? No, absolutely we will not. It would cost £1.5 billion at today’s
prices … We know roughly speaking that there will be four times as many people
needing care by 2050 … by 2050 at today’s prices the cost of free personal care will
rise to somewhere between £8.5 billion and £10 billion. That will be close to 1 per
cent of gross domestic product. There is just no way that that is a sustainable
system.34
47. The Minister emphasised the important distinction between free personal care and free
long term care, pointing out that in Scotland, where all personal care is free, if a person
goes into residential care, they still have to pay for their board and lodging, and are not
entitled to collect attendance allowance. In the Minister’s view, many of those currently
campaigning for free personal care are doing so under the misapprehension that free
personal care and free long term care are synonymous.35 The Minister also argued that a
system of free personal care could have significant disadvantages over the existing system.
Firstly, in 2001 the Government introduced a policy to prevent people from having to sell
their homes to fund residential care. Under this scheme, councils can put a charge on
people’s homes to be sold after their death. The Minister stated that in his view, this
scheme would have to be abolished to cover the costs of introducing free personal care.36
Secondly, the Minister argued that in Scotland, where personal care is free, someone being
cared for in their own home may be forced to move to a residential care home if it became
cheaper to care for them in an institutional setting than to care for them in their own
home, despite the fact that most elderly people prefer to be cared for in their own homes.37
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48. This inquiry has focussed in the main on securing improvements to continuing care
under the current system, and for this reason we have not sought detailed evidence on the
most up-to-date estimates of costs of free personal care. However, using the Minister’s own
figures, the £1.5 billion he estimates it would cost to provide free personal care today is
dwarfed by the current £60 billion spend on health care38; equally, in his report Securing
our Future Health, Sir Derek Wanless estimated that even by 2023 at least £154 billion per
year is likely to be spent on the NHS, and over 10% of GDP on health care.39 It is also worth
noting that after a year long inquiry into this subject, the Royal Commission on Long Term
Care for the Elderly concluded that the UK was not facing a “demographic timebomb”,
and that as a result of this the costs of providing free personal care would be affordable.40
49. Managing and defending the boundary between health and social care carries
significant administrative costs, and the costs of free personal care, if introduced, would
have to be offset against the cost savings that would be generated from eliminating these
administrative costs. The disputes over delayed discharges from the NHS into social care,
which have had to be addressed through legislation, are just one example of this. When we
put this point to our witnesses, they agreed. Elaine McHale of the Association of Directors
of Social Services told us that in her view,
There is lot of public funding being spent on legal definitions, particularly around
this policy guidance, and much wasted time and energy in trying to achieve an
outcome for individuals in different local authorities.41
50. Although the Minister told us the Government had no estimate for how much this
might be, he concurred with the view that there were costs: “I agree with you that there
must be a cost to it”, but said he thought the cost would not be substantial.42
51. We are aware that the Kings Fund has commissioned Sir Derek Wanless to undertake a
review of the challenges and demands facing social care, and the resources that will be
needed to deliver social care fit for the 21st century.43
52. During this inquiry, we have heard renewed calls for personal care to be provided
free of charge, which would be a way, to use the Minister’s phrase, of resolving many of
the difficulties arising from the boundary between health and social care “at a stroke”.
However, the Minister stated categorically that the Government will not reconsider this
option, arguing that it would be financially “unsustainable”. While we have not
focussed in depth on this issue during this inquiry, we dispute the Minister’s argument
that funding personal care would be financially “unsustainable”. It is clearly for
Governments to decide their own spending priorities – however, we maintain that with
political will, the resources could be found to fund free personal care. Moreover, the
costs of providing free personal care need to be offset against the current
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administrative costs associated with policing the divide between health and social care.
We recommend that debate in this area is informed by the outcome of the Kings Fund
study into future social care resource requirements which is currently being undertaken
by Sir Derek Wanless.
53. We recognise that a unification of all health and social care responsibilities would
require primary legislation which is not an early prospect, and we have therefore
framed our subsequent recommendations about continuing care in the context of today’s statutory provisions. However, we urge the Government to accept our central
conclusion that removing the structural barriers between health and social care is the
only way to satisfactorily address these, and a great many other problems, in the long
term.
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4 The need for a single set of national
eligibility criteria
54. The criteria for determining eligibility for NHS continuing care, which were issued in
1995, are broad and vague, and include one or more of the following:
Where the complexity or intensity of their medical, nursing care or other clinical
care or the need for frequent not easily predictable interventions requires the regular
(in the majority of cases this might be weekly or more frequent) supervision of a
consultant, specialist nurse or other NHS member of the multidisciplinary team;
Who require routinely the use of specialist health care equipment or treatments
which require the supervision of specialist NHS staff;
Who have a rapidly degenerating or unstable condition which means that they will
require specialist medical or nursing supervision.
In addition patients who have finished acute treatment or inpatient palliative care in
a hospital or hospice, but whose prognosis is that they are likely to die in the very
near future should be able to choose to remain in NHS funded accommodation, or
where practicable and after an appropriate and sensitive assessment of their needs, to
return home with appropriate support.44
55. Health Authorities were required to develop their own, more detailed operational
policies and eligibility criteria, based on this broad framework. While this approach had the
advantage of allowing Health Authorities flexibility of interpretation to meet the specific
needs of their local populations, it also meant that eligibility criteria could vary
substantially from area to area, a point made by a predecessor Health Committee in 1995:
We share the concerns of those of our witnesses who argued that local eligibility
criteria might create unacceptably wide variations in the provisions of NHS services
… on the grounds of equity, we believe that the nationally set framework should
include the eligibility criteria for long term care to define what the NHS, as a national
service, will always provide45
56. Successive Governments did issue guidance to Health Authorities on continuing care
criteria in order to promote some degree of coherence across the NHS. The 1995 guidance
was followed by further guidance in 1999 and again in 2001.46 However, this was clearly not
sufficient to ensure correct and consistent interpretation of continuing care eligibility
criteria as, in February 2003, the Ombudsman published a highly critical report
emphasising the fact that criteria for continuing care had clearly been interpreted and
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applied differently by different Health Authorities, leading to inequities in access to
funding for continuing care. The Ombudsman concluded that:
There is evidence that the Department of Health’s guidance has been misinterpreted
and misapplied by some Health Authorities and Trusts, leading to hardship and
injustice for some individuals. But there are also more fundamental problems with
the system. The Department of Health’s guidance and support has not provided the
secure foundation needed to enable a fair and transparent system of eligibility for
funding to be operated across the country.47
57. The Ombudsman made three key recommendations:
PCTs and Strategic Health Authorities (SHAs) should trace those people who might
be affected, review their circumstances and where justified make restitution, and that
the Department of Health should guide and support them in that work.
SHAs should review the criteria used in their areas since 1996 (when written criteria
were first required) for compliance with the law as it stands and with national
guidance, and that
The Department of Health should review its own guidance, making it much clearer
who was eligible for funding
58. Responding to the Ombudsman’s report, the Government accepted the need for
retrospective reviews. However, rather than the Department of Health itself reviewing
guidance and criteria, as the Ombudsman had recommended, the Department instead
issued instructions that the 28 new SHAs, which had recently superseded the 95 previous
Health Authorities, should each develop one set of criteria, effectively assimilating 95 sets
of criteria into 28.
59. While reducing 95 sets of criteria into 28 is clearly a step towards greater consistency,
according to our witnesses there is still considerable scope for local variation. Many
submissions referred to the “post-code lottery” evident from a comparison of SHA policies
and guidance. Anne Williams of Citizens’ Advice, for example, told us that “continuing
care is the biggest postcode lottery of them all. You will be aware on this Committee of the
problems with cancer care and all the rest of it, but it is nothing to continuing care – it is so
different.”48
60. We took evidence from two SHAs, and we asked them whether they took account of
the criteria of neighbouring SHAs when preparing their own, in order to ensure
consistency. We were told by Michael Young of North West London SHA that other SHAs
had looked at their criteria to see “what was good and what was relevant to them”, and
Denise Gilley of County Durham and Tees Valley SHA told us that they had had “detailed
discussions” with one neighbouring SHA, and “some discussions” with others. 49 While it
is commendable that SHAs are working together to share good practice, this sort of
47
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informal joint working is clearly not sufficient to ensure consistent criteria across the
country.
61. The Minister accepted that reducing 95 different sets of criteria to 28 would not have
eliminated all inconsistency, but argued that these 28 criteria were, in fact, more consistent
than their predecessors:
You are right that on the face of it we only reduced it from 95 to 28, and therefore
there were 28 different postcode lotteries; but actually those 28 were based on the
national guidelines, so there should have been far more consistency between those 28
than ever there was between the 95 they replaced.50
62. However, Mr Young’s evidence illustrated that some real problems have persisted as a
result of SHAs having different criteria:
If people move out of area, and particularly in terms of wanting annual reviews (and
it is very hard in London to do the annual reviews as we do send a lot of people out of
area) someone who understands our criteria and our assessment tools would need to
be able to assess them.51
63. According to Elaine McHale of the ADSS, the introduction of Payment by Results is
going to compound these problems, as staff will be expected to use different interpretations
of continuing care criteria to assess patients coming in from a far wider range of different
locations than is currently the case.52
64. There is also evidence of considerable variation within SHAs, with PCTs, NHS Trusts
and Local Authorities (Las) applying criteria differently. The issue of implementing criteria
is discussed in detail further on in our report.
65. The Minister agreed that consistency in determining eligibility for continuing care
funding was of crucial importance, and told us his ultimate aim:
Broadly speaking, we want to end up with a system where absolutely everybody in
England will be able to say, “the assessment I have had would have come to exactly
the same conclusion, whether it was held in London or Carlisle or wherever it was.53
66. To address the problem of different criteria in different SHA areas, the evidence
received by the Committee has almost universally been in favour of the introduction of a
single, national set of eligibility criteria. This was also reflected in the report of the
independent review commissioned by the Department of Health. Although the Ministerial
Statement issued in December 2004 only referred to a national ‘framework’, the
Department’s memorandum suggested that national criteria were being planned.54
However, the Minister was unable to give us a categorical assurance that this would be the
case:
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John Austin: The new national framework will have a single set of national eligibility
criteria?
Dr Ladyman: We have those discussions, but my belief is that that is where we will
end up. This is a consultation; we are bringing the 28 strategic health authorities
together to identify best practice. They are giving us a very clear message. They want
to have one single set of national eligibility criteria, so my belief is that is what we are
very likely to agree with. If, in the course of these discussions, we find that is not
practical, we will have to have something different.55
67. The NHS has an urgent need for a single, universal set of national eligibility criteria
for continuing care to end the inequities and inconsistencies that have developed as a
result of the current system. It is unacceptable that in one part of the country a person
with a specific set of care needs would be assessed as qualifying for fully funded NHS
continuing care, while a person with identical needs living in a different part of the
county would be deemed ineligible, and would potentially have to fund all or part of
their care from their own means. We welcome the Minister’s aim of addressing this
problem, and we welcome his conviction that the current review will result in the
development of a single set of national eligibility criteria. However, he was not able to
give us a categorical assurance on this point. A single, national set of eligibility criteria
for NHS continuing care is crucial to ensure coherence and equity, and we urge the
Government to ensure that a single set of national eligibility criteria is developed.
68. Much of the evidence we have received indicated that the introduction of a single set of
national criteria is long overdue. Indeed, this issue was first raised by a predecessor Health
Committee as long ago as 1995, but successive Governments appear not to have recognised
this problem until the Ombudsman published her report in 2003. It is regrettable that the
Department’s own internal systems did not identify this problem sooner, and that it took
16 complaints to the Ombudsman before it was finally addressed.
69. Perhaps even more worryingly, the Ombudsman recommended that the Department
should provide further national guidance to clarify the situation in February 2003, but it
was not until almost two years later, in December 2004, that the Department acted on this
by announcing the development of a new national framework and guidance for
continuing care. The lack of further guidance, according to the Ombudsman, had a direct
bearing on the retrospective review process:
Between the period of the first report and the second report, the February 2003 and
the December 2004 reports, not only did we have the complaints coming through,
we had a great number of practitioners from trusts and Strategic Health Authorities
telephoning us almost on a weekly basis to say, “We are struggling with this criteria.
We are trying to do our best. Can you come down and train us? Can you tell us
what to do? Or, better still, can you come and sit on the panel and do this with us?”
Of course, we had to keep our distance from that. I think there were considerable
efforts to try to get this right, but they did not have the guidance or leadership at that
time to get it right.56
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70. Ms McHale also argued that the Department should have been more proactive in
supporting SHAs:
I think more could have been done with regard to clarification and transparency
about the definitions and the applications.57
71. The Minister told us that national criteria and guidance were not prepared after the
Feburary 2003 report for logistical reasons:
We did that because, frankly, going from 95 to one, at a time when we had this huge
review to carry out, our judgment was that it would just have been an impossible task
to do that.58
However, while we accept that carrying out the retrospective reviews entailed a significant
increase in workload for SHAs, this does not explain why the Department itself was unable
to start work on developing a single set of criteria.
72. We are concerned that it has taken so long for the Department to recognise and
address the problem of inconsistent continuing care criteria. We recommend that the
Department should consider its own internal monitoring processes with a view to
detecting problems like this at an earlier stage in future. It also seems that an
opportunity was missed, at the time of the Ombudsman’s report in February 2003, for
the Department to start work on developing an urgently needed single set of national
criteria. The Department ought to have acted sooner to develop a single set of national
criteria, and we recommend that this work be completed as a priority, within the 12
month timescale indicated by the Minister.
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5 Problems with the existing continuing
care eligibility criteria
73. The development of a single, national set of continuing care criteria presents an
opportunity not only to achieve consistency across England, but also to redesign the
criteria to address enduring problems with existing criteria. Our evidence has identified
several major concerns:
x that current criteria take insufficient account of mental health needs, particularly
disadvantaging those with dementia;
x

