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Summary

1. Approximately 800,000 adults in Wales — one-third of the adult population - live
with a chronic condition, such as diabetes, emphysema or heart disease.
Chronic conditions are often life-long and limiting in terms of quality of life; such
conditions cannot be cured but can be controlled and actively managed. Chronic
conditions place considerable demand on healthcare services. People with
chronic conditions are often admitted to hospital as an emergency medical
admission, which may not be necessary if other, more appropriate, services were
in place to help the individual manage their condition. The prevalence of chronic
conditions is likely to place an increasing burden on health and social care

services in the future given the aging population in Wales.

2. On the basis of a report by the Auditor General for Wales,* we examined
whether the NHS in Wales is doing all it can to ensure that the right services are
provided in the right place and at the right time for people with chronic conditions
and what the Assembly Government is doing to support the NHS in this
endeavour. We took evidence from Mrs Ann Lloyd, the then Head of the Health
and Social Services Department at the Welsh Assembly Government and Chief
Executive of the National Health Service in Wales, Dr Andrew Goodall, Chief
Executive of Bridgend and Neath Port Talbot Local Health Boards and Ms Helen
Howson, Head of Community Health Strategy in the Department of Health and

Social Services at the Welsh Assembly Government.

3.  We concluded that:

e services are not configured or co-ordinated effectively to meet the needs of

patients with chronic conditions;

o the Assembly Government has invested in a wide range of measures to enable

change but it is too early to assess their impact; and

¢ significant challenges remain in order to redress the balance of services for

people with chronic conditions.

! Auditor General for Wales (AGW) report, The management of chronic conditions by NHS Wales, published
December 2008
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Services are not configured or coordinated effectively to meet the needs of
patients with chronic conditions

4.  Despite the Assembly Government’s strategy since 2005 to change the
emphasis from treating patients with chronic conditions in hospital to providing
services in the community to help patients manage and control their conditions,
there has been disappointing progress in achieving this rebalance in care. There
IS a continued reliance on the acute hospital sector to manage chronic conditions
with one in six of emergency admissions being for patients with a chronic
condition. There are variations in patterns of admission across health
communities, which are not easily explained by age or deprivation. It was clear
to us that the factors precipitating hospital admission are poorly understood and
community services, which are intended to reduce the reliance on the acute
hospitals, are fragmented with gaps and inconsistencies in cover, and are poorly
coordinated with many resources not used effectively. As illustrated by work
undertaken in Dr Goodall's area, that may mean that one in four patients with a

chronic condition are treated in an inappropriate setting.

5.  We were astonished to learn of the paucity of information and poor
communication about those community and voluntary services that are available,
resulting in confusion amongst patients and their healthcare professionals about
how to access them and whether or not they would be suitable. And many
community services are only available on weekdays, although more than half of
admissions to hospital were outside these hours. We agree with the witnesses
that community hospitals are also not being used to their full potential to prevent
admissions to hospital or to assist early discharge of patients with a chronic

condition.

6.  Arguably, chronic conditions is one of the biggest challenges facing the NHS,
given the significant and increasing demand it places on health services. The
current arrangements, with too many patients being treated in hospital, often as
emergency admissions, is not only failing patients in terms of providing the most
appropriate care in the most appropriate place at the most appropriate time; but
IS not sustainable in the longer term.

The Assembly Government has invested in a wide range of measures to enable

change but it is too early to assess their impact

7.  We welcome the work of the Assembly Government to develop a strategy, and a

Model and Framework for the management of chronic conditions, intended to help



deliver the necessary change in services for patients with chronic conditions. This
work provides the basis on which health bodies should plan, coordinate and fund
services and support for patients. It aims to ensure that the right services are
provided in the right place and at the right time. We are pleased to see that the
Model and Framework takes account of the experiences of people with chronic
conditions, as well as those voluntary and community groups supporting patients and

carers.

