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Summary
Chapter 1: Introduction
Improving the management of the care of patients with chronic conditions is an
urgent priority for the Welsh Government. In 2007 it published a new policy Designed
to Improve Health and Management of Chronic Conditions in Wales: An integrated
Model and Framework.
This aimed to improve prevention, detection and
management of chronic conditions by shifting provision of care from secondary to
primary and community; improving care coordination; and promoting patient self
management. Alongside the policy, the Welsh Government commissioned a team
based within the Institute of Life Science in the College of Medicine at Swansea
University to evaluate its implementation. This provided a valuable opportunity to
develop and implement research and evaluation alongside implementation of an
important policy initiative.
Overall aim: To evaluate and communicate processes and outcomes of the
implementation of the new Chronic Conditions Management policy in Wales.
Objectives:
• To synthesise findings from evaluations of implementation of the CCM policy,
including our earlier reported findings on Transitional Funding
• To measure effects of the implementation of CCM policy on secondary care
utilisation in Wales
• To measure effects of integrated working, including Community Resource
Teams, on patients’ experience of CCM services
• To develop, communicate, disseminate and publish reports and papers
relating to evaluation of the CCM Policy in Wales
• To attract additional external funding for evaluation of components of the
CCM work programme
• To involve service users in the development and delivery of this work
programme
Chapter 2: Synthesis of research on the process of implementing the CCM Policy
In this chapter we briefly review research to track and evaluate the process of
implementing the CCM policy. Five reports are reviewed: three of them bring
together data on LHBs’ responses to implementing the CCM programme; one
reviews activities in the three CCM “demonstrator” sites; and one attempts to assess
the economic impact of the policy.
Good groundwork at local level appears to have taken place to provide the strategic
context and foundations for implementing the CCM policy. However, there is less
progress with the next step: implementing new service models and monitoring their
effectiveness. Progress is variable across Wales. Though many of the actions
proposed are supported by an evidence base, such as secondary care usage, others
are not. There are considerable methodological challenges to measuring the impact
of the CCM policy as a whole. It is unclear to what extent the designated
6

“demonstrator” sites achieved influence on practice in other areas of Wales. The
economic assessment, identified some potential savings, but concluded that it was
too early to be certain of the economic impact.
Chapter 3:Effects of the Chronic Conditions Management Policy on secondary care
usage in Wales: interrupted time series analysis
We investigated effects of policy implementation in 2008 on emergency admissions
and bed days for Coronary Heart Disease (CHD), Chronic Obstructive Pulmonary
Disorder (COPD) and Diabetes. We analysed routinely produced data for the time
period 2002 to 2011 to assess effects in Wales at national and local levels and
compared effects between Wales and England.
At all Wales level, policy implementation had no significant effect on rates of
emergency admission which fell slightly throughout the period (CHD from a baseline
of 1527 admissions per month; change=1.38 admissions per month, 95%CI -0.83 to
3.58; COPD change=1.83, 95%CI -0.71 to 4.36; diabetes change= 0.05, 95%CI 0.31 to 0.42). Emergency bed days fell at a significantly greater rate for CHD and
COPD following policy implementation. For CHD: from a baseline of 6340 bed days
per month, rate of reduction increased from 7.98 to 49.12 days per month
(change=41.14, 95%CI 22.58 to 59.70). For COPD: from a baseline of 9733 bed
days per month, rate of reduction increased from 14.24 to 46.18 days per month
(change=31.94, 95%CI 4.61 to 59.28). Bed days for diabetes continued to fall,
although not at a greater rate (baseline: 1694 bed days per month; change=1.41
95%CI -4.90 to 7.71).
Within Wales, effects on admissions and bed days varied at Local Health Board
(LHB) level; the greatest variation was found for CHD where admissions ranged from
increasing by 0.94 per month (95%CI -1.9 to -0.69) to falling by 0.51 for CHD (95%CI
0.22 to 0.80 per month); bed days ranged from increasing by 4.55 (95%CI 6.44 to
2.45) to reducing by 8.52 (95%CI 5.76 to 11.28) bed days per month.
Emergency admissions fell more consistently and at a great rate in Wales than
England during this period. England: COPD admissions increased by 6.0%; and
diabetes by 51.4% whilst admissions for CHD fell by 3.1%. In Wales emergency
admissions fell for each condition and by a great margin: CHD, 18.3%; COPD,
23.7%; diabetes, 4.9%). Emergency bed days fell in both countries during this period
for all three conditions, although rate of change varied by condition.
In conclusion, this study found that that the CCM policy implementation in Wales has
increased the rate of reduction of emergency bed days in secondary care, and
sustained an existing fall in emergency admissions, more consistently than in
England.
Chapter 4: The effectiveness of integrated working in Chronic Conditions
Management on patient experience and health outcomes
We conducted a population based quasi-experimental trial (1207 adults with at least
one term chronic condition) with repeated and matched measures in Hywel Dda
Health Board in South West Wales, which includes the Demonstrator site of the
former Carmarthenshire LHB where an intervention (integrated working) had been
7

introduced. Outcome measures were changes in service utilisation patterns, health
status (SF-12), self management (Patient Activation Measure) and patient
experience of care, collected by telephone questionnaire survey at baseline in 2008
and follow up in 2012.
The intervention had an effect on two areas of service use: a significant increase in
the proportion of patients seeing a practice nurse (OR=1.63, 95% CI 1.067 to 2.501)
and decreased attendance at an emergency department (OR=0.51, 95%CI 0.26 to
1.01). There was no significant effect associated with the intervention on the other
nine services: GP, specialist/consultant, hospital outpatients, hospital inpatient,
therapist (e.g. physiotherapist), pharmacist, home visits, complementary therapists
or any other service.
There was a small but significant effect of the intervention in increasing self reported
physical health scores (intervention effect=2.79, 95%CI 0.21 to 5.37). No effect was
found on mental health (intervention effect=1.32, 95%CI -0.94 to 3.58). With regard
to self management, no effect was found in Patient Activation Measure scores
(intervention effect=0.32, 95%CI -0.87 to 1.52).
In terms of patients’ experience of care, no difference between groups was found in
overall satisfaction or involvement in decision making. The only significant effect
was in the number of people reporting that they had been provided with a telephone
contact number for out of hours in the intervention area (OR=1.59, 95%CI 1.01 to
2.49).
In conclusion, our study found mixed results. Although there was some effect on
service use, with greater contact with a practice nurse and a reduction in emergency
department attendance, there was little change in ability to self management or how
respondents experience care.

Chapter 5: How do people with chronic conditions experience care in the Hywel Dda
Health Board area? Findings from interviews with patients
We conducted semi-structured telephone interviews in 2012 with 30 respondents
who had completed the questionnaire survey of patient experience both at baseline
(2008) and again in 2012. The purposive sample included 12 people who lived in the
demonstrator site of Carmarthenshire. Questions were based on the 2008 baseline
study (on experience of care services, perspectives on self management, and quality
of life) with the addition of questions on service integration and change since 2008.
As in 2008, patients were generally positive about their care, and about taking
responsibility for monitoring and self-management. Family was cited as a major
source of support. However, a minority of patients reported feeling unsupported or
neglected. Amongst these respondents, care seemed best co-ordinated for patients
with more severe or acute needs, and less well co-ordinated for those whose needs
were more moderate. Specialist nurses were widely praised. Overall, we did not
discern differences between the experience of people in the Carmarthenshire
demonstrator area and other parts of Hywel Dda.
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Chapter 6: Research dissemination and proposals
We have made 29 oral and poster presentations at national and international
conferences related to work carried out within this programme. Two full papers have
been accepted for peer review publication:
• Evans A. How hard can it be to include research evidence and evaluation in local
policy implementation? Results from a mixed methods study. Accepted for
publication in Journal of Implementation Science 2012.
• Lowe R, Porter A, Snooks H et al. The association between illness representation
profiles and use of urgent and emergency health-care services. British Journal of
Health Psychology 2011;4;862-879.
In seeking additional external funding for evaluation of components of the CCM work
programme: 8 bids have been submitted, to a total value of £1,216,900, of which 6
have been successful, to a total value of £756,992. Successful bids: an evaluation
of the effects of predictive risk stratification on the delivery of care in CCM
(PRISMATIC); Involving service users in CCM research, Involving service users on
TRUST (Thematic Research network for emergency UnScheduled and Trauma care)
research activities, providing evaluation advice and support, and evaluating a brief
interventions (Psychological Therapies) services.

Chapter 7: Involving people effectively in Research and Evaluation related to
implementation of the CCM programme in Wales
In this chapter we describe how service users were involved in the programme of
work evaluating the CCM policy. A group of 20 patients and carers from across
Wales was recruited. At a workshop, they developed a model for involving service
users in the research based on principles of good practice. The model, named
SUCCESS (Service Users with Chronic Conditions Encouraging Sensible Solutions),
consists of a core steering group and a pool of members who are drawn into projects
as appropriate. SUCCESS members have been involved in more than 30 research
activities which ranged across the research journey. A dedicated research officer
provided support, facilitated SUCCESS meetings, coordinated involvement in
research activities and provided a central point of contact and information.
Honorariums and expenses were provided and flexible meeting arrangements tried
to accommodate people’s fluctuating health status, ability to travel and other
responsibilities.
Chapter 8: Discussion
The programme of work we were evaluating had the aim of remodelling the care of
patients with chronic conditions in order in order to reduce demand on secondary
care and improve patient experience. Policy set out at the national level was put into
practice at local level through 22 Local Health Boards, then after restructuring in
2009, through seven Health Boards. Across the evaluation programme, we found
some evidence to support meeting policy aims in:
•
•

Implementation: Much progress in developing local strategies and building
foundations for new models of working.
Strengthening primary and community care and integrated working: This
was associated with increasing contact with a practice nurse and reducing
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•

emergency department attendances. Many LHBs reported work in progress to
move services from secondary to primary care.
Impact on secondary care: CCM policy implementation in Wales has increased
the rate of reduction of emergency bed days in secondary care, and sustained
an existing fall in emergency admissions, more consistently than in England.