that criteria must take account of a wide range of needs, not only those of older people;

x that the lack of clarity about the distinction between continuing care criteria and the
criteria for assessing the RNCC must be resolved;
x and, finally, that existing criteria may not in fact be compatible with the Coughlan
judgement.

Insufficient focus on mental health needs and dementia
74. Much of the evidence we have received highlights particular difficulties around the area
of mental health, and specifically dementia, which it is estimated affects as many as 75% of
residents in care homes.59
75. The Department of Health has stated repeatedly that eligibility for continuing care is
not based on diagnosis but on need, and the Minister explained this in detail to us:
People with dementia are as entitled to NHS continuing care as anybody else.
However, the judgment has to be whether they need, in order to maintain their
condition or to improve their condition, the regular involvement of healthcare
professionals. If somebody with dementia does not need that regular involvement of
healthcare professionals, then they will fall outside the criteria for NHS continuing
care. If they do require the involvement of healthcare professionals, they will come
inside the criteria and they will get their NHS continuing care, as was the case with
Mrs Pointon. She did get for her husband NHS continuing care.60
76. The Pointon case is a helpful example, but not, as the Minister implied, of the
continuing care criteria working effectively to take account of the needs of those with
dementia, but rather of the reverse. Barbara Pointon only succeeded in securing continuing
care funding for her husband, who suffers from Alzheimer’s, after a lengthy battle which
culminated in her taking her case to the Ombudsman.
77. Mrs Pointon described her experiences to us:
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What has got to me is the notion that one size fits all. Malcolm’s assessments took
very little account of important features of dementia such as panic attacks,
hallucinations, inability to communicate or understand, and the psychological effects
of the illness. Unless you ask the right questions, you will not get the right answers in
the assessments.61
78. Upholding Mrs Pointon’s complaint, the Ombudsman concluded:
The local eligibility criteria reflected the guidance from the Department of Health,
but … the ambiguities within the criteria, particularly those referring to dementia
and sensory and/or physical disabilities, caused staff to produce inappropriate
assessments that concentrated solely on Mr Pointon’s physical needs.62
79. The current criteria for continuing care focus on the issue of stability. However,
according to the Alzheimer’s’ Society, people in the late stages of dementia are often classed
as stable and predictable and, as their condition worsens, they in fact become less likely to
qualify for NHS continuing care:
The … criteria that we are really concerned about is the one around “stable and
predictable”. It is probably the one that we get most feedback on, and anger from
carers. If you have Alzheimer’s you are going to get worse and you are going to
decline, and ultimately you are going to be in the palliative stage of dementia. Our
experience and feedback from people is that as you decline you are less likely to be
eligible for continuing care, which is not what you expect. If you are sitting very
passively or lying in a bed, you are perceived to be easier to care for. We do not agree
with that; we think you need much more intensive support to help you have a good
quality of life.63
80. Julia Cream of the Alzheimer’s Society argued that, as most nurses have very little
training in dementia, they often unable to recognise mental health needs in that group
when carrying out assessments.64 This view was endorsed by Mr Houghton of the
Ombudsman’s office:
In some cases it became obvious from looking at the nursing notes or the care home
notes, that there were, for example, regularly occurring psychological needs. With
the best will in the world, a single nurse looking alone at these may not be able to
pick these up or may not see the significance of them when seen in a pattern of
behaviour.65
81. It is not solely those with Alzheimer’s who appear to be suffering under these criteria.
According to the Motor Neurone Disease Association, existing Department of Health
guidance on continuing care clearly indicates that Motor Neurone Disease (MND) is
“exactly the type of complex, degenerative condition that the scheme is designed for, yet
61
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currently, many people with MND are unable to obtain the continuing care to which they
are entitled due to geographical variations in the interpretation and application of the
eligibility rules.” They went on to give stark examples of this:
We know of one lady who died just after being refused continuing care on the
grounds that she didn't have pressure sores or need daily visits from her GP. This
was actually because of the quality of the care she was receiving in a very good
nursing home.
There is also evidence to suggest that those people handling continuing care
applications do not have a good enough understanding of the conditions they are
likely to encounter. We are aware of cases where a request for an assessment has
been questioned because the person “only has MND”.66
82. The Parkinson’s Disease Society raised similar concerns:
Too often we receive calls and letters outlining situations where through a lack of
understanding about the impact of the disease people have been denied NHS
funding for their long term care … The fundamental problem with the NHS
continuing framework as it currently stands is that in most cases people in later
stages of progressive neurological conditions are not recognised as entitled to full
NHS continuing care … The inequality experienced by people with Parkinson’s
disease is apparent when compared to someone with a “recognised” illness.67
83. These concerns were supported by Mackintosh Duncan, a firm of solicitors who were
involved in the Coughlan case, and specialise in the law around continuing care:
We have been assisting many people with mental health difficulties and/or learning
disabilities in relation to continuing care issues. Our experience is that it is most
difficult, if not impossible, to obtain fully funded NHS care for a person with mental
health difficulties or learning disabilities unless they have the most extreme
challenging behaviour, or their mental disabilities are accompanied by physical
health needs.
There seems to be an assumption that mental health nursing or learning disabilities
nursing is ‘non medical’ due to the fact that it involves high levels of supervision, as
opposed to physical invasive treatments. 68
84. Our evidence indicates that current eligibility criteria for NHS continuing care are
heavily weighted towards physical needs, to the detriment of mental health and
psychological needs. It strikes us as perverse that, under current criteria, in the case of
Alzheimer’s Disease the further a person’s illness progresses, the less likely they are to
qualify for continuing care funding, even though they in fact need more intensive
health care to maintain a good quality of life. Sufferers from other progressive and
degenerative conditions, including Motor Neurone Disease and Parkinson’s Disease,
are similarly disadvantaged. We recommend that the Government’s new national
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eligibility criteria be designed explicitly to give the same weight to mental health and
psychological needs as to physical needs.

Flexibility to meet a wide range of needs
85. Although the majority of those receiving NHS continuing care funding are elderly
people, the issue is not confined to older people, and indeed there are several other groups
who make significant use of continuing care funding, including children, adults with
learning disabilities and mental health needs, people with chronic, degenerative conditions,
and people who are terminally ill.
86. We heard differing views about whether or not separate criteria should be established
to cater for the differing needs of different client groups. Yvonne Cox, Chief Executive of
Oxfordshire Learning Disability NHS Trust, argued that the criteria did need to be
different to take account of different needs and expectations at different stages of life, and
that current guidance took insufficient account of other needs: “the guidance is
predominantly around older people, delayed transfers and so on, and the issues those
raise.” 69
87. However, Cath Attlee of Hounslow PCT argued that the same principles of promoting
and enabling independence should be applied to older people as well as to younger adults.
Elaine McHale of the ADSS suggested that the inclusion of children within the same
framework as younger adults and older people could have a positively beneficial effect:
I firmly believe that if children were accommodated within the continuing care
policy, then you would see a different long term commissioning arrangement of
service provision, which would build for the future and contribute to the aspirations
we have around government policy.70
88. It is not appropriate to produce separate eligibility criteria to cover different client
groups. However, eligibility criteria must be able to adequately meet the needs of all
those who need continuing care, whatever their age or diagnosis, and the Government
should take account of this in developing its new national eligibility criteria for NHS
continuing care.

Confusion over the Registered Nursing Care Contribution
89. The Registered Nursing Care Contribution (RNCC) system was introduced in October
2001 on a phased basis, to transfer responsibility for funding the nursing care71 of those in
care homes to the NHS. Under the RNCC system an assessment of a patient’s nursing
needs is carried out by a qualified nurse, and a patient will be graded according to a three
banded system, which will determine the level of funding they get for their nursing care
needs:
x

low (£40pw from 1 April 2005),
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x

medium (£80pw from 1 April 2005) and

x

high (£129pw from April 2005).