The Model and Framework recognises that effective management of chronic
conditions is dependent upon strong partnerships between patients, carers and a
number of service providers, including social services and the voluntary sector. It
also emphasises the need to support independence and self care through
programmes, such as the Expert Patient Programme, and to proactively identify
people at risk of developing chronic conditions or identifying those whose condition is

deteriorating, to ensure the appropriate interventions.

We welcome the £15 million transitional funding that has been made available to
support the implementation of the Model and Framework and enable the shift in the
balance from hospital to community services for people with chronic conditions. We
were not very convinced by explanations as to how the figure of £15 million had been
arrived at, but note the witnesses’ assurances that this level of funding will make a
difference, particularly as it is focused on the delivery of specific initiatives. In
particular, the funding will help health communities in the first instance to establish a
baseline assessment of need in relation to chronic conditions, including mapping
current service availability, and to develop a plan of action to implement the Model
and Framework. Establishing this baseline is critical to the future planning and
delivery of services for patients with chronic conditions — and, in our view, is long
overdue. A third of the transitional funding will support three demonstrator or pilot
sites to provide accelerated learning across Wales on the implementation of the

Model and Framework.

Significant challenges remain in order to redress the balance of services for
people with chronic conditions

10.

The NHS in Wales faces a huge challenge in delivering the Assembly Government’s
strategy to shift the delivery of services for patients with chronic conditions from the
hospital sector into the community. A number of issues arose during the hearing

which could present significant obstacles to this needed change.



11.

12.

13.

Firstly, we were concerned at the lack of consistent and robust information. Planning
the services required has not been consistently informed by a robust assessment of
service need or demand. Also, not all NHS bodies hold the comprehensive and
reliable information necessary for them to establish the true demand and total cost of

services for people with chronic conditions.

A change in the balance between hospital and community services will require a
change in culture to support and sustain new ways of working. We agree with the
witnesses that it will be critical to engage effectively with the public to reassure them
that more effective alternatives are available outside the hospital.

The forthcoming restructuring of the NHS presents transitional challenges for existing
trusts and local health boards but it also presents significant opportunities for
improving the planning, resourcing and provision of services. In particular, breaking
down the current artificial divisions between hospital, community and primary care
provision should enable NHS bodies to plan services for patients with chronic
conditions in a more joined-up and holistic way, making better use of existing
resources within the health community and ultimately providing services in the most

appropriate care setting.

Recommendations

(i)

(ii)

We endorse the Auditor General’s recommendations, which we believe will help
address the key concerns raised in this report, and note that NHS bodies and
the Assembly Government are making progress on some of these. We ask the
Assembly Government to respond to each of the six recommendations in

the Auditor General’s report as part of their response to this report.

The lack of information about community services and poor quality data
undermines the ability of NHS Wales to accurately assess demand and
effectively plan for services. This failing is particularly significant given that
many of the solutions for delivering the Assembly Government'’s vision for
reducing reliance on acute hospitals lie within better planned and better
managed community based services for chronic conditions. We recommend
that the Assembly Government provide an update report to this
Committee by the end of June 2009, setting out the outcomes of the
community services information review and the progress made in

establishing clinical, service and financial indicators.



the transitional funding was directed at a very specific set of initiatives to enable
change to take place.?® She said that organisations tended to say that they
needed pump-priming money, such as Wanless monies, in order to change their
services. Whilst some places had used their Wanless funds well, it was too
variable and needed to be better applied to meet patient needs. She added that
while Wanless was originally short-term funding it was now mainstream, ring-
fenced funding. She also added that pump-priming of services was only part of
the answer and that the NHS needed to look at how effectively it was using all of
its resources at any one time and whether it was channelled at those at greatest

risk. 2#

26. Dr Goodall also welcomed the transitional funding made available by the
Assembly Government but told us that the NHS could not wholly rely on it.
Instead it was the responsibility of the NHS to redesign services so that
individuals can access services at the right time, in the right place and by the