There was, however, substantial variation within Wales, both in self reported
progress of policy implementation and in secondary care measures. This variation
between LHBs suggests that the impact of local context on care and outcomes is
considerable. We found little evidence of improved patient experience or self
management in a demonstrator site compared to neighbouring areas. These findings
generally reflect the findings of previous studies, and we recognise that due to the
complex and dynamic nature of the environment, a prolonged implementation time is
required. Evaluation of a key component of the CCM policy, PRISM, is ongoing.
In conclusion, early findings of this evaluation of CCM policy implementation are
encouraging, with longer term evaluation of the programme and its components
necessary to gain a comprehensive picture.
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1) Introduction
In this chapter we outline the background to the project, the programme through
which the project was funded, the broad policy context for the project and the format
of the report.
This project builds upon initial work commissioned by the Community Health Division
in the Welsh Government and conducted by AWARD (All Wales Alliance for
Research and Development in Health and Social Care). During 2006/7, AWARD
developed a Framework for Research and Evaluation of Effectiveness (FfREE)1. In
2007-09, the research team, based at Swansea University, undertook a number of
tasks to implement the FfREE including: support to Local Health Boards (LHBs);
assessment of LHB action and evaluation plans; dissemination; development of
chronic condition management (CCM) research and evaluation (R&E) funding bids
and advisory support to the Welsh Assembly Government CCM policy makers2. This
has been a valuable opportunity to develop and implement research and evaluation
alongside the process of developing and implementing an important policy initiative.

Background
It is widely accepted that the prevalence of chronic conditions is expected to rise
over the next decades7, presenting a challenge for healthcare worldwide. The Welsh
Assembly Government (WAG) made a commitment to improving the management of
chronic conditions and in 2007 produced a policy, Designed to Improve Health and
the Management of Chronic Conditions in Wales: An Integrated Model and
Framework3. This was further supported in 2008 by The Chronic Condition
Management (CCM) Service Improvement Plan (2008)4. These have the broad aims
of meeting the long term challenge of ‘improving heath and well being and reducing
the incidence of and impact of chronic conditions and the inherent inequalities that
exist across Wales.’
In order to achieve and support this aim, all Local Health Boards (LHBs) were
provided with Transitional Funding, and three LHBs were given a Demonstrator
Status. At the time of implementation of the policy the NHS in Wales was structured
as 22 LHBs that were responsible for the commissioning and delivery of healthcare
services. In 2009 the 22 LHBs were merged to form 7 larger successor Health
Boards.
Transitional Funds of £15 million were allocated over three years (2008-11) to
support the delivery changes required to deliver the policy and ‘to help drive and
support the necessary transitional changes to CCM services within communities
across Wales’ and to ‘strengthen community based CCM services and allow for the
transition and better planning and integration of services/resources’5. Guidance
advised that funds were to be used for service improvements including moving
appropriate services from secondary care to primary/community care settings,
establishing care coordination and also for ensuring that service developments were
evaluated and monitored.
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The three LHBs assigned with a Demonstrator status were allocated additional
funding for a project manager and support staff and provided with support from a
national project team and researchers in order to ‘Provide and test a sustainable,
affordable generic CCM service model that supports people’s needs locally and
promotes independent living within the community in order to communicate and
inform service change across Wales’6.
Effective policies for CCM have the potential to improve quality of life for many, make
more efficient use of healthcare resources, reduce hospital admissions –allowing
people to be cared for at home and slow down the rate of deterioration of their
condition. However, research evidence for the effectiveness of this policy and the
methods of its implementation, was far from complete.

Overall Project Aim
To evaluate and communicate processes and outcomes of the implementation of
the CCM Model and Framework.

Project Objectives
•
•
•
•
•
•

To synthesise reports that evaluate the process and implementation of the
CCM policy, including our earlier reported findings on Transitional Funding
To investigate the effects of the implementation of CCM Policy on secondary
care usage in Wales
To measure the effect of integrated working, including Community Resource
Teams, on patients’ experience of chronic conditions management services
To develop, communicate, disseminate and publish reports and papers
relating to evaluation of the CCM Policy in Wales
To attract additional external funding for evaluation of components of the work
programme
To involve service users in the development and delivery of this work
programme

Final Report Format
This final report presents an evaluation of the Chronic Conditions Management
policy in Wales 2008-2012. We have structured the report so that each chapter
forms a stand-alone paper to be submitted for publication in a scientific peer
reviewed journal. Although this may result in some repetition across chapters, in this
way we hope to maximise the dissemination of findings from the project.

12

References
1. AWARD. Chronic Conditions Management Programme in Wales: Framework for
Research and Evaluation 2007-12. Swansea: AWARD, 2007.
2. AWARD. Implementation of the Framework for Research and Evaluation of
Effectiveness (FfREE) related to the Model of Chronic Conditions Management in
Wales. Swansea: AWARD, 2009.
3. Welsh Assembly Government. Designed to Improve Health and the Management
of Chronic Conditions in Wales: An Integrated Model and Framework. Welsh
Assembly Government, 2007.
4. Welsh Assembly Government. Chronic Condition Management (CCM) Service
Improvement Plan. Welsh Assembly Government, 2008.
5. Welsh Assembly Government. Welsh Health Circular 030. Welsh Assembly
Government: Cardiff, 2008.
6. CCM Demonstrators. Learning to Support Integrated Primary Community Care
across Wales. Final (Year 3) Report from the Chronic Conditions Management
Demonstrators. CCM Demonstrators: NLIAH, 2011 www.ccmdemonstrators.com
7. Hernandez C. Jansa A. Vidal M et al. The burden of chronic disorders on hospital
admissions prompts the need for new modalities of care: A cross sectional
analysis in a tertiary hospital. Q J Med 2009;102:193-202.

13

2) Synthesis of research on the process of
implementing the CCM Policy
Summary
In this chapter we briefly review research to track and evaluate the process of
implementing the CCM policy. We present information in two tables: one describing
the reports we are drawing on, who produced them and when, what they aimed to
show and how; and one showing the key messages from the reports. We then reflect
on the overall messages emerging from the reports.

Research on the process of implementing the CCM Policy
The five research reports we present here, the main bodies of work commissioned
by the Welsh Government, are complementary and consider various different
aspects of the CCM programme. The first reviews the Local Action Plans made in
May 2008 by LHBs for the delivery of care for Chronic Conditions. The second looks
at the progress reported by all 22 LHBs (and successor consolidated 7 Health
Boards) in terms of remodelling care for people with chronic conditions. The third
looks more specifically at use of Transitional Funding for CCM in the Health Boards.
The fourth report focuses on progress in the three CCM Demonstrators
(Carmarthenshire, Cardiff and North Wales). The final report considers the economic
benefits of the projects in the Demonstrator Sites.
These reports draw on and reference a range of other publications – the report on
Transitional Funding, for example, summarises the individual reports produced by
Health Boards, while the report on progress in the Demonstrator Sites draws on
numerous locally produced reports from the three sites, and refers to the many
publications on the Demonstrator website.
A number of other documents provide the context for the research presented here,
though they are not directly concerned with the process of implementing the CCM
policy. These include the Swansea University report How do people with chronic
conditions experience care in Wales? A baseline study and the local plans for
evaluation produced by LHBs towards the start of the CCM programme.
We have not included the report from the Wales Audit Office ‘Transforming
unscheduled care and chronic conditions management’ since at the time of writing it
was still subject to review and not in the public domain.
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Table 1 Description of five reports on the process of implementing the CCM Policy 2009-12

1

Publication

Produced
by

Date

Length

Aim

Methods

Implementation of the
Framework for Research and
Evaluation of Effectiveness
(FfREE) related to the

AWARD,
Swansea
University

June
2009

27
pages

To provide an overview of the
framework for evaluating work on
chronic conditions management
at local and national level. Eight
specific aims, of which two are
particularly relevant:

Action plans published by LHBs in
May 2008 were collected and data
on CCM interventions delivered or
planned extracted using structured
forms, covering:

Model of Chronic Conditions
Management in Wales

Aim 3: To map and describe CCM
interventions/programmes and
evaluation plans of May 2008,
provided by LHBs
Aim 4: To assess LHB
implementation and evaluation
plans of May 2008 against WAG
CCM policy objectives and
evidence based models of CCM

•
•

•
•

Conditions covered
Service models – e.g.
assessment procedures,
staffing structures and
patterns of medical
responsibility and
accountability
User involvement in service
planning
Provision of services in
relation to where people live

In order to identify the strength of
evidence and gaps indicating
priorities for future research, the
current and proposed CCM
interventions identified in the
mapping exercise were then
compared against
•
•

policy objectives of the WAG
CCM Programme 2007-121
evidence identified in the
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2

Progress Report on the CCM
Service Improvement Plan as
measured through the CCM
Maturity Matrix

NLIAH

Sept
2011

57
pages

To present an analysis of
documents completed by all 22
LHBs from 2008-2011, reporting
on their own assessment of their
progress in remodelling care for
long term conditions, against the
CCM Service Improvement
Maturity Matrix, as part of the
Annual Operating Framework
(AOF).

National Public Health
Service review (2007/8)2
Staff in LHBs assessed their
organisation’s performance against
five domains:
•

Local vision, priorities and
partnerships
• Local model and resources
for delivery
• Foundations for change
• Delivery
• Evaluation
Each domain included a number of
sub-domains. Progress was graded
Appendices give data on average as
length of stay in hospital for three
conditions (CHD, COPD,
• Level A initial development
diabetes) from 2006 to 2011.
• Level B progress in
development or
Level C integrated
mainstream 3services
These grades were then converted
into a five point scale, and change
over time was tracked by domain
and by LHB. For 2011, data are
presented for the 7 new Health
Boards as well as for the previous
LHBs (pLHB).
•
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3

Review of Transitional Funding
(TF) Progress Reports

Swansea
University

June
2010

81
pages

To review work supported CCM
TF and undertaken by the 7
Health Boards in Wales during
2009/10 and to describe its
impact.
Activities and impact are
described by Health Board
against:
•
•
•

4

Final (Year 3) Report from the
Chronic Conditions
Management (CCM)
Demonstrators

NLIAH

2011

50
pages

TF guidance priorities
Proposals accepted and
funded by Welsh
Assembly Government
Outcomes pertaining to
the overall CCM
programme

To summarise learning from the
final year of the CCM
Demonstrator Sites.

To signpost to further
publications.

To provides practical advice and
examples for other LHBs.