90. The Department of Health has provided the following guidance for assessment for the
RNCC:
The High Band - People with high needs for registered nursing care will have
complex needs that require frequent mechanical, technical and/or therapeutic
interventions. They will need frequent intervention and re-assessment by a registered
nurse throughout a 24 hour period, and their physical/mental health state will be
unstable and/or unpredictable.
The Medium Band - People whose needs for registered nursing care are judged to be
in the medium banding may have multiple care needs. They will require the
intervention of a registered nurse on at least a daily basis, and may need access to a
nurse at any time. However, their condition (including physical, behavioural and
psychosocial needs) is stable and predictable, and likely to remain so if treatment and
care regimes continue.
The Low Band - The low band of need for nursing care will apply to people who are
self-funding whose care needs can be met with minimal registered nurse input.
Assessment will indicate that their needs could normally be met in another setting
(such as at home, or in a care home that does not provide nursing care, with support
from the district nurse), but they have chosen to place themselves in a nursing
home.72
RNCC payments are made directly to the nursing home where the patient is a resident, as
under current legislation the NHS cannot reimburse individuals directly.
91. Although the RNCC system should technically operate separately from the continuing
care system, with continuing care funding being provided to those with the very highest
needs, and the RNCC system applying to those who do not qualify for continuing care
funding but still require nursing care, the evidence we received suggested considerable
confusion and significant overlap between the two systems. This is partly because the
wording used in the RNCC criteria is almost identical to that used for continuing care. To
qualify for high band nursing care, people will need to be assessed as having an “unstable”
or “unpredictable” state of physical health. However, as people assessed as qualifying for
fully funded continuing care must also have “unstable” and “not easily predictable” health
care needs, this raises the question of whether it is possible to distinguish between high
band nursing care and continuing care funding. This confusion was raised in many written
submissions, and was also a major finding of the independent review.
92. John Pye of the Royal College of Nursing argued that the confusion stemmed from two
policies developed in isolation without adequate reference to each other:
It came along as a reaction to the long term commission. It also did not take into
account the policy we already had in place for continuing health care, and the two
72
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sides have never married up. I was listening to previous speakers about the
combinations and the relationship between the RNCC and continuing healthcare. It
was never thought about when RNCC came out, and we have ended up with two
policies and two procedures matching in everything including the words, which
places a great difficulty on us within the nursing sector and certainly within PCTs in
trying to disseminate and make decisions on who funds and who does not.73
93. This confusion was also noted by the Ombudsman in her report and, following legal
advice, her office has written to the Department to seek clarification about whether, given
the similarity of the wording used in both sets of criteria, those who have been found to
qualify for high band free nursing must in fact also meet the criteria for full funding:
It seems to us, and is supported by our legal advice, that if a person’s needs for
registered nursing care are deemed to be at high band RNCC level, it is difficult not
to say that that person should also be eligible for NHS continuing care funding, given
the similarity of the wording … it is difficult to see how a person with healthcare
needs that properly place him or her at high band RNCC would even have reached
the stage of an RNCC assessment, had he or she been properly assessed for NHS
continuing care. This is because the level of health care needs that warrant high band
RNCC would seem to be, at the least, equivalent to those that should qualify a person
for continuing care funding, if not higher. 74
94. Responding to the Ombudsman’s letter, the Department acknowledged that confusion
had arisen at a local level. Although the Department’s letter did not specifically address the
Ombudman’s argument that if a person’s needs for registered nursing care are deemed to
be at high band RNCC level, that that person should probably also be eligible for NHS
continuing care funding, given the similarity of the wording, the letter did suggest that this
confusion will be resolved in the forthcoming review:
When the Minister, Stephen Ladyman, announced the work to develop a national
framework for NHS continuing care he made it clear that this should include NHS
funded nursing care. Also the development of the Single Assessment Process, and
ensuring all aspects of care needs are taken into account through that process, has
already been identified as the way to make sure the process is handled correctly and
consistently. This will be the opportunity to clear up confusion and there could be
options for a significant change to the interface between NHS funded continuing
care and NHS funded nursing care.75
95. In oral evidence, the Minister told us that there were no plans at the moment to
integrate the two systems, although he did not rule out the possibility. However, he did
offer to ensure that, if the two independent systems remain, detailed guidance will be
issued to clarify the distinction between continuing care and high band RNCC.76
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96. It seems to us a nonsense that two separate systems exist for assessing eligibility for
fully funded NHS continuing care and for nursing care contributions as fundamentally
both systems are doing the same thing, which is determining NHS funding of ongoing
health care. We have heard from several authoritative sources, including the
Ombudsman, that the criteria for assessing eligibility for continuing care and high
band nursing care are virtually indistinguishable from each other, causing considerable
problems for those charged with applying them, and raising the possibility that, in fact,
everyone who qualifies for high band RNCC should also automatically qualify for fully
funded continuing care.
97. We are surprised that these two distinct policies regarding the funding of ongoing
health care have been developed by the same Department with seemingly no regard for
ensuring coherence or harmony between the two systems. We urge the Government to
put right this confusion and end unnecessary bureaucracy immediately. It seems to us
that the simplest way to achieve this would be to integrate the two systems. If the two
systems continue to co-exist, there must be clarification of the interaction between
them, and we recommend simplification of the banding system.

Questions over whether the criteria are actually Coughlan-compliant
98. The Law Society, Solicitors for the Elderly, and Mackintosh Duncan argued that
current criteria, both for continuing care and for nursing care contributions, set the bar too
high to be ‘Coughlan-compliant’.77
99. In 1999, the judge in the Coughlan case ruled that, as Pamela Coughlan’s needs were
primarily for health care, the Health Authority was liable to fund her entire care package –
in other words, that she should qualify for fully funded NHS continuing care. Thus the
judgment in Coughlan establishes that where a person’s primary need is for health care,
and this is more than ‘ancillary’ or ‘incidental’ to their needs for accommodation, the NHS
is responsible for the full cost of the package. Social services authorities may only purchase
nursing care in strictly limited situations, in accordance with the judgment.
100. The Department of Health subsequently issued guidance to Health Authorities asking

them to ensure their eligibility criteria were ‘Coughlan-compliant’. Mackintosh Duncan
described the test of ‘Coughlan-compliance’ very simply:
Any national framework/criteria must operate so that if Ms Coughlan were to
present herself in any area of the country, she would be eligible for fully funded NHS
continuing care.78
101. According to the Department of Health, all 28 sets of eligibility criteria now operating
are legal and in line with current guidance.79 However, Mackintosh Duncan, the Law
Society and Solicitors for the Elderly all argued that the Coughlan case would itself have
failed to meet the requirements of the guidance on eligibility criteria, as Pamela Coughlan’s
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condition was stable and predictable, but with a high level nursing care needs.80 They also
argued that, as the guidance is currently written, Pamela Coughlan would not have been
eligible for high band nursing care, or even, in all likelihood, for medium band nursing
care:
Ms Coughlan’s condition and needs were said by the Court of Appeal to fall wholly
within the funding responsibilities of the NHS. However, her particular needs are
considerably less than the majority of residents in nursing homes. Therefore,
applying the RNCC tool, Ms Coughlan would not meet the medium or high band of
RNCC, let alone the (higher) threshold of fully funded NHS care. Given the
comments of the Court of Appeal regarding her individual needs, we consider that
this has been overlooked by health authorities in developing their criteria.81
102. Mackintosh Duncan went on to assert that, accordingly, very few of the criteria
currently being used by SHAs were actually ‘Coughlan-compliant’:
We have seen many sets of eligibility criteria currently being operated. In our view,
none of those criteria are in accordance with the Coughlan judgment. In many cases,
people would be eligible only if they were near death. There continues to be a
mistaken belief that chronic health care for patients in a stable condition is no longer
the responsibility of the NHS. This was the very error which led to the Coughlan case
being brought.82
103. The Minister has stated that all 28 sets of eligibility criteria now operating are legal
and in line with current guidance. However, we have received evidence which calls this
in to question, arguing that in fact the Coughlan case itself would have failed to meet
the requirements of current eligibility criteria, either for NHS continuing care, or for
high or even medium band RNCC, as Pamela Coughlan’s condition was stable and
predictable, although she had high level nursing care needs. Mackintosh Duncan
solicitors, who specialise in continuing care law, told us that of the many sets of
eligibility criteria they have seen which are currently being used, “none of those criteria
are in accordance with the Coughlan judgment”. These are very serious charges which
the Government must answer. The new national eligibility criteria must be explicitly
Coughlan-compliant, ensuring that all people whose primary need is for health care
will receive fully funded care, even if this requires a fundamental revision of the
definitions and terminology of the criteria.
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6 Problems with current implementation of
the eligibility criteria
104. Currently, local criteria are devised by SHAs, but they are implemented by a variety of
groups. Assessments for continuing care are often carried out in an acute hospital trust,
before a patient is discharged. They may also take place in a nursing home, care home, or
in the patient’s own home. Eligibility for continuing care is meant to be assessed by a
multi-disciplinary team. Each PCT is then responsible for funding both continuing care
and the RNCC. In some areas, a panel convened by the local PCT will consider all
applications for continuing care funding after the multidisciplinary assessment, before
making a final decision about whether or not funding will be granted.
105. According to much of our evidence, translating policy into practice and ensuring that
the criteria are implemented fairly and consistently presents just as much of a challenge as
getting the criteria themselves right. Our evidence reveals as much, if not more, concern
about implementation of the criteria. These concerns centre around:
x

The slow implementation of the Single Assessment Process

x

Lack of access to assessments

x

Inequities arising from different application of criteria

x

Quality of assessment

x

The crossover with assessment for RNCC

x

PCT panels and funding decisions

x

Monitoring of implementation and assessment

The Single Assessment Process
106. The Single Assessment Process (SAP) was announced in 2000, and was a core element
of the National Service Framework for Older People published in March 2001. The
intention of a single assessment process operating across health and social care for older
people is that there should be a more standardised approach across and areas and agencies
so that older people’s care needs are assessed thoroughly and accurately, but without
procedures being needlessly duplicated by different agencies. The SAP began to be phased
in in April 2002. Guidance advised agencies to develop systems based on four broad types
of assessment:
x

Contact assessment

x

Overview assessment

x

In-depth assessment, and

x

Comprehensive old age assessment.
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107. The outcome of the assessment process should be that a care plan is drawn up in
consultation with the service user (and their carers if relevant), that sets out the objectives
of providing help and the anticipated outcomes. The assessment for eligibility for
continuing care is an integral part of the SAP, as is the determination of the RNCC for any
individuals for whom it has been agreed that admission to a care home providing nursing
care offers the best environment for meeting their care needs.
108. The Minister told us that the SAP should be the basis of all assessments for continuing
care and RNCC, and that good progress was being made in implementing the SAP: “the
single assessment process is being implemented very successfully around the country, and
it is available everywhere.”83 However, he then went on to suggest that implementation was
in fact variable, as it was “working better in some places than others”.84 He told us that any
older person being discharged from an acute ward should have gone through the SAP and
should have automatically been considered for NHS continuing care before discharge. But
his evidence suggested that this was not happening universally, as he emphasised the need
to “find a way [to] ensure that all older people undergo the single assessment process”.85
109. Our evidence suggested that the SAP is not being implemented consistently, as Jo
Peck of University Hospital Lewisham NHS Trust informed us:
Dr Taylor: Has the introduction of the single assessment process made any
difference?
Ms Peck: No, because we are not using the single assessment process across the
board yet. Actually, we have just had a case that went to panel this week in
Lewisham that had the single assessment, and it was deferred because the assessment
was not deemed appropriate; so they have now got to go back and re-assess under
continuing care.86
110. The Single Assessment Process (SAP) was intended to integrate assessment
processes across health and social care, and to ensure that all older people were given a
high-quality multi-disciplinary assessment of their needs. However, we are not
convinced that implementation of the SAP system is progressing as swiftly and
effectively as the Minister implied. We recommend that the Government takes steps to
ensure that this is addressed.