right professional.?®
Demonstrator sites to inform the re-design of services

27. According to the Auditor General’s report, about one-third of the transitional
funding is being used to support the three demonstrator or pilot sites. We wanted
to know more about the emerging findings. Mrs Lloyd told us that the three
demonstrator sites are: Gwynedd and Wrexham, linking as one community;
Carmarthenshire; and Cardiff. The communities were chosen to test the Model
and Framework across very different geographical areas with very different
needs. The demonstrators are looking at the services currently available as well
as the services that expert patients and professionals say are possible in the
future if changes are made to current service provision, information technology,
partnership working and the ways in which staff are deployed. The
demonstrators are intended to highlight the practical problems that need to be
addressed when redesigning services, for example, whether there is a need for
double running costs, or how agencies can work more effectively together on the
ground.?®  Ms Howson added that the demonstrators are also helping to identify
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the information needed to develop appropriate clinical, service and financial

indicators as well as their patient experience indicators.?’

28. Mrs Lloyd told us that the National Leadership and Innovation Agency for
Healthcare (NLIAH) have been asked to facilitate the sharing of results from the
demonstrator sites at a national event, so that lessons are rolled out across the
country. ?® Whilst we recognise the value of such shared learning, we have
concerns that this is not due to take place until spring 2010, when the
demonstrators are halfway through. We urge the Assembly Government to look
for ways to identify and share good practice earlier if NHS Wales is to progress
the implementation of the Model and Framework without undue delay and

benefit from the investment in the demonstrator sites.

29. Dr Goodall assured us that the Model and Framework was generally welcomed
across Wales for providing a clear focus, based on international evidence, about
what works. Furthermore, the Model and Framework was consistent with what

was being done in his own health community. %°

30. Mrs Lloyd was enthusiastic that the difficulties of coordinating services across
organisational boundaries could be overcome. Citing the progress that
Carmarthenshire had made in developing a joint plan of action and combining
resources as part of testing the Model and Framework, she said that real change
could take place if people co-operated and were honest with each other and
really made an effort to make a difference. We are disappointed, however, that
this has not been the reality in many communities and has only been addressed

in the recent past.*

Expert patient programmes and self care

31. Expert Patients Programmes are self management programmes intended to help
individuals become experts in managing their own care and conditions more
effectively. The Auditor General's report highlighted that Expert Patient
Programmes are, in general, a good thing but that there are not enough of

them.3!
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32.

33.

34.

We wanted to know what evidence there was to support the belief that they were
of benefit to patients and, if this was true, then what was the Assembly
Government doing to increase the provision of Expert Patient Programmes.*?
Ms Howson told us that an evaluation in 2007 of the Expert Patient Programme
found that they provided benefits to a proportion of people, and that there was
evidence to suggest greater self-management of chronic conditions by patients.
However, Ms Howson said that Expert Patient Programmes were not a panacea
but one of a suite of tools to support patients in self care that should be available
and accessible to everyone.®®

She informed us that the Assembly Government had developed a framework to
support self care. The framework is based on four elements: skills training;
assistive technology, like telehealth and telecare; self-care information and
signposting; and self-care support networks so that all people who wish to join a
support group can do so.3* Dr Goodall agreed with Ms Howson that Expert
Patient Programmes were not the only solution, although he told us that his
Board recognised the beneficial impact of providing education and support to
people. He cited other ways in which to support self care for people with chronic
conditions, such as the Pathways to Work schemes, working with the voluntary
sector to give patients the confidence to feel they can self-manage their

condition and be independent.**

Both Mrs Lloyd and Dr Goodall reassured us that they were not lukewarm about
Expert Patient Programmes and that they were keen to drive up the number
available. They affirmed their view that anybody who feels they would benefit
from participating in an Expert Patient Programme should have the opportunity
to do s0.%

PRISM — Predictive Risk Stratification Model

35.