The report is based on reporting
forms submitted by Health Boards in
March 2010 which described:
•

Activity and outcomes
against those proposed
when Health Boards were
awarded Transitional
Funding
• Changes in outcomes before
and after TF
Data were also collected from
telephone interviews with Health
Board staff, and from a statement
jointly submitted by Health Boards
listing issues considered to have
affected delivery of work through TF.
The first three sections of the report
provide case study examples of
initiatives developed under the CCM
programme. Some reference to
other publications within the CCM
demonstrator programme which give
more detail to evaluations of these
initiatives. Not clear from the report
whether these are all internal
evaluations carried out within sites.
Fourth section of the report presents
data on inpatient activity derived
from Patient Episode Data for Wales
(PEDW) database.
Also contains data on patient
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experience gathered ‘by the CCM
demonstrators’.
Conclusions section presents
findings from a Demonstrator
stakeholder survey.
Assessing the value added of
Chronic Conditions
Management Demonstrator
Sites

Prof Ceri
Phillips,
Swansea
University

Nov
2010

19
pages

To provide a preliminary
assessment of the costs and
benefits of the CCM
Demonstrator Sites and scope the
need for a more detailed
economic evaluation.

Comparing the financial inputs in the
operation of five randomly selected
projects from the CCM
demonstrators to the benefits
generated that can be attributed to
projects within the Demonstrator
Sites.
Data were gathered from
discussions with key people,
scrutiny of reports and documents,
and information provided by CCM
demonstrator leads.
Perceived benefits as reflected in
the various reports and documents
have been classed into low, medium
and high attribution rates, and the
impacts weighed up accordingly.
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Table 2 Key messages in research on the process of implementing the CCM policy 2009-12

1

Publication

Key messages

Implementation of the
Framework for Research and
Evaluation of Effectiveness
(FfREE) related to the

Interventions undertaken or planned

Model of Chronic Conditions
Management in Wales

•
•
•
•
•
•

All LHB action plans reported using care pathways (either generic of conditions-specific) in their
approach to chronic conditions management.
Almost all action plans (19/20) included references to multidisciplinary and/or integrated approaches
to service delivery and the use of risk stratification tools such as PRISM.
Half of action plans (10/20) reported intentions to use case management.
A quarter of Local Health Board plans (5/20) had established, or proposed, a core CCM team and
three action plans described appointment of a case or care coordinator.
All action plans addressed ways to move resources and services nearer to service users, such as
shifting staff from secondary to community services and the development of telehealth and other
home support services.
The most commonly targeted conditions listed in the action plans were diabetes, mental health
conditions, COPD and stroke.

Alignment of interventions with evidence base
Although there is positive research evidence to support certain interventions proposed in the majority of
action plans, (e.g. self-management education, targeting care to people at high risk), other proposed
interventions have a research base which is inconsistent or inconclusive.
Alignment of interventions with WG policy
Interventions appeared to focus primarily on three of the WAG CCM policy objectives:
•
•
•

Obj 2: To prevent and delay onset and early deterioration of chronic conditions
Obj 5: To increase self management, independence and participation of people with chronic
conditions and their carers
Obj 6: To improve the quality of patient care closer to home
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A smaller proportion of interventions appeared to focus on a second group of objectives:
•
•
•

Obj 1: To improve healthy lifestyles and wellbeing in the community
Obj 4: To reduce impact of chronic conditions on secondary care and care homes
Obj 7: To improve prescribing and medicines management

Very few of the documents’ actions explicitly aimed to address policy objective 8, to reduce health
inequalities and improve economic activity.
Objective 3, to improve quality of life for people living with chronic conditions, was considered to be
inherent in all the actions.
2

Progress Report on the CCM
Service Improvement Plan as
measured through the CCM
Maturity Matrix

Maturity Matrices
•
•
•
•

•

Overall, all 22 pLHBs indicated an increase in Maturity Matrix amalgamated scores between 2008
and 2011.
17 of the 22 pLHBs showed an improvement in the amalgamated score between 2010 and 2011
The domain in which least progress seemed to have been made between 2010 and 2011 was
‘Local Model and Resources for Delivery’, with 37% of pLHBs reporting an improvement, but 50%
reporting a static position.
There is variation between the five domains in terms of overall score. Over the years, the two
domains concerned with strategy - ‘Foundations for change’ and ‘Local vision, priorities and
partnership’ - have scored substantially higher than the three which were more concerned with
implementation – ‘Local model and resources for delivery’, ‘Delivery’ and ‘Evaluation.’
There is a wide variation between LHBs. The highest scoring pLHB in 2011 had an aggregate score
double that of the lowest scoring pLHB.

Supporting evidence (data presented in appendices to report but also reported in findings)
•
•
•

The average length of stay for COPD emergency admissions has consistently reduced from 2006 to
2009.
The average length of stay for CHD emergency admissions has consistently reduced from 2006 to
2009.
The average length of stay for diabetes emergency admissions has shown an consistent reduction
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3

Review of Transitional
Funding (TF) Progress
Reports

from 2006 to 2008.
• The average length of stay for diabetes, CHD and COPD emergency admissions have remained
relatively stable since 2008/2009.
• The rolling 12 month emergency multiple admission rate for CHD has consistently reduced during
2008/2009.
• The rolling 12 months emergency multiple admission rate for Diabetes shows a mixed picture with
unsustained periods of improvement followed by deterioration over the five years.
Progress against categories in TF guidance
•
•

•
•
•

No Health Board had put into practice all of the activities described in the 2008 TF guidance from
the Welsh Assembly Government,
Progress had been made in all Health Boards in terms of appointing Care Service Co-ordinators (or
equivalent staff), forming GP clusters, needs assessment, moving services from secondary to
community care, and developing models of integrated planning and service delivery, though the
detail varied between sites.
Areas of weakness were: Developing clinical pathways and partnership protocols; clear models of
care and cost; and monitoring and evaluation.
Areas of strength were: building good foundations for joint working and service delivery.
There was considerable variation in progress between Health Boards.

Progress compared to TF proposals
•

Health Boards had achieved, or were making progress on, most of their proposed service
developments and activities.

Activity and outcomes relating to the overall CCM programme
•

Specific activities described in many (though not all) Health Boards included telehealth/telecare
initiatives, patient education programmes, reviews of medicines use and the relocation of services
such as diabetes clinics and oxygen assessments from secondary to community care.
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Factors limiting the implementation of TF proposals
•

The joint statement by CCM staff highlighted factors limiting implementation, such as NHS
restructuring, and the tension between the long term work of building partnerships and infrastructure
the imperative to make a speedy impact on patient care and health measures.

Challenges to assessing progress
•

4

Final (Year 3) Report from
the Chronic Conditions
Management (CCM)
Demonstrators

The level of detail and clarity of the information provided by the Health Boards on the report forms
was highly variable.
• Health Boards are not always able to report measurable outcomes, making it difficult to accurately
describe and assess progress and impact.
Service development learning
•
•
•
•
•
•
•
•
•

Locality Team working is an effective mechanism to manage and implement change
Locality networking across health and social care has improved services for patients through
increased information sharing
Multi-disciplinary Teams (i.e. meetings) are essential in developing and sustaining integrated
working
Locality Care co-ordinators play an important role through facilitating networks, information
management, risk stratification etc
Effective information-sharing protocols, tools and technology underpin joint working between health
and social care
Intermediate care clinics for diabetes and pain have saved resources and could be used as a model
for other conditions
Results Based Accountability can be successfully applied to clinical practice to measure
improvements and outcomes
Shared care between patients and clinicians can make significant improvements to the delivery of
care from within existing resources
The Cancer Key Worker can play a demonstrable role in the community as part of community
resource teams
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Key outcomes
•

•
•
5

Assessing the value added of
Chronic Conditions
Management Demonstrator
Sites

•
•
•
•
•
•

There was an 18% decrease to 29,771 in total bed days from 2008 to 2010 for the defined set of
conditions (CHD, COPD, diabetes and epilepsy) made up of a combination of reduced admissions
and shorter length of stay. The estimated costs savings associated with this reduction were
£1,723,131.
The number of emergency medical admissions for these conditions reduced by 11.3% from 2008 to
2010, to 5142.
Since the Demonstrators were working within the context of a wider programme of change to
chronic conditions management, it is not possible to isolate or make a definitive estimate of the
Demonstrators’ impact.
Not yet possible to say confidently whether the CCM demonstrators can be regarded as
representing value for money.
There is potential for resource gains to emerge from the Demonstrator Sites but in most cases it is
still too early to measure the impact and/or there is no evidence.
A saving of £2,244,210 in total has resulted from a reduced number of bed-days in Demonstrator
Sites, though this would need to be compared with savings in non-Demonstrator Sites.
Funding spent on demonstrator initiatives has drawn in investment in staff time from other budget
headings.
Estimated annual saving of £202,126 across Wales resulting from reviews of medication taken by
patients in residential and nursing homes. Net return on investment of £28 per patient reviewed.
Some inefficiencies may result from overlap or lack of clarity about the evaluation roles of local and
national teams.

Challenges to assessing progress
•
•
•

Since there are so many other Wales-wide CCM initiatives taking place in addition to the
demonstrators it is very difficult to identify any impact which might be directly attributed to the
demonstrators.
Benefits are extremely hard to quantify and translate into changes in resource utilisation.
Inputs in terms of time and efforts of the staff involved is also hard to quantify.
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Overview
•

In 2008, LHBs set out in their Action Plans what they intended to do to
redesign care for people with long term conditions. The emphasis of their
actions was on early interventions, increasing self-management, bringing care
closer to home, and on broad brush initiatives to promote multi-disciplinary
working. Less emphasis was placed on controlling the impact of chronic
conditions on secondary care or on health promotion or addressing health
inequalities. Though many of the actions proposed are supported by an
evidence base, others are not.

•

Good groundwork at local level appears to have taken place to provide the
strategic context and foundations for implementing the CCM policy. However,
there is less progress with the next step: implementing new service models
and monitoring their effectiveness. Progress is variable across Wales.

•

There seems to be confidence that a range of local initiatives in relation to
Chronic Conditions Management is being successfully developed in the
Demonstrator Sites. These generally follow accepted models of good practice
rather than being innovative.

•

Much of the evaluation reported here is self-evaluation (e.g. the Maturity
Matrix, Demonstrators’ reports on their activities). While there are advantages
to those involved in developments taking a reflective approach, self-evaluation
also raises questions about objectivity of findings and consistency of
approach.

•

There are considerable methodological challenges to measuring the impact of
the CCM policy as a whole, and the Demonstrators in particular.