Access to assessments
111. Very worryingly, we have received evidence that many patients are not being offered
access to any sort of assessment at all. Citizens’ Advice told us:
A bureau in the North West is assisting a family whose father had become
completely dependent following a number of severe strokes. He is completely
immobile, unable to perform any tasks unaided, unable to communicate and totally
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reliant on 24 hour nursing care. The family were advised that their father would
have to be placed in a nursing home, and were told that his home would need to be
sold to fund his care. The family received no information about the assessment
process, or even whether their father had received a continuing health care
assessment.
When investigating further, it was revealed that their father had never been provided
with a continuing health care assessment. A joint assessment between the NHS and
social services had been carried out, resulting in their father being assessed as being
eligible for medium rate nursing care. The family was totally unaware of this, and
had never been informed. The family has requested a continuing health care
assessment and is awaiting a new decision. 87
112. We were also told of several similar cases. Barbara Pointon said quite simply that, in
the case of her husband,
I went for five years without knowing it existed. If you do not know it exists, then
you cannot apply for it .88
113. Pauline Thompson of Age Concern described the following story:
A friend of mine only last week was telling me, “my Mum has got to go into a
nursing home next week” – she was in hospital. I said: “Have they done a
continuing care assessment?” She looked at me blankly. “Do you know how much
nursing bands she is going to get?” Again, she looked at me blankly. So I put down a
few questions to her – “you must ask this, this and this before you agree that your
Mum can go into a nursing home” and she now has continuing care, but it was only
because she showed them the e-mail I had sent her and said, “Should I be asking for
continuing care?” The social worker said: “Oh, yes, I think perhaps you might.” It
would not have been raised otherwise.89
114. Ms Thompson went on to argue that the culture of the NHS does not promote easy
access to assessments:
If you ask for continuing care, we find that people are put off right from the very
beginning – “oh, nobody gets it in this area; you have to be nearly dead to get it”. So
right from the start you are working from a system whereby you might find that in
that case you will not bother. It is an attitude … it is a mindset at the moment within
the NHS that they are there to deal with acute services, and continuing care is
something else really.90
115. Mrs Pointon suggested that it would help if a single professional was designated
“whose responsibility it is to tell all families about the existence of continuing care.” 91
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116. We were shocked to hear that some patients and their relatives are not offered any
form of assessment for continuing care, and subsequently do not receive assessments
because they are simply unaware that continuing care funding exists, and that they
might be entitled to it. We do not think that the onus should be on patients or their
relatives or carers to request an assessment for continuing care:– all patients with
continuing needs should be offered an assessment automatically, before they leave
hospital. In developing its national framework for continuing care, the Government
must take steps to ensure that this happens. It should also give consideration to
establishing a system whereby every care setting, including NHS acute hospitals,
primary care and private nursing or residential homes, should have a nominated
individual whose responsibility it is to proactively identify all those who may need a
continuing care assessment and notify the appropriate PCT, which should have a duty
to arrange for an assessment (or re-assessment) within a specified timescale.

Inequities arising from different application of criteria
117. Several submissions have indicated that, even if criteria for continuing care are
consistent, approaches to assessment and application of those criteria are not, leading to
even wider variation. When we discussed the concept of 28 different SHAs having
different eligibility criteria, Denise Gilley of County Durham and Tees Valley SHA told us
that that view in fact over-simplified the situation: “it is to do with the assessment process.
It is not to do with 28 strategic health authorities, with all due respect, but the number of
primary care trusts and their partners, the social services departments.”92 Elaine McHale,
who is the Director of Social Services and Health for Wakefield Metropolitan District
Council as well as representing the ADSS, reported that despite a good partnership
approach between the local authorities within her SHA area, “there are differences in its
application, even though the eligibility is the same.” She went on to describe how a group
of representatives in her area still have to examine cases “to see why in Bradford you might
get continuing care with this case but, if you applied for it in Wakefield, you would not.”93
118. Help the Aged argued that in some places there was anecdotal evidence to suggest that
the methods being used to carry out continuing care assessments “raise the threshold for
eligibility even beyond that set out by the criteria themselves.”94
119. Anne Williams described the situation from a patient’s view point:
Every PCT, even though they have got the same strategic health authority criteria,
have interpreted it very differently. Every professional on the ground then
interpreted that slightly differently, and it is the one area where the public have the
least comprehension on how it is working. It is very difficult, especially if a couple
may have a parent each who is in need of continuing care, who live literally up the
road from each other but come within two different PCT areas, and they cannot
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understand at all why one will be eligible and the other one who in their minds is
more ill and therefore needs more care cannot get it. You cannot explain it.95
120. According to Martin Green of the English Community Care Association, when homes
take residents from more than one PCT or even different SHAs, it is very likely that there
will be an inconsistency of assessment between different PCTs, meaning that some people
are receiving high levels of funding and some are receiving much lower levels of funding,
even although they have the same needs. This creates serious difficulties for care homes,
which will have to find the resources to meet the needs of all residents, regardless of the
funding they are receiving.96 As Mr Green explained, this inconsistency in assessment
could lead to care homes ‘cherry-picking’ patients from certain areas, who were likely to
have received a more generous assessment:
As the demographics change, and particularly as there are more people with very
high dependencies because of Alzheimer’s disease and dementias, there will be even
more pressure on beds. The inconsistencies inherent in the processes around
assessment will then lead to some people saying “no, I am not going to have your
patient in this establishment because somebody else does a better assessment process
and is prepared to pay more for more intensive care”.97
121. Clearly, the first problem that needs to be addressed is the inconsistent approach to
assessment. It will never be possible to ensure that the implementation of criteria is
identical across the country, as Cath Attlee of Hounslow PCT argued: “You are not going
to eliminate the element of professional judgment, even if you have standard criteria across
the country. Every clinician will interpret slightly differently, and practice is changing all
the time.”98 However, with a single approach to assessment, these inconsistencies can be
minimised. Both our witnesses and our written evidence called for the Government to
develop a national system of assessment, with a single set of documentation, to ensure that
all assessments are carried out using the same nationally approved processes.
122. We have recommended the development of a single set of national criteria, which
should go some way towards ensuring that patients have the same entitlement to
continuing care funding in all parts of England. However, a single set of eligibility
criteria are only part of the solution, because, as our witnesses pointed out, even when
using the same SHA criteria, inconsistencies have still emerged with different PCTs
interpreting the same eligibility criteria differently because they have followed different
assessment processes. It is therefore imperative that the Government underpins its
national criteria with a national standard assessment methodology, building on current
best practice to develop a universal, standardised assessment process backed up by a
single set of documentation which will be applied by all Strategic Health Authorities,
PCT’s and NHS Trusts, in conjunction with local authority social services departments.
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Professional input into the assessment process
123. The Ombudsman made the damning observation that in over half the cases her Office
examined, assessments had been inadequate:
In more than half of the cases my Office examined we found that the assessments
had not been carried out properly. The problems included poor quality clinical
input to both assessment and decision making, inadequate documentation, failure to
consider changes in a patient’s health care needs over time, and lack of involvement
of, and poor communication with, patients, carers and relatives.99
124. In oral evidence, Colin Houghton of the Ombudsman’s office described some of the
poor assessment practice which he had come across:
Where people have psychological needs – I saw that you had Barbara Pointon here
last week – sometimes psychological needs are not taken into account. Other
examples are where, for example, someone will go into a nursing home, look at all
the nursing home notes, prepare a summary of their view of what that health care
portrayal presents, and then present that to the decision panel. The decision panel
will only have that summary and not the full notes, so someone is already
interpreting something before it ever gets to the panel. Those are some examples.100
125. It is clearly crucial that the appropriate people are involved in carrying out
assessments. While under the SAP every older person is entitled to a full multidisciplinary
assessment, including a representative from every discipline involved in their care, all too
often, assessments are carried out by people with insufficient expertise, particularly given
the pressure on staff to free up beds in acute hospitals:
In a large hospital setting there will be many, many beds taken, with bed-blocking
and all the rest of it, so there is a lot of pressure on the ground for the front-line staff
to get this done. Sometimes … two people will make the decision. The doctor’s
input and other professionals will come in at an after date, but that person has been
moved out of that hospital and into a situation where there is no nursing care, and to
get them out of the hospital pretty quickly.101
126. Geriatricians can also make a key input into assessments, but again, very few people
get a full assessment from a geriatrician.
127. One of the Ombudsman’s key recommendations was better training, to ensure those
carrying out the assessments have a good understanding of the processes, and also the
development of increased capacity, to ensure assessments can be carried out promptly.102
128. In developing its national assessment framework, we recommend that the
Government should include clarification about which professionals should be involved
in carrying out assessments for NHS continuing care. In line with the Ombudsman’s
99
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suggestion, the Government should ensure that there are sufficient numbers of trained
staff to carry out assessments promptly and professionally. The Government should
also develop a national training programme, which all those involved in carrying out
assessments should complete.

Review and reassessment
129. People’s needs, and particularly those of elderly people, can change frequently. Much
of our evidence highlighted difficulties in getting both RNCC and continuing care
assessments reviewed promptly. According to Ms McHale this does not always happen in
practice:
There is not a proper process for review. If you are in a nursing home and you are
on the high banding of nursing free-funded care, then if you then deteriorate into
continuing care, potentially there is not the opportunity automatically to have that
resolved. There are issues about that.103
130. Ms Attlee argued that reviews ought to be annual, and indeed that is the minimum
standard set out by the SAP:
There is a built-in expectation that a nursing review would be undertaken every year
and at any point, either the inmate or the nursing home can trigger a continuing care
assessment. Again, it may be about practice not reflecting policy.104
131. We were also told that in many circumstances annual reviews are not sufficient, with
people’s needs often changing far more frequently.105
132. The national standard assessment methodology must include flexible provision for
regular review, placing a specific requirement on the organisation providing care to
trigger a review whenever needs change. At the very minimum, all patients should be
reviewed every year, but there must be scope for reviews to be triggered as soon as they
become necessary, and for these to be carried out flexibly and promptly.

Patient and carer involvement and information
133. A key concern in our evidence was that patients and carers lacked both information
about, and involvement in, the assessment process. According to John Wheatley of
Citizens’ Advice:
It is clear to us …that people do not get enough clear information about what the
process is, what their rights are for reviews, and how the review processes are carried
out; there does … need to be an information strategy for people.106
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134. We were told by Ms Peck that patients, relatives and carers do not normally see the
assessment that goes to their local funding panel.107 However, according to Barbara
Pointon, from a carer’s point of view this is indefensible:
We are the people who see most of the patient and know their needs intimately … I
found the health assessments that were done of my husband – one of them had 14
major inaccuracies in it because I had not seen the assessment before it was sent in to
the panel, which then decided that Malcolm’s care was social; but missing from the
assessment was the fact that he had frequent fits, so how could his care be stable?108
135. The Deputy Ombudsman told us that “including the families/the carers is very helpful
and would certainly represent good practice.”109
136. Patients, carers and relatives should have automatic access to detailed information
about the assessment process, both before it begins, and during the process itself, and
we recommend that the new national standard assessment methodology includes
specific requirements in this area. Not only is full information-sharing crucial to
ensuring transparency, and useful in helping patients, carers and relatives understand
how decisions were arrived at. Patients, carers and relatives can also provide a failsafe
system for ensuring there are no inaccuracies in assessments, as they are likely to have a
better understanding of their own or their loved one’s condition than any
professionals.