Targeting individuals at high risk of readmission is cost effective and improves
clinical outcomes. The Auditor General’'s report highlighted that more could be

done to identify patients at risk of readmission or those who might benefit from

|'37

further support in the community after discharge from hospital.>* We were
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interested to know whether the Predictive Risk Stratification Model, known as
PRISM, would hold the answer to this problem.* It was explained that PRISM is
a tool that, if used effectively, would help to identify those patients with the
highest risk of admission. It will enable care to be planned and provided in a
more proactive way within the resources available. Ms Howson told us that
PRISM had taken 18 months to develop so far and the algorithm used to predict
the risk of admission is based on two years retrospective data from primary and
secondary care. PRISM has been piloted in three areas including Neath Port
Talbot and is now being trialled in the three demonstrator sites. If it proves to be

effective then it will be rolled out to all other areas in the next 12 months.*®

Significant challenges remain in order to redress the balance of
services for people with chronic conditions

A lack of robust information makes planning difficult

36.

37.

38.

Throughout the hearing, a constant theme that emerged was the lack of
information about what community services were available and the poor quality
of data which undermined the ability of some health communities to assess
demand for services and to plan them accordingly. Such information is clearly
critical to supporting the necessary changes in the services provided to patients
with chronic conditions. We heard earlier that local health boards were required
to use some of the transitional funding to assess the needs of their local
communities and to map current service provision and this is to be welcomed.
Such work is long overdue. We also await the development of appropriate

indicators.

We were concerned that local health boards are unable to assess demand for
services and plan for alternatives without consistent and reliable information on
the number of emergency and medical admissions.*® Dr Goodall reassured us
that he used the information that was available and that there was more than
enough data to help.** Mrs Lloyd also told us that the NHS was trying to become

far more accurate about future demand.*?

One of the issues highlighted in the Auditor General’s report was the large and

increasing number of patients admitted with what was recorded as ‘signs and

% Annex A, paragraph 90
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39.

40.

symptoms suggestive of chronic conditions’, which may give rise to an
underestimate of the true demand for chronic condition services. ** For
example, in Ceredigion there were big swings with admissions for chronic
conditions falling while there were big increases in admissions classified as signs
and symptoms.** Mrs Lloyd explained that National Leadership and Innovation
Agency for Healthcare (NLIAH) is undertaking work on behalf of the Assembly
Government to investigate these ‘outliers’ and ‘swings’ in data as part of their
comprehensive review on the clinical coding that goes on in hospitals. She said
that previously the health service needed coding to be done swiftly because it
drove the money system but coding is now important in informing practice and
service delivery.*® NLIAH's methodology will ascertain what processes and
support will be required to achieve greater accuracy in the way admissions are
recorded. Mrs Lloyd was concerned about the current lack of accuracy as it
makes it difficult to know the exact nature of the problem.*® We agree with the
concerns raised by the witnesses in relation to the accuracy and consistency in

coding and welcome the work now being undertaken by NLIAH.

In addition to the concerns we have about the quality of clinical coding, we were
disappointed to read in the Auditor General’s report about the difficulties in
establishing the relative value for money of services for people with chronic
conditions because not all NHS bodies had reliable information about the
services provided nor how much these services cost.*” We wanted to know
whether reliable financial data would soon be available. Mrs Lloyd told us that
the Assembly Government knew the cost of community services for each Trust
compared against the Welsh average and that in some areas costs needed to be
reduced as trusts prepared annual specialist and community cost returns and
submitted these to her Department. She said that the information for 2007-08

would be known soon.*®

Mrs Lloyd said that the finance directors were now working together to bring
about a change in how reporting would be undertaken in the new local health
bodies which would provide a better analysis of the costs of delivering a service.

*3 Annex A, paragraph 56

*4 Annex A, paragraph 35; AGW Report, figures 8 and 9
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These data can then be used to benchmark costs of chronic conditions services
and see where they might be more or less expensive. However, Mrs Lloyd
stressed that the costs of services provided by the social care and voluntary
sectors to people with chronic conditions were not yet available, so that the true
cost of providing community services for people with chronic conditions was

unknown.*®

A change in culture is needed in order to shift resources between hospital and

community services

41.

42.