•

Some work has been carried out to evaluate the impact of the CCM policy
through analysis of datasets of hospital activity, though this may not have
been co-ordinated as the reports were produced independently of one
another. More detailed presentation and consideration of comparator data
would be useful.

•

While there has been considerable reflection on activity in Demonstrator Sites,
it is unclear to what extent the Demonstrators have had an influence on
practice in other areas of Wales.
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3) Effects of the Chronic Conditions
Management Policy on secondary care usage
in Wales: interrupted time series analysis
Abstract
Background: New policy in Wales was introduced in 2008 to improve the
management of the care of people with chronic conditions. Policy aims included
improving the health and experience of people with chronic conditions and reducing
the burden of chronic conditions on secondary care. We report on whether the policy
introduction has affected the rates of hospital emergency admissions and bed days
for people with chronic conditions in Wales.
Methods: Time series analysis with regression modelling to series subsets was
performed with monthly numbers of emergency admissions and bed days due to
Chronic Heart Disease (CHD), Chronic Obstructive Pulmonary Disease (COPD) and
Diabetes for the years 2002-2011 in Wales.
Results: Across Wales emergency admissions were decreasing throughout the
whole period with no effect following policy implementation (CHD from a baseline of
1527 admissions per month; change=1.38 admissions per month, 95%CI -0.83 to
3.58; COPD change=1.83, 95%CI -0.71 to 4.36; diabetes change= 0.05, 95%CI 0.31 to 0.42). Bed days for CHD and COPD reduced at a greater rate following
policy implementation in 2008. For CHD: from a baseline of 6340 bed days per
month, reductions increased from 7.98 to 49.12 days per month (change=41.14,
95%CI 22.58 to 59.70). For COPD: from a baseline of 9733 bed days per month,
reduction increased from 14.24 to 46.18 days per month (31.94, 95%CI 4.61 to
59.28). There was no effect of policy implementation of bed days for diabetes (1.41
95%CI -4.90 to 7.71).
Within Wales, there was a large variation between LHBs both in admissions (from
increasing by 0.94 95%CI -1.9 to -0.69 to reducing by 0.51 95%CI 0.22 to 0.80 per
month) and bed days (from increasing by 4.55 CI 6.44 to 2.45 to reducing by 8.52
95%CI 5.76 to 11.28 bed days per month). 14/22 LHBs, including all three
demonstrator sites, showed significantly greater rate of reductions after 2008 on at
least one outcome. Emergency admissions fell more consistently and at a great rate
in Wales than England during this period. England: COPD admissions increased by
6.0%; and diabetes by 51.4% whilst admissions for CHD fell by 3.1%. In Wales
emergency admissions fell for each condition and by a great margin: CHD, 18.3%;
COPD, 23.7%; diabetes, 4.9%). Emergency bed days fell in both countries during
this period for all three conditions, although rate of change varied by condition.
Conclusions: CCM policy implementation in Wales has increased the rate of
reduction of emergency bed days in secondary care, and sustained an existing fall
in emergency admissions, more consistently than in England.
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Introduction
The increasing prevalence of chronic conditions is expected to continue over the
next few decades1 and the management of chronic conditions is a major challenge to
be faced by healthcare providers across the world2. Admission rates for both acute
In the UK, the highest prevalence of people reporting at least one limiting long term
illness is in Wales (23%), compared to 18% in England, and 20% in both Scotland
and Northern Ireland3.
In response to the growing needs placed upon health service providers, in 2007 the
Welsh Assembly Government launched a policy committed to improving the
management of chronic conditions, Designed to Improve Health and the
Management of Chronic Conditions in Wales: An Integrated Model and Framework4.
The implementation of this policy commenced in 2008 supported by the Chronic
Condition Management (CCM) Service Improvement Plan (2008)5. The focus of the
policy is on strengthening primary and community services with the aims of improved
management of the health and well-being of people living with chronic conditions;
increased self management, independence and quality of life and treating patients
closer to home and reducing the burden of chronic conditions on secondary care.
Initiatives with an emphasis on making a shift from acute to primary and community
health care have the potential to improve the quality of life for those with chronic
conditions and reduce the numbers of emergency admissions and bed days utilised
in secondary care. However the evidence concerning the effectiveness of this
approach is scant. In England only a few health authority areas have succeeded in
reducing their numbers of emergency admissions despite considerable efforts
nationally.6
The aim of this study was to assess the effect of the CCM policy on secondary care
usage in Wales by:
•
•
•

Comparing hospital emergency admissions and bed days at national and local
levels across Wales before and after implementation of the policy
Measuring effects on these routine indicators in Demonstrator Sites
Comparing effects in Wales and England

Methods
The outcome data for this study were the numbers of emergency admissions and the
total number of bed days utilised in hospitals due to Coronary Heart Disease (CHD),
Chronic Obstructive Pulmonary Disease (COPD) and Diabetes. These conditions
were selected as General Practice clinical data show that they are the most common
chronic conditions in Wales3, alongside asthma which we excluded as the
epidemiology is well known and non modifiable risk factors such as allergens9 and
natural virus10 have greater effects on emergency hospitalisation.
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Welsh data were obtained from Health Solutions Wales (part of NHS Wales
Informatics Service) by the National Leadership and Innovations Agency for
Healthcare (NLIAH). These data are derived from the inpatient data sets submitted
to them by the individual NHS Health Boards for the Patient Episode Data for Wales
(PEDW) national database and cover all public inpatient care in Wales.
The data to be used for analysis were collected for emergency admissions only and
exclude elective admissions, maternity and day cases. The HRG (Hospital Resource
group) codes used to identify the three chronic conditions were:
• CHD (E22,E23, E24, E25, E29, E30, E31, E32)
• COPD (D39, D40)
• Diabetes (K11, K12, K13, K14, K15, K16).
Monthly data values for the six variables (admissions and bed days on each of the
three conditions) over the period from January 2002 to December 2011 were
analysed, with explicit reference to an intervention point marking the introduction of
the new health policy in January 2008. The time series data (each with n =120) are
examined for trend and seasonality over the entire period. Since the aim of the
analysis was to measure and compare trends pre- and post-intervention, we
employed an alternative to the usual differencing approach (which simply seeks to
eliminate trend without measuring it). The first stage fits (by Ordinary Least Squares)
separate regression lines to pre- and post-interventions subsets of a series; this
assumes that trends are linear, but makes no attempt to ensure that the pre- and
post-intervention estimates of intercepts and slopes yield regression lines with
piecewise continuity. Differences in the pre- and post-intervention slopes then
provide a measure of the change in trend in data.
The regression lines are then used to remove the trend (by subtraction) in the
original data, with confirmation of its removal in the de-trended data and further
examination of remaining components based on examination of the autocorrelations
of the de-trended data, modelling using Box-Jenkins ARMA models, and the
assessment of fitted models summarised by a Box-Ljung statistic for model
residuals. The final stage comprises a statistical comparison of pre- and postintervention slopes, and their difference, with 95% confidence intervals on the
difference.
This framework was then employed at the level of each individual LHB area for both
admissions and bed days for each condition. Further secondary analysis examined if
there was an effect on the three LHBs which were given demonstrator status in
2008, by aggregating raw data for the three conditions and repeating the analysis for
each Demonstrator Sites in addition to the other LHB areas within the larger Health
Boards that they occupy.
The data from England were obtained from HES (Hospital Episode Statistics) and
extracted according to the same inclusion criteria and time period as the Welsh data.
It was obtained at the level of Strategic Health Authority and aggregated to a national
level. The analysis framework was applied throughout the time series to examine
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trend and an observed comparison of trends was made for the standardized slopes
of each time series between England and Wales.