RNCC overlap
137. We have already discussed the difficulties caused by the fact that eligibility criteria for
NHS continuing care and for high band RNCC are virtually indistinguishable. A further
problem related to the RNCC is the practical application of the criteria. According to our
evidence, many people treat RNCC as a ladder of eligibility which leads upwards to NHS
fully funded continuing care. In fact, this should be inverted, with the question of
eligibility for continuing care being asked before RNCC is considered. The guidance issued
by the Department of Health in August 2001 indicates that a full assessment of need should
have been carried out before any determination of RNCC is undertaken. All possible care
pathways will have been considered including whether the person's needs meet the criteria
for NHS continuing care. It is only when it is decided that they do not and that their needs
can best be met in a care home providing nursing care, that the RNCC determination
should take place. The guidance states categorically:
Remember that the person's eligibility for NHS continuing care should be considered
once assessment information has been evaluated and an appropriate care plan is
being considered. If your examination of all the patient information leads you to
think that in fact this person does meet the criteria for NHS continuing care (that is,

107

Q172

108

Q127

109

Q215

40

their needs appear significantly greater than the high band of nursing need and their
primary need is for health care) the case should be re-directed.110
Even this guidance, with its reference to the NHS continuing care criteria in comparison to
the high band RNCC, could be open to misinterpretation.
138. Anne Williams of Citizens’ Advice described how, in practice, people involved in
assessments carry out the RNCC assessment first, using that system as an ascending ladder
towards continuing care. This means that, if a person is assessed as requiring registered
nursing care, they are denied access to consideration for continuing care funding, even
though they may have significant health care needs which are not picked up by the RNCC
assessment, which is concerned solely with registered nursing needs, and not with wider
health care needs:
We see a lot of cases where, regardless of how many toolkits people are given or
criteria, the practice still regularly occurs where people do the RNCC banding; and
then, because you are not getting the highest level you do not get the continuing care.
When we get involved and asked the date of the continuing care assessment, they
were all done at the same time by the same people, and because you have not got the
highest level of nursing care, which has been explained is very difficult – we had a
client who was unfortunately in the very last stages of the Parkinson mask, which
means that their condition is very, very stable and they are very, very rigid, so they
are not qualified for the highest level of nursing care. The fact that that person has
huge nursing care needs means that they do not qualify for the highest level of
nursing care because they are not unstable, and therefore that particular client was
refused continuing care. When we got involved and started to ask when they started
to do the continuing care assessment - luckily it has now been awarded.111
139. According to Mrs Pointon, one reason for this may be lack of understanding amongst
the people carrying out the assessments:
I would say anecdotally that although I asked Malcolm to be assessed against the
continuing care criteria twice he was assessed against the RNCC, and so even when
you ask for it – I think there is confusion among some of the professionals actually,
who do the assessments.112
140. Ms McHale also agreed that there was a strong need to “re-emphasise the requirement
for the continuing care assessments to be done, first and foremost.”113
141. Despite the Department of Health’s guidance that assessment for continuing care
must always be carried out first, and RNCC assessment only carried out if the patient is
deemed to be ineligible for NHS continuing care, the evidence presented to this inquiry
indicates that in practice RNCC assessments are often carried out first, with the result
that patients may not get the funding they need because they have been inappropriately
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assessed through the RNCC framework alone. In the light of our previous
recommendations concerning the confusion and overlap between the separate systems
for continuing care and RNCC, the Government must develop an integrated system
which will eliminate much of this confusion. The national standard assessment
methodology must provide detailed guidance on how, and in what order, patients’
needs should be assessed.

Monitoring of the application of criteria
142. To ensure that new national criteria are applied fairly and consistently across the
country, that all those who need assessments have access to them, and that assessments are
carried out to a high standard, monitoring will be crucial, as Denise Gilley told us:
It is about monitoring them and their consistency of decision-making and making
sure that people who are assessing and people who are deciding are doing that in a
consistent and transparent way. 114
Ms Attlee agreed:
You have a multidisciplinary team doing the assessment; another multidisciplinary
panel validating that assessment locally; and then a strategic health authority-wide or
higher level authority validating across the board, so that you are constantly doing
that cross-checking … It is important that in any system we implement you build
those checks and balances in.115
143. In oral evidence to us, SHAs told us they had some systems already in place to
monitor decision-making in this area, but they seemed to be at a relatively early stage in
development, and to vary between regions.
We do have a software programme…It does exist and it does work but it does not
give us the level of data extraction that we would like. It is the beginnings of
something. 116
We are probably not quite at the stage of having the electronic data but we are
looking at similar issues around placement and getting the financial information …
We also have the SHA panel which sees cases. We have been using the panel’s test
for consistency of decision-making across primary care trusts. We are also looking,
as part of the training for assessors, at possibly assessing sample anonymised cases to
check that the same results come out. 117
144. Monitoring is vital to ensure consistent decision-making in continuing care
assessments. However, monitoring systems do not yet appear to be very well developed,
and we urge the Government to ensure, as part of the national framework for
continuing care, that robust, consistent systems are put in place throughout the
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country to monitor the implementation of the new national eligibility criteria and the
national standard assessment methodology.

PCT panels and funding decisions
145. The division of health and social care funding inevitably gives rise to tension between
PCTs and Local Authorities over who funds care. This issue caused our witnesses
considerable concern. One Local Authority guidance note stated: “From a social services
perspective, it is not about merely cost shunting on to the NHS. What we are trying to do
is to ensure that our monies are targeted at those to whom Social Services are responsible
for providing a service.”118 By the same logic, although it is unlikely to be stated policy,
PCTs are obviously financially advantaged if people are not assessed as requiring fully
funded NHS continuing care. Ms Attlee acknowledged that financial constraints can have a
bearing on the process: “I am not saying it never happens. Certainly PCTs have financial
problems and that has a bearing effectively on how things are implemented.”119According
to the ADSS, this is a real problem:
There is a big element of difficulty facing primary care trusts in balancing their
budgets and dealing with the demands that continuing care can make. We have
done some surveys of local authorities. We know there is at least one PCT which has
a cap on how much per person they will give towards care.120
146. Our evidence suggested that some, although not all, PCTs operate funding and review
panels to approve and review decisions on funding for continuing care. According to the
RCN, PCT panels frequently make decisions on cost rather than clinical grounds:
Once a nursing assessment is carried out to determine a patient’s eligibility for NHS
continuing care funding, recommendations are made to a funding panel. RCN
members advise us that in some instances, panels are overturning recommendations
made by nursing staff because of local financial constraints. Our members are
concerned that access is being driven by budgetary concerns rather than need which
is both demoralising for staff and upsetting for patients. The RCN has been advised
by a local practitioner that in one locality in the East of England social services staff
are advised not to apply for funding for their clients as it is not available. Elsewhere,
experienced clinicians report that their clinical assessment is overturned by panels
with no explanation being offered to either the clinician or the patient.121
147. The Minister confirmed that the development of a national framework will address
the role and constitution of PCT review and funding panels.122
148. Much of our evidence concerned PCT review and funding panels, and indicated
that, where these exist, decisions are often driven by budgetary concerns rather than
patient need, and clinical assessments are overturned without explanation. This should
118
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not be allowed to continue, and we are pleased that the Minister confirmed that the role
and constitution of funding panels will be addressed within the forthcoming national
framework for continuing care. While there is clearly a need for PCTs or SHAs to
review local decisions to ensure consistency and quality of assessment, we question the
need for a PCT panel to validate all eligibility decisions, as we are concerned that panels
will serve a gatekeeping function to manage demand on PCT financial resources.
Eligibility criteria and related assessments must be based on the needs of the individual,
and must not take account of the financial consequences. We therefore recommend the
new national framework should stipulate that PCT panels must only be used to assess
cases where patients have appealed against a decision, not as a final process through
which all clinical assessments must be ratified, and that the membership of continuing
care panels should include appropriate clinical expertise, rather than clinical decisions
being made by Directors of Finance.

44

7 Retrospective review of funding decisions
149. Following the Ombudsman’s recommendation in February 2003 that the NHS should
carry out retrospective reviews of continuing care funding decisions, according to the
Department’s figures, nearly 12,000 retrospective reviews have been carried out, with 20%
of these resulting in partial or total NHS funding for the patient. The Department of Health
has stated that the NHS expects to pay a total of £180 million in restitution.

The Ombudsman’s concerns about the review process
150. In a follow-up review published in December 2004, the Ombudsman made several
criticisms of the process of reviewing past funding decisions. The first of these was that
there had been an inconsistent approach to reviews:
In April 2003 the Department of Health issued a suggested procedure for carrying
out the retrospective reviews. Some primary care trusts were unaware of it, local
expertise in continuing care was sometimes limited and support from the
Department was often lacking. Many NHS bodies made considerable efforts to carry
out the reviews robustly and fairly. But the complaints to us show that there was
significant variation in the way NHS bodies approached reviews and that in some
cases they were poorly carried out.123
151. The Ombudsman went on to argue that “adequate explanations of the purpose of the
reviews, and training for assessors and panel members, were either patchy or nonexistent”.124
152. The Ombudsman also highlighted delays in the process which were caused by
insufficient NHS capacity to carry out the reviews within the Department’s initial
timescale. In oral evidence, Trish Longdon, the Deputy Ombudsman, told us:
We were concerned that we were misled as to the timeliness of reviews – and, indeed,
we then asked complainants to rely on those commitments that were given. So we
share your concern that commitments were given and we therefore then said to a
complainant, “You should go back to your SHA and it will all be completed by ….” –
December/April/July – and therefore we are very, very concerned that we had
assurances on which we relied which affected people.125
153. According to the Ombudsman, “local capacity to deal with the demand for
retrospective reviews was severely restricted in places, contributing to considerable delays
in starting on them.”126 Age Concern also told us that where people had been awarded a
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retrospective award, there have sometimes been problems with delays in the payments
being made.127
154. Another key concern about the retrospective review process centres on the lack of
communication with patients and relatives:
Variable communication with, and involvement of, patients and relatives: some NHS
bodies have made considerable efforts to communicate effectively throughout the
process. Others have done less than the bare minimum, for example sending oneparagraph rejection letters with little reasoned explanation of decisions.128
155. Citizens’ Advice gave a very worrying example of the difficulties faced by patients
seeking restitution:
A CAB adviser in the south west who accompanied a client to a review, commented
that it felt as if the balance was firmly tipped against the client. There was no
guidance to help people interpret the criteria so that they knew what were the key
points of their case which they should emphasise. In addition the local review officer
had prepared a written report which was copied to the eight panel members but not
to the patient until the adviser requested it.129
156. We are concerned at the reports we have received from many of our witnesses
identifying significant problems with the retrospective review process. These included
delays, poor communication with patients and relatives, and lack of Government
support and guidance for those carrying out the reviews. We urge the Government to
ensure that, in any future reviews, lessons are learnt from shortcomings in the review
process identified by the Ombudsman’s 2004 report and the independent review
commissioned by the Department of Health.

Has every case that should have been reviewed been identified?
157. In addition to inconsistency, delays, and poor patient involvement in the retrospective
review process, our evidence suggests that all those potentially entitled to restitution may
not, in fact, have been offered a review. This difficulty stems from the fact that, rather than
proactively trawling their records for people who might have been wrongly assessed and
making contact with them, SHAs relied on local publicity campaigns to encourage people
who might be entitled to a review to contact them.
158. The independent review quotes a respondent as saying that “the publicity machine has
worked extremely well for those who know how to use it and how to write letters”.130 A
similar comment was made by the Royal College of Physicians of Edinburgh: “We would
echo the experience that the articulate and intelligent are more likely to obtain ‘free’ care
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through their advocacy and those who are most disadvantaged are least likely to benefit
from the review system.”131
159. Denise Gilley of County Durham and Tees Valley SHA told us that her organisation
had used local advice agencies, and also that in her area word of mouth and local networks
had worked well:
We did have one instance where somebody who was a regular attender at the local
working men’s club then told everybody about the payment, and the primary care
trust in Easington were then contacted by the club’s secretary, who asked if we would
like to look at all of these others. The point I am making, apart from the fact that it is
amusing, is that it did pick up some other people who were family people who
should have been funded.132
160. However, although some local organisations have been very effective in informing
people of the review, they do not guarantee universal coverage: Ms Gilley told us that the
SHA had established links with the Easington working men’s club but, “obviously, we were
unable to replicate that across all of the working men’s clubs in County Durham and Tees
Valley.” 133
161. Age Concern told us that it had “concerns about the robustness with which some
strategic health authorities have trawled”,134 and these concerns were echoed by the
Ombudsman:
We have some concerns about everybody who needed to know having been captured
by the publicity.135
162. When we put this to the Minister, he told us that he was satisfied that the trawl
arrangements had been thorough enough:
Certainly we did ask strategic health authorities to carry out a trawl of people who
they think might have been wrongly assessed and they should have done it
automatically. I would be surprised if we have caught everybody in the net, but we
tried … instructions were given to carry out a trawl to try and do it as well as we
could, but this is an imperfect world.136
163. We were concerned by many witnesses’ doubts that SHAs’ review processes had
succeeded in identifying all those who might have been wrongly assessed, and in
particular that publicity campaigns had favoured the articulate and well informed.
When we put this to the Minister, he responded that SHAs had ‘tried’ to do the trawl as
well as they could, but that ‘this is an imperfect world’. The Government should have
instructed SHAs to proactively search their records to identify potential cases
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themselves, rather than relying on publicity and word of mouth to encourage claimants
to come forward. We would urge the Government to endeavour to continue to identify
people who might have been affected.