A change in the balance between hospital and community services has been
difficult to achieve so far. According to the Auditor General’s report, reductions in
occupied bed days could help release resources to support community-based
care.”® The witnesses explained the difficulties in releasing resources. Mrs
Lloyd explained that although the total numbers of admissions for patients with
chronic conditions had fallen, the rest of the admissions had risen. Whilst that
picture might be due to classifications, any savings made by NHS organisations
were often ploughed back to cover increases in expenditure elsewhere in the
healthcare system.>* Dr Goodall emphasised that the NHS needed to
demonstrate to the public that these new services worked effectively, before
reducing existing traditional services. It was consequently very difficult to “drop”
the number of beds to create alternative services in the community, particularly if
the only way to free up resources was to first ‘take down’ existing services.>? Dr
Goodall shared his experience of closing a community hospital in the Neath Port
Talbot area and the importance of showing the public in advance that community
services were in place that could provide better quality care. We were
astonished, when Dr Goodall told us that work undertaken in his local health
community points to 25 per cent of patients being in the wrong bed at the wrong

time.>®

We are particularly concerned about how this change can be achieved in rural
areas and understand how it can lead to campaigns by people worried about

losing provision of existing services because they are fearful they will be left

9 Annex A, paragraph 144
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43.

44,

worse off.>* Dr Goodall acknowledged that people will be fearful and that the
challenge for the NHS was to engage properly with the public, describe the
alternatives and give assurances that services will improve.>® Mrs Lloyd agreed
and added that it was crucial to be able to show the public an alternative that is
good and more effective at meeting their needs as they had expressed them and

not a knee-jerk attempt at solutions that were just not tenable.>®

Another barrier to effective transition of services is that of culture. We have
already heard that people may be fearful of losing hospital services if community
services were not available to take their place. But we also need to ensure that
the workforce is also ready for the change of working styles and culture. Mrs
Lloyd set out the way in which the transition directors were leading the new
organisations to assess their progress through their legacy plans and learning
from good practice that needed to be rolled-out across Wales. Mrs Lloyd
acknowledged that the transition directors needed a new structured way to
develop and train the workforce to help staff to move from the hospital
environment to the community, and to work effectively with colleagues in primary

care, social services and the voluntary sector and so on.”’

Mrs Lloyd also stated that she wished to tackle effectively the change in culture
that was necessary in order to change the way that services were provided.® Dr
Goodall reiterated the point regarding the change in culture that people had to
make, to accept the transition of services from hospitals to the community and
the importance of engaging the public in this process so that they could help
shape and plan future provision.>® Dr Goodall was confident that in one or two
year’s time, health communities would be able to describe the changes to

services and improvements for individuals.®

NHS reorganisation presents challenges to maintaining established partnerships

45.

We are concerned that the restructuring of the NHS will present challenges to

maintaining partnerships across current health and social care boundaries, as

>* Annex A, paragraph 47
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well as challenges in building new ones in the future.®* Dr Goodall recognised
that there had been issues in working effectively across organisational
boundaries, although was keen to add that such problems had not been
experienced everywhere.®? He and Mrs Lloyd agreed that it was absolutely
necessary for the current relationships to carry on and to draw in partners and

stakeholders more tightly.®

46. Dr Goodall told us that the forthcoming restructuring of the NHS provided
opportunities to deliver more balanced services across the hospital and
community sector and that some of those concerns about organisational
boundaries might disappear because the new local heath boards would be
responsible for taking things forward.®* The reorganisation would provide the
first opportunity to ensure that primary care becomes a full partner in the
planning and delivery of services for patients with chronic conditions. Dr Goodall
went on to add that commitment on the part of local agencies and stakeholders,
including the voluntary sector, to work together was needed to ensure that an
appropriate range of community services were put in place for people with

chronic conditions.®®

47. However, at this stage, it is not clear whether the plans and proposals for
implementing the Model and Framework for managing chronic conditions are
consistent between existing NHS bodies forming the new local health boards.
Mrs Lloyd told us that a major role of the new transition directors would be to sit
down with the whole health community that will form the new health

organisations to review their plans.®
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