Results
All Wales trends
The data on emergency admissions for Wales (Figures 1.3-3.3) show an observable
trend of decreasing admissions for both CHD and COPD for the period January 2002
to December 2011; whilst corresponding data for admissions for diabetes are closer
to constant. With respect to bed days (figures 4.3-6.3), there has been an observable
decrease in the total number of bed days utilised for all three conditions during this
period. The slopes for pre- and post-intervention regression (Table 1.3) shows a
greater rate of decline in trend following the policy implementation across the three
conditions, although with a larger effect in COPD and CHD than diabetes. Table 2.3
summarises the analysis on the de-trended data and the results confirm the
regression lines as an accurate representation of the trends, allowing for testing of
pre and post policy difference.
Table 3.3 summarises the tests on the differences in the rate of decline following the
policy introduction. For numbers of bed days, we find a statistically significant
difference between pre- and post-intervention trends for CHD and COPD. For CHD,
from a baseline of 6360 bed days a month the rate of reduction increased from 7.98
to 46.18 days per month (change=41.14,95%CI 22.58 to 59.70,t=4.34,p<0.01). For
the pre and post policy trend in bed days used for COPD, from a baseline of 9733
days per month the reduction increased from 14.24 to 46.18 days per month
(change=31.94, 95%CI 4.61 to 59.28,t=2.29,p=0.02). The data on bed days utilised
for diabetes showed little difference in the trends pre - and post-intervention
(change=1.14 days per month, 95%CI -4.90 to 7.71). The greater rate of decline in
the numbers of admissions post-intervention for the three conditions was not
statistically significant (CHD change=1.38, 95%CI -0.83 to 3.58; COPD
change=1.83, 95%CI -0.71 to 4.36; diabetes change= 0.05 95%CI -0.31 to 0.42).
Local Health Board trends
The analysis at the level of individual LHB showed much variation in both admission
and bed day trends in Wales, both pre- and post policy. Figures 7.3-12.3 show the
fitted trend lines for each LHB, with the vertical line marking the implementation of
the policy. Tables 4.3-9.3 summarise the slopes for pre- and post-intervention
regression lines and the tested difference in trend post implementation for
admissions and bed days for each condition.
The observed difference between slopes revealed variation in the post policy
change; a greater reduction in rates of admissions was seen for 13/22 LHBs for
CHD, 18/22 for COPD and 12/22 for Diabetes. With respect to bed day trends, a
change towards a greater reduction post policy was observed in 17/22 LHBs for
CHD, 17/22 for COPD and 11/22 for Diabetes.
Not all of these changes were however significant and not all changes were in the
direction of greater reductions; Figure 13.3 depicts the level of change in trend post
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implementation for each LHB area. We found that 14/22 LHBs showed a significant
change towards greater reductions in either emergency admissions or bed days for
at least one of the conditions. The variation in admissions ranged from increasing by
0.94 95%CI -1.9 to -0.69 to reducing by 0.51 95%CI 0.22 to 0.80 per month. The
variation in post policy change in bed days ranged from increasing by 4.55 CI 6.44 to
2.45 to reducing by 8.52 95%CI 5.76 to 11.28 bed days per month. We did not find
any clear pattern across Wales in the variation in LHBs.
Demonstrator effect
Figures 14.3-16.3 show the fitted trend lines for the three aggregated chronic
conditions admissions for each of the successor Health Boards and the results of the
analysis are presented in Table 10.3.
All three Demonstrator Sites showed a significant change in post policy trend with
greater reductions in the overall number of admissions of chronic conditions since
2008. In Demonstrator 3 admissions were increasing pre policy by 0.19 per month
and reducing post policy by 0.41 per month (change=0.60 95%CI 0.34 to 0.87,
t=4.42, p<0.01). For Demonstrator 2, admissions were increasing pre policy by 0.34
per month and reducing post policy by 0.21 per month (change=0.54 95%CI 0.10 to
0.98, t=2.42, p=0.02) and Demonstrator 1 increased the rate of reduction from 0.32
to 0.93 per month (change=0.61 95%CI 0.15 to 1.07, t=2.60,p=0.01).
Two of the three Demonstrator Sites had the greatest level of change in trend since
2008 compared with neighbouring LHBs in their respective larger successor health
boards.
The fitted trend lines for the aggregated number of bed days for chronic conditions
for each of the Health Boards are presented in Figures 17.3-19.3 below and the
results of the analysis in Table 11.3.
Each of the three demonstrator LHBs had greater rate of reduction in trend since
2008 which was significant for two of the sites. Demonstrator 3 increased the rate of
reduction from 1.35 to 5.37 days per month (4.02 95%CI 0.54 to 7.50,
t=2.26,p<0.01). For Demonstrator 1 bed days were increasing pre policy by 1.40 per
month and reducing post policy by 14.82 per month (6.12 95%CI 11.03 to 21.42,
t=6.12,p<0.01). Though the change in Demonstrator 2 was not significant, both other
LHBs within the successor Health Board had a significant change towards increasing
numbers of bed days post implementation.
Again, two of the three Demonstrator Sites had the greatest level of change in the
trend of bed day utilisation post implementation compared with neighbouring LHBs in
their respective successor health boards.
Comparison of Wales and England national trends
In England there has been an observable increasing trend in the number of hospital
admissions for COPD and Diabetes with little change observed for CHD admissions
(Figure 20.3). With respect to bed days for each of the three conditions England has
shown a decreasing trend.
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To make a comparison with data from Wales, Table 12.3 shows the standardized
trends in admissions and bed days for both England and Wales; a decrease is
indicated by a negative number and the greater the number the greater the rate of
decline. There is a marked difference between nations in their admission rates.
Wales has a decreasing trend in all three conditions (CHD slope=-0.633, 18.3%
decrease; COPD slope=-0.358, 23.7% decrease; Diabetes slope=-0.172, 4.9%
decrease), compared to England where there is a far smaller decrease in CHD
admissions and an increasing trend in admissions for COPD and Diabetes (CHD
slope=0.015, 3.1% decrease; COPD slope=0.226, 6.0% increase; Diabetes
slope=0.909, 51.4% increase).
With respect to bed days, both England and Wales have decreasing trends for all
three conditions, however we observed a slightly greater rate of decrease for CHD in
Wales (Wales slope=-0.794 v England slope=-0.639), and a greater rate of decrease
in England for COPD (England slope=-0.930 v Wales slope=-0.593) and Diabetes
(England slope=-0.778 v Wales slope=-0.574).

Discussion
Principal Findings
At a national level, we found a difference post policy implementation in trends for
admissions and bed days for two of the three chronic conditions examined. For
COPD and CHD; there was a significantly greater decline in bed days post policy,
and a moderate but non-significant decrease in the trend of admissions. Diabetes
had a decreasing trend for both admissions and bed days, but there was little
difference seen between pre and post policy trends.
Within Wales, we found a great deal of variation between LHBs. Several LHBs had a
significantly greater rate of decrease in hospital use post policy implementation. The
majority of LHBs showed greater rates of reduction in hospital use post policy that
was non-significant. For a few LHBs however, the trends of hospital use significantly
increased post policy.
In the Demonstrator Sites, where there had been an additional input in policy
implementation, there appeared to be a greater change in post policy trends. Each of
the Demonstrator Sites showed a significantly greater rate of decrease in admissions
post policy, and for Demonstrator 1 and Demonstrator 3 we found a significantly
greater rate of decrease in bed days post policy. Within their respective successor
Health Boards, two of the demonstrators achieved the greatest level of post policy
change.
Although Wales has had a greater degree of success in reducing the numbers of
hospital admissions for each of the three chronic conditions, there is mixed results
with respect to bed days. For both countries we found a decreasing trend in all three
conditions; with a greater rate of decrease in CHD for Wales and COPD and
Diabetes in England.
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Limitations
A strength of this study is that it has used the data to assess the CCM policy at a
national level in order to test an overall effect upon rates of hospital use. This study
was necessarily an observational study and therefore causation is difficult to
demonstrate. There may have been other initiatives, both locally and nationally that
may also impact hospital admissions and bed days. However our use of an
interrupted time series analysis design is an appropriate and strong design to
examine the change in data over time. Comparisons of national data need to be
interpreted with care as there is a risk that different administrative systems of data
collection can cause a large bias13.
Comparison with other studies
High numbers of hospitalisations for ambulatory care sensitive conditions have been
identified in a number of European countries14. There are many policy initiatives to
improve the management of individuals with chronic conditions worldwide. The US
healthcare organisation Kaiser Permanente has been highlighted as a successful
model of healthcare delivery in recent years and has been an influence on the policy
developments within many European healthcare systems15. However, the evidence
on CCM policies effecting change in hospital usage is scare. Studies have tended to
focus on healthcare initiatives more locally or on a specific condition. A recent
systematic review on integrated care of chronic conditions did not identify any study
attempting to asses implementation at the level of a whole healthcare system16. The
heterogeneity of smaller scale studies, both in context and focus make it difficult to
generalise their findings17 and make a meaningful comparison with our study that
has been conducted at a level of a whole healthcare system.
Our finding is of greater reductions in hospital usage post policy implementation for
CHD and COPD with little change in trends for diabetes since 2008, one
interpretation of these results at a national level is simply that the policy
implementation was more effective for COPD and CHD; however since the numbers
of admissions and bed days for diabetes were already decreasing it is possible that
other established initiatives had made progress on reducing the numbers allowing for
less impact from the CCM policy.
The variation between LHBs in our results, has also been found to exist between
different health authority areas in England7. It may be due to the differences between
the LHBs in terms of geography, but also, in Wales studies have found considerable
variation exists in the prevalence of limiting long term illnesses, ranging from 19% in
Cardiff to 30% in Merthyr11. This presents different challenges in chronic conditions
health care provision in the different areas that may have resulted in a variety of
interpretations and implementations of the policy at a local level.
Our finding of a reduction in bed days in England is in contrast to the findings of the
Nuffield Trust who report an increase in bed days in England7 between 2004 and
2009, but their figures did not give a breakdown of individual conditions and other
indicators may have changed the overall picture.
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Future Research
While we have described the differences in healthcare utilisations, we have not yet
been able to explain them in full and more research is needed in order to fully
understand the variation that we have found to assess how policy implementation
was most effective and to identify remaining challenges.
Although the results of the comparison across national boundaries need caution,
there are many reasons to do it: many countries, despite different traditions and
structures face the same challenges and are developing similar approaches in
managing them18. To compare practice between countries will eventually lead to
‘best practice’, and further research in policy implementation across national
boundaries and the development of standards upon which to make comparison is
needed.
Conclusion
This study found that that the CCM policy implementation in Wales has increased
the rate of reduction of emergency bed days in secondary care, and sustained an
existing fall in emergency admissions, more consistently than in England.
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Figure 1.3 Descriptive figure of trends of emergency admissions of CHD in Wales. The
vertical line marks the introduction of the policy. Figure covers the period January 2002 to
December 2011.

Figure 2.3 Descriptive figure of trends of emergency admissions of COPD in Wales. The
vertical line marks the introduction of the policy. Figure covers the period January 2002 to
December 2011.
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Figure 3.3 Descriptive figure of trends of emergency admissions of Diabetes in Wales. The
vertical line marks the introduction of the policy. Figure covers the period January 2002 to
December 2011

Figure 4.3 Descriptive figure of trends of bed days for CHD in Wales. The vertical line marks
the introduction of the policy. Figure covers the period January 2002 to December 2011.
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Figure 5.3 Descriptive figure of trends of bed days for COPD in Wales. The vertical line
marks the introduction of the policy. Figure covers the period January 2002 to December
2011.