Problems with record keeping
164. An enduring theme throughout our evidence was the poor quality record keeping,
and in some cases, absence of records. This has caused considerable problems in carrying
out retrospective reviews. According to the independent review, the quality of individual
case records varied from very bad to excellent. Instances were frequently cited where
records were undated, unsigned, or contained nothing of any relevance to the needs of the
resident, and where residents’ notes were frequently in the wrong files. In a few instances
there were situations in which records were not contemporaneous and had clearly been
created for the purpose of the review.137
165. Michael Young of North West London SHA argued that the lack of records, and
difficulty in accessing records had not been anticipated by SHAs.138 Cath Attlee of
Hounslow PCT told us that although problems with record keeping were not evident
everywhere, there were “examples across the board” in all types of care settings, not only
residential care homes.139
166. Anne Williams of Citizens’ Advice also argued that in carrying out the reviews, some
SHAs had been inflexible in the types of records they would accept as evidence, refusing to
accepting evidence from carers, or even GPs or hospitals records, and instead would accept
only the “written contemporaneous records of the nursing care that was given at that time”
that was prepared by the care home. As some nursing homes have closed down, this creates
an impasse, where the case “just sits on a desk and it is very difficult to get it moved
forward”.140
167. The retrospective review process has brought to light serious shortcomings in the
quality of information and record-keeping in assessments and in on-going care
management. Not all records can be kept indefinitely, and we do not want to impose an
intolerable burden on NHS organisations and care homes. However, clearer guidance
on what should be kept and how long for is clearly needed, and we therefore
recommend that the national framework for continuing care should provide detailed
guidance on this. Because of the difficulties in obtaining contemporaneous nursing
records, we also recommend that SHAs who are still involved in the retrospective
review process should adopt a more flexible approach to the types of evidence they will
consider, including carer evidence, and GP and hospital records.

Restitution or compensation?
168. SHAs told us that in accordance with Department of Health guidance, they had made
restitution payments to people wrongly denied continuing care, based on the actual costs
137
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they incurred adjusted for inflation, but not compensating them for any other losses they
might have incurred, for example if people sold their homes, or had to give up jobs to care
for relatives.141
169. However, in her memorandum the Ombudsman stated that it is her principle that
“where funding was wrongly withheld, the individual, or their estate, should be put back in
the position they would have been in had the maladministration not occurred”142. The
Ombudsman has received many cases claiming compensation for sale of houses or for loss
of earnings, and is currently taking these forward with the Department rather than with the
individual SHAs or trusts involved.
170. The Minister argued that the Government’s policy was based on the approach that
“would have been arrived at by the Courts”. He argued that providing people with
compensation on the grounds that their house, had they not sold it, might have increased
in value, could give rise to increasingly ambitious financial claims based on entirely
hypothetical arguments, and also pointed out that, when people were made retrospective
payments for continuing care, they were not required to pay back any benefits they
received at the time, to which they would not have been entitled had they been receiving
continuing care.143
171. It is beyond the scope of this inquiry to address the question of whether people
wrongly denied continuing care should be given compensation for house sales and loss
of earnings as well as simple restitution for the actual money they spent. However, the
Ombudsman has raised this as a serious concern expressed in a number of complaints
she has received. We urge the Government to liaise with the Ombudsman on this issue
to attempt to agree a common position. Where appropriate, complainants should have
access to adequate legal advice.
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8 Wider issues concerning the continuing
care and RNCC systems
172. In addition to concerns about eligibility criteria and their implementation, several
wider issues concerning the continuing care system and the RNCC system have been
raised in our evidence, which the Government must take account of in its review of
continuing care. The first is that under the current system it is difficult to obtain
continuing care funding for care at home, and patients cannot have the flexibility of direct
payments. Secondly, we have been told that both systems have perverse incentives which
promote increased dependency rather than independence. Finally, our evidence also
suggests that Government contributions towards care, whether continuing care or nursing
care, may not directly benefit the patient at all, and may, in some circumstances, positively
disadvantage them.

Lack of flexibility in the delivery of continuing care
173. One of the advantages of the large-scale closure of long-stay NHS wards and hospitals
was that it encouraged more people to live, and to be cared for, in their own homes. As the
Minister pointed out, this is the preference of the vast majority of older people. Guidance
has repeatedly emphasised that continuing care can be delivered in any setting, including
patient’s own homes. However, in practice it can prove difficult to secure full NHS
continuing care funding for patients being cared for at home. Pauline Thompson of Age
Concern explained the problems this causes:
There seems to be a mindset that you can only get fully-funded NHS care in a
nursing home, whereas it is quite clear in the guidance that you can get it anywhere.
Only last week, I had somebody who rang me up who was told that if they went into
a nursing home, they would have the care package fully funded by the NHS, but if he
went home the personal care would have to be funded by social services; therefore he
would have to pay.144
174. It is possible to provide NHS continuing care to people in their own homes, but it
involves a creative interpretation of the law. This issue was particularly highlighted by the
Pointon case, where Malcolm Pointon had been benefiting from direct payments to
support his highly personalised and successful arrangements for care at home, but these
arrangements were then jeopardised when he was granted fully funded continuing care, as
the NHS is legally unable to make direct payments. In Barbara Pointon’s view, the single
measure that would most improve the continuing care system would be the introduction of
direct payments.145 The Minister told us how health officials and local council officials had
worked together innovatively to interpret existing legislation in order to enable Mrs
Pointon to provide for her husband’s care as she had done before he became eligible for
NHS continuing care. According to the Minister, “the question is whether we should be
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expecting people to work innovatively in order to get round the law, or whether we should
just change the law”.146
175. We recommend that within its review of continuing care, the Government should
take steps to enable continuing care to be delivered more flexibly than is currently the
case. Care should be organised according to a person’s needs, and the funding system
should recognise that an institutional setting is not the only, and may not be the best,
place for these needs to be met. The Green Paper on Adult Social Care attaches
particular importance to the development of direct payments and to giving people
greater autonomy in making care arrangements. We welcome this, and urge the
Government to consider ways in which the care arrangements supported by direct
payments can be maintained if people are re-assessed as having health care needs.

Perverse incentives towards increased dependency
176. Several submissions drew attention to the perverse incentives within the RNCC
system. The RCN argued that a major problem with the current system is that it may in
fact promote increased dependency:
Similarly there is a need for the eligibility criteria themselves to be reformed so as to
reflect a change in emphasis to rehabilitation and re-enablement. Currently, the
criteria focus on the level of a patients’ dependency. This creates a perverse incentive
whereby if a patient’s condition improves, the level of funding available decreases.
Best practice in nursing older people is based on a rehabilitation/re-enablement
approach to care. Criteria which emphasise rehabilitation and re- enablement would
ensure that patients receive nursing and therapy services which aim to promote
abilities, enhance quality of life and in the longer term may well result in the need for
less care services.147
177. If a home succeeds in achieving a degree of rehabilitation for residents and improves
their quality of life, it will often find itself financially penalised when residents who have
regained some independence subsequently have their RNCC banding revised downwards,
reducing the payments made to the home. This acts as a perverse incentive, and may deter
homes from providing intensive rehabilitation to patients. If a patient then regains
independence and their RNCC funding is reduced, their care home may consequently
devote less nursing time to them, when actually ongoing high quality nursing care is
needed to maintain their independence.
178. John Pye of the RCN expanded on this in oral evidence, drawing on examples from
his own practice:
We have a number of patients who we have assessed using the RNCC and those
assessments were made on the wards in hospitals and were high bands. We placed
them into our local nearby nursing homes where they have very good care, and their
dementia has been treated accordingly. They are now improving substantially, and
we have now gone in and re-banded those patients and given less finance to the
146
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nursing home to look after them, which has a massive detrimental effect both upon
the individuals themselves potentially but also on the business of the nursing home
to try and maintain the same level of standards which they wish to have.148
179. When we put this to the Minister, he seemed unaware of the specific problem with the
RNCC, although he recognised that one of the problems of the wider social care system
was that it promoted dependency:
Chairman: The RCN said, “Currently the criteria focus on the level of a patient’s
dependency. This creates a perverse incentive whereby if a patient’s condition
improves the level of funding available decreases.” Is that something that you are
conscious of and is it something that you might be able to address?
Dr Ladyman: I had not thought about it in those terms, but what I am absolutely
committed to is helping people maintain their independence. I believe that the way
we have adult social care and some aspects of health care structured in this country at
the moment encourages dependency instead of independence.149
180. We were deeply concerned to hear that the RNCC framework has inbuilt perverse
incentives which reward dependency rather than rehabilitation and independence.
Homes that are able to provide nursing care which successfully achieves rehabilitation
for residents and improves their quality of life often find that they are penalised, as
those patients then have their RNCC bandings reduced, and consequently payments to
the home are reduced. This fails to recognise that it is precisely the level and quality of
nursing input which enables individuals to be maintained at a higher level of
independence and that this is jeopardised by reducing the RNCC payment. Conversely,
homes that fail to provide sufficient nursing inputs to improve the health and wellbeing of residents will often have them assessed at higher bandings because of their
resulting dependency, which may in fact reward poor care practices. The Minister told
us that he was “absolutely committed to helping people maintain their independence”.
If this is the case, the Government must fundamentally redesign the RNCC and
continuing care funding systems so that they have inbuilt incentives which reward high
quality care rather than penalising it.