Figure 6.3 Descriptive figure of trends of bed days for Diabetes in Wales. The vertical line
marks the introduction of the policy. Figure covers the period January 2002 to December
2011.
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Table1.3 Regression model results of the fitted regression lines for the pre and post policy
time series.
Model
Pre95%CI
Post95%CI
Observed
intervention
intervention
difference
slope (SE)
slope (SE)
(pre-post) in
slopes
CHD
Admission

-0.37(0.54)

-1.42

0.71

-1.73(0.99)

-3.70

0.23

1.38

COPD
Admission

-0.77(0.70)

-2.16

0.62

-2.59(1.29)

-5.15

-0.03

1.83

Diabetes
Admission

-0.06(0.09)

-0.24

0.12

-0.11(0.16)

-0.44

0.21

0.05

CHD bed
days

-7.98(4.53)

-16.94

0.99

-49.12(8.32)

-65.60

-32.64

41.14

-14.24(6.67)

-27.45

-1.03

-46.18(12.25)

-70.45

-21.92

31.94

-5.98(1.54)

-9.03

-2.94

-7.39(2.82)

-12.98

-1.80

1.41

COPD bed
days
Diabetes
Bed days

SE: standard error; CI: confidence interval
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Table 2.3 Summary of the AFC functions and ARMA models estimated on the detrended time series data for monthly data January 2002 to
December 2011.
CHD Admission
COPD Admission Diabetes
CHD Bed days
COPD Bed days
Diabetes Bed
Admission
days
ACF range (16
lags)

-0.219, 0.378

-0.447, 0.582

-0.275, 0.261

-0.171, 0.285

-0.542, 0.601

-0.160, 0.148

5

12

3

2

13

0

Yes

Yes

No

No

Yes

No

(1,1)x(1,1)

(1,1)x(1,1)

(1,1)

(1,1)

(1,1)x(1,1)

-

AR(SE)

0.676 (0.134,
p<0.01)

0.281, (0.183,
p=0.128)

0.672 (0.231,
p=0.008)

0.680 (0.220,
p=0.002)

0.418 (0.187,
p=0.027)

-

MA (SE)

0.235 (0.179,
p=0.160)

-0.265 (0.182,
p=0.149)

0.389 (0.273,
p=0.157)

0.648 (0.265,
p=0.080)

-0.070 (0.202,
p=0.729)

-

Seasonal AR(SE)

0.300 (0.199,
p=0.135)

0.999 (0.015,
p<0.01)

-

-

0.990 (0.023,
p=0.000)

-

Seasonal MA(SE)

-0.249 (0.207,
p=0.232)

0.954 (0.343,
p=0.006)

-

-

0.870 (0.162,
p=0.000)

-

Box-Ljung statistic

8.57, p=0.858

7.81, p=0.899

20.04, p=0.219

24.47, p=0.080

14.58, p=0.408

-

Number of lags
exceeding 95% CI
Seasonality
present
Model

SE: standard error; CI: confidence interval; ACF: auto correlation function; AR: auto regression; MA: moving average.
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Table 3.3 results of the tested difference between trends for all time series
Model
Observed
Test Statistic
P-Value
95%CI
Difference
Lower
Upper
CHD
Admission

1.376

1.22

0.22

-0.83

3.58

COPD
Admission

1.825

1.41

0.16

-0.71

4.36

Diabetes
Admission

0.054

0.29

0.77

-0.31

0.42

CHD bed
days

41.143

4.34

0.00

22.58

59.70

COPD bed
days

31.944

2.29

0.02

4.61

59.28

1.405

0.44

0.66

-4.90

7.71

Diabetes
Bed days

CI: confidence interval

Figure 7.3 Descriptive figure of fitted trend lines of emergency admissions for CHD in
Wales. The vertical line marks the introduction of the policy. Figure covers the period
January 2002 to December 2011.
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Figure 8.3 Descriptive figure of fitted trend lines of emergency admissions for COPD
in Wales. The vertical line marks the introduction of the policy. Figure covers the
period January 2002 to December 2011.

Figure 9.3 Descriptive figure of fitted trend lines of emergency admissions for
Diabetes in Wales. The vertical line marks the introduction of the policy. Figure
covers the period January 2002 to December 2011.
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Figure 10.3 Descriptive figure of fitted trend lines of bed days for CHD in Wales. The
vertical line marks the introduction of the policy. Figure covers the period January
2002 to December 2011.

Figure 11.3 Descriptive figure of fitted trend lines of bed days for COPD in Wales.
The vertical line marks the introduction of the policy. Figure covers the period
January 2002 to December 2011.
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Figure 12.3 Descriptive figure of fitted trend lines of bed days for Diabetes in Wales.
The vertical line marks the introduction of the policy. Figure covers the period
January 2002 to December 2011.
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Table 4.3 results of the tested difference between trends of CHD admissions for
each LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

-0.18

-0.43

0.25

1.44

0.15

-0.09

0.60

Demonstrator 2

0.18

-0.09

0.27

1.41

0.16

-0.10

0.64

Demonstrator 3

0.18

-0.10

0.28

2.83

0.00

0.09

0.47

LHB 1

0.06

0.07

-0.01

-0.07

0.94

-0.15

0.14

LHB 2

-0.03

-0.08

0.04

0.44

0.66

-0.15

0.24

LHB 3

-0.14

-0.21

0.07

0.54

0.59

-0.19

0.33

LHB 4

-0.07

0.18

-0.25

-1.63

0.10

-0.55

0.05

LHB 5

-0.20

0.37

-0.57

-6.68

0.00

-0.74

-0.41

LHB 6

-0.06

-0.57

0.51

3.49

0.00

0.22

0.80

LHB 7

-0.04

-0.47

0.43

2.47

0.01

0.09

0.77

LHB 8

0.04

-0.44

0.48

3.74

0.00

0.23

0.74

LHB 9

0.31

-0.13

0.44

5.12

0.00

0.27

0.60

LHB 10

-0.02

0.05

-0.07

-0.73

0.47

-0.27

0.12

LHB 11

0.19

-0.16

0.35

2.58

0.01

0.08

0.61

LHB 12

-0.18

0.54

-0.72

-5.88

0.00

-0.96

-0.48

LHB 13

-0.28

0.66

-0.94

-7.37

0.00

-1.19

-0.69

LHB 14

-0.11

-0.20

0.09

0.68

0.49

-0.17

0.36

LHB 15

0.23

-0.44

0.68

4.00

0.00

0.35

1.01

LHB 16

0.06

0.10

-0.04

-0.20

0.84

-0.43

0.35

LHB 17

-0.20

-0.02

-0.18

-1.86

0.06

-0.37

0.01

LHB 18

0.06

-0.25

0.31

3.01

0.00

0.11

0.51

LHB 19

-0.14

-0.11

-0.03

-0.29

0.77

-0.25

0.19

CI: confidence interval
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Table 5.3 results of the tested difference between trends of COPD admissions for
each LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

-0.08

-0.40

0.32

2.44

0.01

0.06

0.58

Demonstrator 2

0.08

-0.13

0.21

2.11

0.04

0.01

0.40

Demonstrator 3

0.00

-0.24

0.25

2.64

0.01

0.06

0.43

LHB 1

0.03

-0.10

0.13

2.05

0.04

0.01

0.26

LHB 2

0.12

-0.08

0.21

2.55

0.01

0.05

0.37

LHB 3

-0.05

-0.06

0.01

0.09

0.93

-0.18

0.20

LHB 4

0.05

-0.35

0.39

2.81

0.00

0.12

0.67

LHB 5

-0.05

0.02

-0.08

-1.50

0.13

-0.17

0.02

LHB 6

-0.04

-0.21

0.17

1.84

0.07

-0.01

0.36

LHB 7

0.08

-0.07

0.15

1.40

0.16

-0.06

0.37

LHB 8

-0.02

-0.01

-0.01

-0.13

0.90

-0.19

0.16

LHB 9

-0.05

-0.23

0.18

2.86

0.00

0.06

0.30

LHB 10

-0.03

-0.06

0.04

0.68

0.49

-0.07

0.15

LHB 11

-0.06

-0.13

0.07

0.61

0.54

-0.15

0.29

LHB 12

0.05

0.02

0.02

0.24

0.81

-0.17

0.22

LHB 13

-0.09

-0.02

-0.07

-0.92

0.36

-0.22

0.08

LHB 14

-0.16

-0.11

-0.05

-0.65

0.52

-0.22

0.11

LHB 15

-0.22

-0.42

0.19

1.12

0.26

-0.14

0.53

LHB 16

0.04

-0.02

0.06

0.46

0.65

-0.20

0.32

LHB 17

-0.06

-0.05

0.00

-0.03

0.98

-0.16

0.16

LHB 18

-0.03

-0.12

0.09

1.29

0.20

-0.05

0.24

LHB 19

-0.06

-0.06

0.00

-0.04

0.97

-0.19

0.19

CI: confidence interval
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Table 6.3 results of the tested difference between trends of Diabetes admissions for
each LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

-0.06

-0.09

0.03

0.69

0.49

-0.06

0.13

Demonstrator 2

0.08

0.01

0.07

1.46

0.14

-0.02

0.16

Demonstrator 3

0.01

-0.07

0.08

2.32

0.02

0.01

0.15

LHB 1

-0.01

0.05

-0.06

-2.30

0.02

-0.11

-0.01

LHB 2

0.03

0.00

0.04

1.25

0.21

-0.02

0.10

LHB 3

-0.01

0.01

-0.02

-0.52

0.61

-0.09

0.05

LHB 4

0.02

0.04

-0.02

-0.40

0.69

-0.11

0.07

LHB 5

-0.01

0.02

-0.03

-0.99

0.32

-0.08

0.03

LHB 6

-0.04

-0.07

0.02

0.73

0.47

-0.04

0.09

LHB 7

-0.01

-0.03

0.02

0.50

0.62

-0.06

0.10

LHB 8

0.01

-0.04

0.05

1.32

0.19

-0.02

0.12

LHB 9

0.00

0.01

-0.01

-0.43

0.67

-0.06

0.04

LHB 10

0.00

0.02

-0.02

-0.86

0.39

-0.08

0.03

LHB 11

0.02

0.00

0.02

0.43

0.67

-0.05

0.08

LHB 12

0.00

0.05

-0.04

-1.12

0.26

-0.12

0.03

LHB 13

-0.02

0.00

-0.03

-0.70

0.48

-0.10

0.05

LHB 14

0.01

-0.04

0.05

1.29

0.20

-0.02

0.11

LHB 15

0.01

-0.03

0.03

0.70

0.48

-0.06

0.13

LHB 16

0.04

0.01

0.03

0.74

0.46

-0.06

0.12

LHB 17

0.00

-0.02

0.01

0.47

0.64

-0.05

0.08

LHB 18

0.00

0.01

-0.01

-0.25

0.80

-0.08

0.06

LHB 19

-0.10

-0.03

-0.08

-2.44

0.01

-0.14

-0.01

CI: confidence interval
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Table 7.3 results of the tested difference between trends of CHD bed days for each
LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