Does the contribution benefit patients?
181. During our inquiry into Delayed Discharges, the then Minister (Jacqui Smith) and the
Chief Inspector of Social Services (Denise Platt) both suggested that the money provided
through the RNCC should directly benefit the residents for whom it was intended.150
However, our evidence suggests that when people are awarded RNCC payments, some
homes then increase their charges to residents by sums at least equivalent to the RNCC
payments, leaving the resident no better off. Pauline Thompson of Age Concern gave us an
example of a man whose wife was moving into a care home who was initially told that the
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fee would be £450 a week, and then when it transpired that she would be receiving RNCC
funding of £125 per week, the fees went up by about £125.151
182. The Minister told us he had “no doubt” that “some nursing homes have put their fees
up in order to exploit self-funders”.152 However, he stated that as “Nursing care is delivered
free by the National Health Service and we reimburse nursing home owners for it”, no one
should be charged for nursing care, and patients and their relatives should ask for itemised
bills to ensure that they are not being charged.
183. In fact, the RNCC band payments, which are established nationally, do not directly
relate to the nursing care needs of an individual, or their actual costs. The bands have no
relationship to the amount of time a registered nurse will actually need to spend with an
individual, and also have no bearing on the nurse staffing levels required by the
Commission for Social Care Inspection (CSCI) as a condition of registration of the home.
Independent studies have demonstrated that across England as a whole, the average gap
between actual fees paid to homes, including the RNCC element, and the fair fee for homes
which are fully compliant with CSCI staffing regulations, is of the order of £127 per week
for nursing care.153
184. It follows that the additional costs of nursing care must somehow be recovered by care
homes. The Minister’s comment that no one should be charged for nursing care does not
adequately reflect the current realities of the situation. Either the real costs are shown on an
itemised account, or they are included under euphemisms such as “extra – personal care”.
As Martin Green of the English Community Care Association told us, “we need to get this
assessment process really clear so that there is a robust and accountable approach for both
the care needs, but also what those care needs cost”.154
185. There is also anecdotal evidence to suggest that if a self-funding resident in a care
home becomes eligible for continuing care, because of current rates of NHS continuing
care funding, the home may face a drop in the fees paid and the resident may have to move
to less expensive accommodation, or be asked to top up the NHS contribution to their care
costs. Ms Thompson described the problem to us:
We have had people who were told – because there is no choice of accommodation
in the NHS in the same way as there is in the social services clients – when they were
first thinking about asking whether or not they should get full funding, that they will
not be able to stay in the same home. That, I find, really worrying because it meant
that some people were still paying for their care who could probably well be being
fully funded who have to decide that because of this risk of them having to move they
will not apply for it. I have had cases where the person has been found to be needing
full funding, and the particular home was more expensive than the NHS was
prepared to pay 155
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186. If this is happening, it could also potentially lead to care homes being less willing to
seek continuing care assessment for residents if their condition deteriorates and their needs
increase.
187. Despite the fact that Ministers have claimed that the value of the RNCC should be
passed on to residents, we have received evidence which indicates that homes habitually
increase their charges to residents by sums equivalent to the RNCC payments, which
leaves the resident no better off. We urge the Government to take positive steps to
ensure that the value of the RNCC payment is passed on to residents; it is unacceptable
for Ministers to state that this should not be happening but to do nothing to prevent it.
188. In addition to this, we have also received anecdotal evidence suggesting that if a
self-funding resident in a care home becomes eligible for continuing care, because of
current rates of NHS continuing care funding, the home may face a drop in the fees
paid and the resident may have to move to a different care home, or be asked to top up
the NHS contribution to their care costs. Not only does this present huge upheaval for
residents, potentially forced to move from familiar surroundings to a different care
home which is not their first choice, it could also mean that care homes are less likely to
request continuing care assessments for their residents (particularly for those who are
self-funding) if their condition worsens. We recommend that, as part of its review of
continuing care, the Government investigates this apparent perverse outcome of its
continuing care policy.
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9 Conclusions
189. The funding of long term care is a policy area which has, for over ten years, been
characterised by confusion, complexity and inequity. Despite the considerable
investment by Government in recent years in researching, reviewing and changing
systems for the funding of long term care, it seems we are no closer to a fair and
transparent system that ensures security and dignity for people who need long term
care, and which promotes their independence.
190. The artificial barriers between health and social care lie at the heart of the
problems surrounding access to continuing care funding, and we believe that it will be
impossible to resolve these problems without first establishing a fully integrated health
and social care system. We have therefore recommended, as this Committee and its
predecessor Committees have done on numerous previous occasions, that the
Government removes the structural division between health and social care.
191. Recognising that this radical reorganisation will take time, we have also made a
number of recommendations for the Government’s forthcoming national framework
for NHS continuing care. The framework should include:
x

the establishment of a single set of national criteria for continuing care, which takes
account of psychological and mental health needs as well as physical, and which
must be fully Coughlan-compliant

x

the integration of the two parallel systems for funding continuing care and nursing
care, as overlap is currently causing major confusion

x

the establishment of a national standard assessment methodology to ensure
assessments against national criteria are carried out robustly and uniformly across
the country, supported by a national training programme

x

the redesigning of the system for funding continuing care and nursing care, so that
rather than rewarding dependency, as the system currently does, the system has
inbuilt incentives which reward high quality care and promote rehabilitation and
independence

x

the introduction of greater flexibility in funding for NHS continuing care, to enable
people to be cared for more easily in their own homes, where that is their preference
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Conclusions and recommendations
1.

In its forthcoming review of the system of NHS continuing care funding, it is vital
that the Government draws on the views and experiences not only of NHS bodies
and local authorities, but also of patients, carers and professionals. We therefore
recommend that the Government’s review of continuing care funding arrangements
take the form of a full, formal public consultation, in line with Cabinet Office
recommendations. (Paragraph 21)

2.

In recent years, in inquiries addressing as diverse a range of issues as the health needs
of children and young people, inappropriate use of NHS acute beds, elder abuse and
care for the terminally ill, this Committee and previous Health Committees have
time and again been confronted by the problems caused by the current division of
systems for funding and providing health and social care. Nowhere are these
problems more evident than in the area of funding for continuing care, an area in
which confusion has reigned for over ten years, resulting in frustration for health and
social care professionals, and suboptimal care and financial hardship for some of our
most vulnerable populations. (Paragraph 40)

3.

In practice the boundary between the two services has shifted over time, so that the
long term care responsibilities of the NHS have reduced substantially, and people
who in the past would have been cared for in NHS long stay wards are now often
accommodated in nursing homes. This means that responsibility for funding long
term care has to a major extent been shunted from the NHS to local authorities and
individual patients and their families. (Paragraph 41)

4.

The question of what is health and what is social care is one to which we can find no
satisfactory answer, and which our witnesses were similarly unable to explain in
meaningful terms. The policy division between health and social care lags far behind
practice in a number of areas, where, born of necessity, health and social care
professionals have commendably developed innovative joint working practices. We
welcome these developments and the use of pooled budgets and other flexibilities,
which are beginning to break down the division between health and social care.
(Paragraph 42)

5.

Debates about where the boundary between health and social care should be drawn
have been complicated by further debates around the definitions of ‘personal care’
and ‘nursing care’, and have led to the absurd position where carers providing
complex medical support for their loved ones are denied fully funded continuing
care at home because they are not registered nurses. If the same care were to be given
by a registered nurse, it would be regarded as nursing care and fully funded. Barbara
Pointon, caring for her husband who has Alzheimer’s, argued that in her experience
the struggle to establish who should fund care has eclipsed the crucial issue of the
patient’s actual needs. She also emphasised that from a patient and carer perspective,
‘care is care is care, whether you are talking about someone who is unable to dress
themselves or about palliative care’. (Paragraph 43)
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6.

We are convinced that so long as there are two systems operating according to quite
different principles, the highly controversial issue of which patients qualify for fully
funded NHS care, and which have to contribute some or all of the costs of care, will
remain. We strongly recommend that the Government remove once and for all the
wholly artificial distinction between a universal and free health care service operating
alongside a means-tested and charged for system of social care. (Paragraph 44)

7.

During this inquiry, we have heard renewed calls for personal care to be provided
free of charge, which would be a way, to use the Minister’s phrase, of resolving many
of the difficulties arising from the boundary between health and social care “at a
stroke”. However, the Minister stated categorically that the Government will not
reconsider this option, arguing that it would be financially “unsustainable”. While we
have not focussed in depth on this issue during this inquiry, we dispute the
Minister’s argument that funding personal care would be financially “unsustainable”.
It is clearly for Governments to decide their own spending priorities – however, we
maintain that with political will, the resources could be found to fund free personal
care. Moreover, the costs of providing free personal care need to be offset against the
current administrative costs associated with policing the divide between health and
social care. We recommend that debate in this area is informed by the outcome of
the Kings Fund study into future social care resource requirements which is
currently being undertaken by Sir Derek Wanless. (Paragraph 52)

8.

We recognise that a unification of all health and social care responsibilities would
require primary legislation which is not an early prospect, and we have therefore
framed our subsequent recommendations about continuing care in the context of today’s statutory provisions. However, we urge the Government to accept our central
conclusion that removing the structural barriers between health and social care is the
only way to satisfactorily address these, and a great many other problems, in the long
term. (Paragraph 53)

9.

The NHS has an urgent need for a single, universal set of national eligibility criteria
for continuing care to end the inequities and inconsistencies that have developed as a
result of the current system. It is unacceptable that in one part of the country a
person with a specific set of care needs would be assessed as qualifying for fully
funded NHS continuing care, while a person with identical needs living in a different
part of the county would be deemed ineligible, and would potentially have to fund all
or part of their care from their own means. We welcome the Minister’s aim of
addressing this problem, and we welcome his conviction that the current review will
result in the development of a single set of national eligibility criteria. However, he
was not able to give us a categorical assurance on this point. A single, national set of
eligibility criteria for NHS continuing care is crucial to ensure coherence and equity,
and we urge the Government to ensure that a single set of national eligibility criteria
is developed. (Paragraph 69)

10.

We are concerned that it has taken so long for the Department to recognise and
address the problem of inconsistent continuing care criteria. We recommend that
the Department should consider its own internal monitoring processes with a view
to detecting problems like this at an earlier stage in future. It also seems that an
opportunity was missed, at the time of the Ombudsman’s report in February 2003,
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for the Department to start work on developing an urgently needed single set of
national criteria. The Department ought to have acted sooner to develop a single set
of national criteria, and we recommend that this work be completed as a priority,
within the 12 month timescale indicated by the Minister. (Paragraph 74)
11.

Our evidence indicates that current eligibility criteria for NHS continuing care are
heavily weighted towards physical needs, to the detriment of mental health and
psychological needs. It strikes us as perverse that, under current criteria, in the case
of Alzheimer’s Disease the further a person’s illness progresses, the less likely they are
to qualify for continuing care funding, even though they in fact need more intensive
health care to maintain a good quality of life. Sufferers from other progressive and
degenerative conditions, including Motor Neurone Disease and Parkinson’s Disease,
are similarly disadvantaged. We recommend that the Government’s new national
eligibility criteria be designed explicitly to give the same weight to mental health and
psychological needs as to physical needs. (Paragraph 84)

12.

It is not appropriate to produce separate eligibility criteria to cover different client
groups. However, eligibility criteria must be able to adequately meet the needs of all
those who need continuing care, whatever their age or diagnosis, and the
Government should take account of this in developing its new national eligibility
criteria for NHS continuing care. (Paragraph 88)

13.

It seems to us a nonsense that two separate systems exist for assessing eligibility for
fully funded NHS continuing care and for nursing care contributions as
fundamentally both systems are doing the same thing, which is determining NHS
funding of ongoing health care. We have heard from several authoritative sources,
including the Ombudsman, that the criteria for assessing eligibility for continuing
care and the high band nursing care are virtually indistinguishable from each other,
causing considerable problems for those charged with applying them, and raising the
possibility that, in fact, everyone who qualifies for high band RNCC should also
automatically qualify for fully funded continuing care. (Paragraph 96)

14.

We are surprised that these two distinct policies regarding the funding of ongoing
health care have been developed by the same Department with seemingly no regard
for ensuring coherence or harmony between the two systems. We urge the
Government to put right this confusion and end unnecessary bureaucracy
immediately. It seems to us that the simplest way to achieve this would be to
integrate the two systems. If the two systems continue to co-exist, there must be
clarification of the interaction between them, and we recommend simplification of
the banding system. (Paragraph 97)

15.

The Minister has stated that all 28 sets of eligibility criteria now operating are legal
and in line with current guidance. However, we have received evidence which calls
this in to question, arguing that in fact, the Coughlan case itself would have failed to
meet the requirements of current eligibility criteria, either for NHS continuing care,
or for high or even medium band RNCC, as Pamela Coughlan’s condition was stable
and predictable, although she had high level nursing care needs. Mackintosh Duncan
solicitors, who specialise in continuing care law, told us that of the many sets of
eligibility criteria they have seen which are currently being used, “none of those
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criteria are in accordance with the Coughlan judgment”. These are very serious
charges which the Government must answer. The new national eligibility criteria
must be explicitly Coughlan-compliant, ensuring that all people whose primary need
is for health care will receive fully funded care, even if this requires a fundamental
revision of the definitions and terminology of the criteria. (Paragraph 103)
16.

The Single Assessment Process (SAP) was intended to integrate assessment processes
across health and social care, and to ensure that all older people were given a highquality multi-disciplinary assessment of their needs. However, we are not convinced
that implementation of the SAP system is progressing as swiftly and effectively as the
Minister implied. We recommend that the Government takes steps to ensure that
this is addressed. (Paragraph 110)

17.