0.97

-7.30

8.27

4.01

0.00

4.23

12.32

Demonstrator 2

-0.65

-1.45

0.80

0.58

0.56

-1.89

3.49

Demonstrator 3

-0.47

-1.74

1.28

1.07

0.28

-1.06

3.61

LHB 1

-0.17

-0.18

0.01

0.02

0.99

-1.39

1.41

LHB 2

-1.00

-0.84

-0.16

-0.21

0.84

-1.68

1.36

LHB 3

-0.95

-0.97

0.01

0.01

0.99

-2.99

3.01

LHB 4

2.86

-5.64

8.50

4.98

0.00

5.16

11.84

LHB 5

-1.49

2.39

-3.88

-3.87

0.00

-5.84

-1.91

LHB 6

-0.52

-4.63

4.11

3.44

0.00

1.77

6.45

LHB 7

-0.48

-3.95

3.47

2.25

0.02

0.45

6.50

LHB 8

-1.25

-4.04

2.79

2.29

0.02

0.40

5.18

LHB 9

3.48

-3.16

6.64

6.45

0.00

4.62

8.66

LHB 10

-0.34

-2.27

1.93

1.88

0.06

-0.08

3.94

LHB 11

1.25

-0.88

2.13

1.57

0.12

-0.53

4.80

LHB 12

-0.90

-1.62

0.72

0.38

0.70

-2.97

4.42

LHB 13

-2.19

2.25

-4.45

-4.37

0.00

-6.44

-2.45

LHB 14

-2.83

-0.74

-2.09

-2.19

0.03

-3.97

-0.22

LHB 15

1.25

-7.27

8.52

6.06

0.00

5.76

11.28

LHB 16

-1.99

2.56

-4.55

-2.19

0.03

-8.62

-0.47

LHB 17

-0.86

-2.35

1.50

1.34

0.18

-0.70

3.69

LHB 18

1.37

-4.07

5.43

3.59

0.00

2.47

8.40

LHB 19

-0.63

-3.95

3.32

2.00

0.05

0.07

6.58

CI: confidence interval
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Table 8.3 results of the tested difference between trends of COPD bed days for each
LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

0.40

-5.68

6.08

3.71

0.00

2.87

9.29

Demonstrator 2

-0.64

-0.59

-0.05

-0.04

0.97

-2.52

2.42

Demonstrator 3

-0.22

-3.35

3.13

2.50

0.01

0.67

5.59

LHB 1

0.51

-1.42

1.93

2.73

0.01

0.55

3.32

LHB 2

-0.42

-1.30

0.88

0.98

0.33

-0.89

2.65

LHB 3

-1.07

-0.87

-0.20

-0.20

0.84

-2.18

1.78

LHB 4

1.19

-6.96

8.15

5.14

0.00

5.05

11.26

LHB 5

-0.73

0.00

-0.73

-1.19

0.23

-1.91

0.46

LHB 6

-0.23

-3.71

3.48

3.01

0.00

1.21

5.74

LHB 7

0.77

-1.95

2.72

2.05

0.04

0.11

5.32

LHB 8

-1.10

-1.52

0.42

0.36

0.72

-1.90

2.74

LHB 9

-0.66

-2.55

1.89

2.49

0.01

0.40

3.37

LHB 10

-0.78

-1.26

0.48

0.67

0.50

-0.91

1.87

LHB 11

-1.27

-2.32

1.05

0.99

0.32

-1.04

3.14

LHB 12

0.06

-0.83

0.89

0.79

0.43

-1.32

3.10

LHB 13

-1.37

-0.06

-1.31

-1.79

0.07

-2.75

0.13

LHB 14

-2.45

-0.41

-2.04

-1.97

0.05

-4.08

-0.01

LHB 15

-2.99

-3.95

0.96

0.59

0.55

-2.22

4.14

LHB 16

-0.26

-0.30

0.04

0.03

0.97

-2.53

2.61

LHB 17

-0.75

-1.35

0.60

0.60

0.54

-1.34

2.54

LHB 18

0.06

-3.45

3.51

3.63

0.00

1.62

5.41

LHB 19

0.13

-2.88

3.01

1.77

0.08

-0.33

6.34

CI: confidence interval
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Table 9.3 results of the tested difference between trends of Diabetes bed days for
each LHB.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Demonstrator 1

0.03

-1.84

1.88

2.20

0.03

0.20

3.55

Demonstrator 2

0.29

0.91

-0.62

-1.05

0.30

-1.77

0.54

Demonstrator 3

-0.67

-0.28

-0.39

-0.44

0.66

-2.13

1.34

LHB 1

-0.30

0.62

-0.93

-3.81

0.00

-1.40

-0.45

LHB 2

-0.01

-0.16

0.16

0.48

0.63

-0.49

0.81

LHB 3

-0.15

-0.31

0.15

0.31

0.76

-0.80

1.11

LHB 4

0.04

-0.05

0.10

0.13

0.90

-1.39

1.58

LHB 5

-0.09

-0.52

0.42

0.80

0.42

-0.62

1.46

LHB 6

-0.59

-0.53

-0.06

-0.12

0.91

-1.00

0.88

LHB 7

-0.46

-0.18

-0.28

-0.51

0.61

-1.37

0.80

LHB 8

-0.52

-0.68

0.16

0.33

0.74

-0.76

1.08

LHB 9

-0.61

-0.27

-0.34

-0.38

0.71

-2.14

1.45

LHB 10

-0.42

0.06

-0.47

-1.01

0.31

-1.39

0.44

LHB 11

0.27

-0.45

0.71

1.13

0.26

-0.53

1.96

LHB 12

-0.26

0.13

-0.39

-0.78

0.43

-1.38

0.59

LHB 13

-0.27

0.12

-0.40

-0.96

0.34

-1.21

0.41

LHB 14

-0.51

-0.59

0.08

0.17

0.86

-0.77

0.92

LHB 15

-0.09

-0.21

0.12

0.19

0.85

-1.14

1.39

LHB 16

0.04

0.41

-0.37

-0.72

0.47

-1.39

0.65

LHB 17

-0.44

-0.97

0.53

0.88

0.38

-0.64

1.70

LHB 18

0.38

-1.69

2.07

3.18

0.00

0.80

3.35

LHB 19

-1.57

-0.87

-0.70

-1.12

0.26

-1.92

0.53

CI: confidence interval
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Figure 13.3: Changes in trend in hospital emergency admissions and bed days for
Wales
Admissions
Bed days

CHD

COPD

Diabetes

Significant change towards reduction (>1.96)
Moderate change towards reduction (0.98 to 1.95)

Significant change towards increase (<-1.96)
Moderate change towards increase (-0.98 to -1.95)
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Figure 14.3 Descriptive figure of fitted trend lines of admissions for chronic
conditions in Aneurin Bevan Health Board. The vertical line marks the introduction of
the policy. Figure covers the period January 2002 to December 2011.

Figure 15.3 Descriptive figure of fitted trend lines of admissions for chronic
conditions in Hywel Dda Health Board. The vertical line marks the introduction of the
policy. Figure covers the period January 2002 to December 2011.
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Figure 16.3 Descriptive figure of fitted trend lines of admissions for chronic
conditions in Cardiff and Vale Health Board. The vertical line marks the introduction
of the policy. Figure covers the period January 2002 to December 2011.

Figure 17.3 Descriptive figure of fitted trend lines of bed days for chronic conditions
in Aneurin Bevan Health Board. The vertical line marks the introduction of the policy.
Figure covers the period January 2002 to December 2011.
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Figure 18.3 Descriptive figure of fitted trend lines of bed days for chronic conditions
in Hywel Dda Health Board. The vertical line marks the introduction of the policy.
Figure covers the period January 2002 to December 2011.

Figure 19.3 Descriptive figure of fitted trend lines of bed days for chronic conditions
in Cardiff and Vale Health Board. The vertical line marks the introduction of the
policy. Figure covers the period January 2002 to December 2011.
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Table 10.3 results of the tested difference between trends of overall admissions for
each Health board containing a Demonstrator Site.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Aneurin Bevan
Health Board
LHB 1

.087

.021

0.07

0.64

0.52

-0.14

0.27

LHB 6

-.140

-.847

0.71

3.44

0.00

0.30

1.11

LHB 7

.037

-.483

0.52

2.85

0.00

0.16

0.88

LHB 8

.029

-.570

0.60

2.35

0.02

0.10

1.10

LHB 10

-.302

-.190

-0.11

-0.73

1.54

-0.41

0.19

.194

-.410

0.60

4.42

0.00

0.34

0.87

LHB 5

-.261

.415

-0.68

-6.26

0.00

-0.89

-0.46

LHB 13

-.395

.644

-1.04

-6.62

0.00

-1.35

-0.73

.337

-.206

0.54

2.42

0.02

0.10

0.98

.034

-.358

0.39

2.91

0.00

0.13

0.66

-.321

-.928

0.61

2.60

0.01

0.15

1.07

Demonstrator 3
Hywel Dda
Health Board

Demonstrator 2
Cardiff and
Vale Health
Board
LHB 18
Demonstrator 1

CI: confidence interval
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Table 11.3 results of the tested difference between trends of overall bed days for
each Health board containing a Demonstrator Site.
Pre
Post
Observed
Test
P-Value
95%CI
Policy Policy
Difference
Statistic
Lower
Upper
Slope Slope
Aneurin Bevan
Health Board
LHB 1

.038

-.976

1.01

0.94

0.35

-1.09

3.12

LHB 6

-1.341

-8.870

7.53

3.80

0.00

3.65

11.41

LHB 7

-2.873

-6.243

3.37

1.89

0.06

-0.12

6.86

LHB 8

-.171

-6.083

5.91

2.51

0.01

1.30

10.53

LHB 10

-2.068

-7.700

5.63

2.18

0.03

0.57

10.70

Demonstrator 3

-1.354

-5.373

4.02

2.26

0.02

0.54

7.50

LHB 5

-2.306

1.871

-4.18

-3.19

0.00

-6.74

-1.61

LHB 13

-3.836

2.322

-6.16

-4.69

0.00

-8.73

-3.59

-.994

-1.126

0.13

0.07

0.94

-3.60

3.86

LHB 18

1.811

-9.211

11.02

5.70

0.00

7.23

14.81

Demonstrator 1

1.403

-14.820

16.22

6.12

0.00

11.03

21.42

Hywel Dda
Health Board

Demonstrator 2
Cardiff and
Vale Health
Board

CI: confidence interval
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Figure 20.3: Regression model results of the fitted regression lines in hospital
emergency admissions and bed days for England.