We were shocked to hear that some patients and their relatives are not offered any
form of assessment for continuing care, and subsequently do not receive assessments
because they are simply unaware that continuing care funding exists, and that they
might be entitled to it. We do not think that the onus should be on patients or their
relatives or carers to request an assessment for continuing care:– all patients with
continuing needs should be offered an assessment automatically, before they leave
hospital. In developing its national framework for continuing care, the Government
must take steps to ensure that this happens. It should also give consideration to
establishing a system whereby every care setting, including NHS acute hospitals,
primary care and private nursing or residential homes, should have a nominated
individual whose responsibility it is to proactively identify all those who may need a
continuing care assessment and notify the appropriate PCT, which should have a
duty to arrange for an assessment (or re-assessment) within a specified timescale.
(Paragraph 116)

18.

We have recommended the development of a single set of national criteria, which
should go some way towards ensuring that patients have the same entitlement to
continuing care funding in all parts of England. However, a single set of eligibility
criteria are only part of the solution, because, as our witnesses pointed out, even
when using the same SHA criteria, inconsistencies have still emerged with different
PCTs interpreting the same eligibility criteria differently because they have followed
different assessment processes. It is therefore imperative that the Government
underpins its national criteria with a national standard assessment methodology,
building on current best practice to develop a universal, standardised assessment
process backed up by a single set of documentation which will be applied by all
Strategic Health Authorities, PCT’s and NHS Trusts, in conjunction with local
authority social services departments. (Paragraph 122)

19.

In developing its national assessment framework, we recommend that the
Government should include clarification about which professionals should be
involved in carrying out assessments for NHS continuing care. In line with the
Ombudsman’s suggestion, the Government should ensure that there are sufficient
numbers of trained staff to carry out assessments promptly and professionally. The
Government should also develop a national training programme, which all those
involved in carrying out assessments should complete. (Paragraph 128)
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20.

The national standard assessment methodology must include flexible provision for
regular review, placing a specific requirement on the organisation providing care to
trigger a review whenever needs change. At the very minimum, all patients should be
reviewed every year, but there must be scope for reviews to be triggered as soon as
they become necessary, and for these to be carried out flexibly and promptly.
(Paragraph 132)

21.

Patients, carers and relatives should have automatic access to detailed information
about the assessment process, both before it begins, and during the process itself, and
we recommend that the new national standard assessment methodology includes
specific requirements in this area. Not only is full information-sharing crucial to
ensuring transparency, and useful in helping patients, carers and relatives
understand how decisions were arrived at. Patients, carers and relatives can also
provide a failsafe system for ensuring there are no inaccuracies in assessments, as
they are likely to have a better understanding of their own or their loved one’s
condition than any professionals. (Paragraph 136)

22.

Despite the Department of Health’s guidance that assessment for continuing care
must always be carried out first, and RNCC assessment only carried out if the patient
is deemed to be ineligible for NHS continuing care, the evidence presented to this
inquiry indicates that in practice RNCC assessments are often carried out first, with
the result that patients may not get the funding they need because they have been
inappropriately assessed through the RNCC framework alone. In the light of our
previous recommendations concerning the confusion and overlap between the
separate systems for continuing care and RNCC, the Government must develop an
integrated system which will eliminate much of this confusion. The national
standard assessment methodology must, provide detailed guidance on how, and in
what order, patients needs should be assessed. (Paragraph 141)

23.

Monitoring is vital to ensure consistent decision-making in continuing care
assessments. However, monitoring systems do not yet appear to be very well
developed, and we urge the Government to ensure, as part of the national framework
for continuing care, that robust, consistent systems are put in place throughout the
country to monitor the implementation of the new national eligibility criteria and
the national standard assessment methodology. (Paragraph 144)

24.

Much of our evidence concerned PCT review and funding panels, and indicated that,
where these exist, decisions are often driven by budgetary concerns rather than
patient need, and clinical assessments are overturned without explanation. This
should not be allowed to continue, and we are pleased that the Minister confirmed
that the role and constitution of funding panels will be addressed within the
forthcoming national framework for continuing care. While there is clearly a need
for PCTs or SHAs to review local decisions to ensure consistency and quality of
assessment, we question the need for a PCT panel to validate all eligibility decisions,
as we are concerned that panels will serve a gatekeeping function to manage demand
on PCT financial resources. Eligibility criteria and related assessments must be based
on the needs of the individual, and must not take account of the financial
consequences. We therefore recommend the new national framework should
stipulate that PCT panels must only be used to assess cases where patients have
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appealed against a decision, not as a final process through which all clinical
assessments must be ratified, and that the membership of continuing care panels
should include appropriate clinical expertise, rather than clinical decisions being
made by Directors of Finance. (Paragraph 148)
25.

We are concerned at the reports we have received from many of our witnesses
identifying significant problems with the retrospective review process. These
included delays, poor communication with patients and relatives, and lack of
Government support and guidance for those carrying out the reviews. We urge the
Government to ensure that, in any future reviews, lessons are learnt from
shortcomings in the review process identified by the Ombudsman’s 2004 report and
the independent review commissioned by the Department of Health. (Paragraph
150)

26.

We were concerned by many witnesses’ doubts that SHAs’ review processes had
succeeded in identifying all those who might have been wrongly assessed, and in
particular that publicity campaigns had favoured the articulate and well informed.
When we put this to the Minister, he responded that SHAs had ‘tried’ to do the trawl
as well as they could, but that ‘this is an imperfect world’. The Government should
have instructed SHAs to proactively search their records to identify potential cases
themselves, rather than relying on publicity and word of mouth to encourage
claimants to come forward. We would urge the Government to endeavour to
continue to identify people who might have been affected. (Paragraph 163)

27.

The retrospective review process has brought to light serious shortcomings in the
quality of information and record-keeping in assessments and in on-going care
management. Not all records can be kept indefinitely, and we do not want to impose
an intolerable burden on NHS organisations and care homes. However, clearer
guidance on what should be kept and how long for is clearly needed, and we
therefore recommend that the national framework for continuing care should
provide detailed guidance on this. Because of the difficulties in obtaining
contemporaneous nursing records, we also recommend that SHAs who are still
involved in the retrospective review process should adopt a more flexible approach
to the types of evidence they will consider, including carer evidence, and GP and
hospital records. (Paragraph 167)

28.

It is beyond the scope of this inquiry to address the question of whether people
wrongly denied continuing care should be given compensation for house sales and
loss of earnings as well as simple restitution for the actual money they spent.
However, the Ombudsman has raised this as a serious concern expressed in a
number of complaints she has received. We urge the Government to liaise with the
Ombudsman on this issue to attempt to agree a common position. Where
appropriate, complainants should have access to adequate legal advice. (Paragraph
171)

29.

We recommend that within its review of continuing care, the Government should
take steps to enable continuing care to be delivered more flexibly than is currently
the case. Care should be organised according to a person’s needs, and the funding
system should recognise that an institutional setting is not the only, and may not be
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the best, place for these needs to be met. The Green Paper on Adult Social Care
attaches particular importance to the development of direct payments and to giving
people greater autonomy in making care arrangements. We welcome this, and urge
the Government to consider ways in which the care arrangements supported by
direct payments can be maintained if people are re-assessed as having health care
needs. (Paragraph 175)
30.

We were deeply concerned to hear that the RNCC framework has inbuilt perverse
incentives which reward dependency rather than rehabilitation and independence.
Homes that are able to provide nursing care which successfully achieves
rehabilitation for residents and improves their quality of life often find that they are
penalised, as those patients then have their RNCC bandings reduced, and
consequently payments to the home are reduced. This fails to recognise that it is
precisely the level and quality of nursing input which enables individuals to be
maintained at a higher level of independence and that this is jeopardised by reducing
the RNCC payment. Conversely, homes that fail to provide sufficient nursing inputs
to improve the health and well-being of residents will often have them assessed at
higher bandings because of their resulting dependency, which may in fact reward
poor care practices. The Minister told us that he was “absolutely committed to
helping people maintain their independence”. If this is the case, the Government
must fundamentally redesign the RNCC and continuing care funding systems so that
they have inbuilt incentives which reward high quality care rather than penalising it.
(Paragraph 180)

31.

Despite the fact that Ministers have claimed that the value of the RNCC should be
passed on to residents, we have received evidence which indicates that homes
habitually increase their charges to residents by sums equivalent to the RNCC
payments, which leaves the resident no better off. We urge the Government to take
positive steps to ensure that the value of the RNCC payment is passed on to
residents; it is unacceptable for Ministers to state that this should not be happening
but to do nothing to prevent it. (Paragraph 187)

32.

In addition to this, we have also received anecdotal evidence suggesting that if a selffunding resident in a care home becomes eligible for continuing care, because of
current rates of NHS continuing care funding, the home may face a drop in the fees
paid and the resident may have to move to a different care home, or be asked to top
up the NHS contribution to their care costs. Not only does this present huge
upheaval for residents, potentially forced to move from familiar surroundings to a
different care home which is not their first choice, it could also mean that care homes
are less likely to request continuing care assessments for their residents (particularly
for those who are self-funding) if their condition worsens. We recommend that, as
part of its review of continuing care, the Government investigates this apparent
perverse outcome of its continuing care policy. (Paragraph 188)

33.

The funding of long term care is a policy area which has, for over ten years, been
characterised by confusion, complexity and inequity. Despite the considerable
investment by Government in recent years in researching, reviewing and changing
systems for the funding of long term care, it seems we are no closer to a fair and

62

transparent system that ensures security and dignity for people who need long term
care, and which promotes their independence. (Paragraph 189)
34.

The artificial barriers between health and social care lie at the heart of the problems
surrounding access to continuing care funding, and we believe that it will be
impossible to resolve these problems without first establishing a fully integrated
health and social care system. We have therefore recommended, as this Committee
and its predecessor Committees have done on numerous previous occasions, that the
Government removes the structural division between health and social care.
(Paragraph 190)

35.

Recognising that this radical reorganisation will take time, we have also made a
number of recommendations for the Government’s forthcoming national
framework for NHS continuing care. The framework should include: the
establishment of a single set of national criteria for continuing care, which takes
account of psychological and mental health needs as well as physical, and which
must be fully Coughlan-compliant; the integration of the two parallel systems for
funding continuing care and nursing care, as overlap is currently causing major
confusion; the establishment of a national standard assessment methodology to
ensure assessments against national criteria are carried out robustly and uniformly
across the country, supported by a national training programme; the redesigning of
the system for funding continuing care and nursing care, so that rather than
rewarding dependency, as the system currently does, the system has inbuilt
incentives which reward high quality care and promote rehabilitation and
independence; the introduction of greater flexibility in funding for NHS continuing
care, to enable people to be cared for more easily in their own homes, where that is
their preference.(Paragraph 191)
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Formal minutes
Tuesday 5 April 2002
Members present:
Mr David Hinchliffe, in the Chair
Mr Keith Bradley
Dr Richard Taylor
Dr Doug Naysmith

The Committee deliberated.
Draft Report (NHS Continuing Care), proposed by the Chairman, brought up and read.
Ordered, That the Chairman’s draft Report be read a second time, paragraph by paragraph.
Paragraphs 1 to 191 read and agreed to.
Summary agreed to.
Resolved, That the Report be the Sixth Report of the Committee to the House.
Ordered, That the Chairman do make the Report to the House.
Ordered, That the Provisions of Standing Order No. 134 (Select Committee (Reports)) be
applied to the Report.
Ordered, That the Appendices to the Minutes of Evidence taken before the Committee be
reported to the House.
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