CHD Admissions

CHD Bed Day

COPD Admissions

COPD Bed days

Diabetes Admissions

Diabetes Bed days
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Table 12.3 Standardised regression trends of hospital admissions and bed days for
England and Wales
Model
England Slope
England Slope
Wales Slope
Wales Slope
Unstandardised
Standardised
Unstandardised
Standardised
(SE)
(SE)
CHD
Admission

-.696(4.536)

-0.015

-2.375(0.268)

-0.633

COPD
Admission

7.364(3.089)

0.226

-1.358(0.326)

-0.358

Diabetes
Admission

8.451(.357)

0.909

-.078(0.041)

-0.172

CHD bed
days

-173.519(17.516)

-0.639

-34.972(2.458)

-0.794

COPD bed
days

-321.177(12.319)

-0.930

-25.097(3.138)

-0.593

-28.627(2.125)

-0.778

-5.395(0.709)

-0.574

Diabetes
Bed days

SE: Standard Error
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4) Effects of integrated working in Chronic
Conditions Management on patient
experience and health outcomes
Abstract
Objective: To measure the effects of integrated working on service use,
patients’ health outcomes and experience of chronic conditions management
services.
Design: A population based quasi-experimental trial with repeated and
matched measures.
Setting: Three Local Health Board areas in south west Wales.
Participants: 1207 adults with at least one long term chronic condition.
Intervention: Integrated Chronic Conditions Management services
(intervention area) compared with standard care (control areas).
Main outcome measures: Changes in patterns of service use, health status
(SF-12), self management (Patient Activation Measure) and patient
experience and satisfaction with services.
Results: The intervention had an effect on two areas of service use, a
significant increase in the proportion of patients seeing a practice nurse
(OR=1.63, 95% CI 1.07 to 2.50) and a decreased attendance at an
emergency department (OR=0.51, 95%CI 0.26 to 1.01) There was no
significant effect by the intervention on the other nine services, with reductions
in use both in the intervention and control area.
There was a small but significant effect of the intervention in increasing self
reported physical health scores (intervention effect=2.79, 95%CI 0.21 to 5.37).
No effect was found on mental health (intervention effect=1.32, 95%CI -0.94
to 3.58). With regard to self management, no effect was found in Patient
Activation Measure scores (intervention effect=0.32, 95%CI -0.87 to 1.52).
There was little effect by the intervention on patients experience of care, there
was a significantly increased provision of a telephone contact number for out
of hours (OR=1.59, 95%CI 1.01 to 2.49). No difference between groups was
seen in any of the other eight measures, including overall satisfaction and
involvement in decisions about care.
Conclusion: Integrated working has been recently introduced with the aim of
improving the management of patients with chronic conditions. Our study
found mixed results. Although there was some effect on service use, with
greater contact with a practice nurse and a reduction in emergency
department attendance, there was little change in ability to self management
or how respondents experience care.
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Introduction
The prevalence of chronic conditions is rising and presents a worldwide
challenge for health care providers1. It is estimated that by 2030 around 70%
of the global disease burden will arise from chronic conditions. However, the
current model of healthcare delivery for the majority of countries is one that is
geared around acute episodes and reactive care2, and this is unlikely to be a
model of care that will best serve the requirements of patients with chronic
conditions. These patients tend to exhibit patterns of healthcare needs that
typically involve coping with ongoing and progressive symptoms and they
particularly benefit from continued and regular contact with care services3.
The World Health Organisation proposed a change to the model of healthcare
delivery in 2002 with the Innovative Care for Chronic Conditions (ICCC)
framework4 delineating strategies for the improvement of chronic conditions
management. At the core of the framework is the notion of integrating
services and strengthening the role of community services in CCM. This has
been influential world-wide and resulted in many initiatives and efforts in
making a shift towards better CCM, including interventions aimed at
integrating healthcare across traditional boundaries of primary and secondary
care.
The term integrated services has several usages and providers can interpret
integration in many ways both with and between agents and at a micro, meso
and macro level5. In practice integration of services is a process and a
continuum, as opposed to integrated or not integrated. To the end user of
services however integration means that ‘healthcare is seamless, smooth and
easy to navigate’6
The implementation of integrated care programmes to enhance the
management of chronic care has shown some positive results7,8, suggesting a
higher quality of care, improved efficiency and a better experience for
patients; but the evidence is far from conclusive and further research is
needed to assess the effectiveness of integrated working on patient
outcomes.
We studied a Local Health Board (LHB) in Wales that integrated CCM
services within different levels of service in primary care and across sectors
with social care services; one of three LHBs serving as ‘Demonstrator Sites’
for national CCM policy implementation. Initial data gathered by the National
Demonstrators on the intervention site suggest a fall in emergency admission
rates and length of stay 9, however far more evidence and a greater range of
measures, including patient reported outcomes is required to draw any firm
conclusions.
This study aimed to measure the effect of implementing integrated health care
services on service use, health outcomes and experience of patients with
chronic conditions.
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The objectives were to compare changes between the intervention and
control group in:
•
•
•
•

Use of a range of health services
Self-reported health status
Measures of willingness and ability to self manage
Measures of patient experience and satisfaction

Method
It would not have been feasible either politically or organisationally to
undertake randomisation, therefore we used a quasi- experimental method
with two neighbouring Local Health Boards serving as controls.
In 2008, prior to implementation of integrated services in the intervention area
we conducted a large scale national survey of 6,600 patients’ across Wales
on their experience of chronic conditions services across Wales. This
provided us with rich baseline data which we compared against the
experience of patients as measured in 2011.
Participants for this quasi-experimental study comprised of adult men and
women who completed a baseline questionnaire between July to September
2008 and resided in either the intervention or control local health board areas.
We recruited by random digit dialling and included all respondents over the
age of 18 who reported having a chronic condition.
Questionnaires were administered at baseline (2008) and 36 month follow-up
(2011). The original questionnaire was developed by the Picker Institute in
collaboration with the College of Medicine, Swansea University 11
We re-contacted all participants who consented to follow-up between October
and December 2011 by telephone. Due to the long time duration and to
reduce the possibility of bias, those lost to follow-up were replaced by a
matched new sample.
The additional participants were obtained by random digit dialling and quota
sampling. They were matched by area of residence, gender, age and main
chronic condition. We made formal checks on quotas at regular intervals and
at 200 completed surveys we identified that we needed to exclude any further
participants aged between 45 and 54.
Interventions
In 2008 the Welsh Government launched the CCM Service Improvement
Plan9a which has the broad aims of developing core CCM teams to improve
the quality care, reduce the burden on secondary care and promote self
management for chronic conditions. To help drive policy implementation, the
intervention area was one of three Local Health Boards that were given
additional resources in finance and project staff in order to advance
implementation more rapidly and allow for evaluation of this model. It covers
an area of approximately 2,500km2 with a population of around 170,000. The
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main focus of the local health board we studied was on integrating service
delivery across GP clusters within primary care and social services and
improving communication with secondary care to achieve the policy aims.
For implementation of integrated services the local health board was
organised into three districts based around GP clusters, each with a typical
population of 50,000-60,000 residents. Each district established Locality
Leadership Groups consisting of a lead GP, lead community nurse, the area
manager of social services, a specifically appointed care coordinator and
other partners as required leading to the development of integrated services
and multi-agency Community Resource Teams. This approach resulted in colocated multi-agency partners and formalised weekly multidisciplinary
meetings to deliver community based services. Their function was to improve
CCM through enhanced communications and monitoring of progress and
service delivery across primary, secondary and social care. A more detailed
description is published elsewhere 10. The control LHBs provided usual care
with the traditional boundaries between different care providers. There was no
co location of different agencies or formalised multidisciplinary team structure.
Outcome Measures
To assess resource utilisation respondents were asked to indicate from a list
all the health services they had contacted in the previous 12 months in
relation to their chronic condition.
Health status was measured by the SF1212, 12 validated questions to provide
a generic measure of respondents’ quality of life/general health status in
terms of both physical and mental health.
The PAM (Patient Activation Measure)13, a validated measure with 13
questions, was used to measure respondents’ aptitude/ability to self manage
their condition.
Patient experience of healthcare delivery was assessed by tried and tested
items from instruments developed by the Picker Institute for the Healthcare
Commission’s UK patient survey programme11. These consisted of Likert
scales and yes/no answers rating different aspects of the healthcare services
they had received in the previous 12 months. If the respondent had reported
more than one chronic condition the questions related to their main chronic
condition that they felt was most important to them.
Analysis
To assess the success of our respondent matching process we used
descriptive statistics and chi squared tests to compare the differences in
demographics and main chronic condition between the participants lost to
follow-up and the matched sample.
We used a design that compared the changes in the intervention area
between baseline and follow up with the changes in the control area between
the same time points. We fitted a full factorial linear model for the SF12 and
PAM, using the binary dependent variables of group (control or intervention),
time point (baseline and follow-up) and interaction. For both service
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utilisations and patient experience we applied the same framework of analysis
using binary logistic regression models. Categorical variables were
condensed into binary variables. We did all analysis with SPSS (version 16).
The large scale national survey of 6600 participants conducted at baseline in
2008 was designed and adequately powered to detect differences between
individual LHBs. Therefore we contacted all participants residing in the
intervention and control LHBs in this study, and replaced those lost to follow
up with a matched sample.
Ethical Approval
Formal research ethical approval was not required, since participants were
not contacted via the NHS and no patient records were examined. Usual
standards of research ethics, including consent, confidentiality and data
security were adhered to throughout the study.

Results
Of the 900 participants who completed a baseline questionnaire in 2008, 741
consented to being contacted again. At follow-up we completed 362 repeated
and 307 matched questionnaires. Figure 1.4 shows the flow of participants
through the study. All completed interviews were included in the analysis.

Figure 1.4 Flow of participants
Baseline
n=900

Consented to follow-up
n= 741.

Baseline Only
n= 159

Lost to follow-up total n=377
Not available/no longer at
address n=172
Withdrew consent n= 205

Repeated Sample
n=364

Matched Sample
n=307
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Table 1.4 presents the characteristics of all participants at each stage of the
study.
Table 1.4 Characteristics of respondents
2008 Total
sample

Baseline
only

Lost to
follow-up

Matched
respondents

Repeated
respondents

2011 total
sample

n=900

n=159

n=379

n=307

n=362

n=669

Female

544(60.4)

81(50.9)

234(61.7)

192(62.5)

229(63.2)

421(62.9)

Male

356(39.6)

78(49.1)

145(38.3)

115(37.5)

133(36.7)

248(37.1)

Under 45

100(11.4)

14(9.5)

54(14.5)

38(12.4)

32(8.9)

70(10.6)

46-64

319(36.3)

38(25.7)

137(36.8)

103(33.6)

144(40.2)

247(37.1)

65-74

253(28.8)

45(30.4)

95(25.5)

80(26.1)

113(31.6)

193(29.0)

75-84

174(19.8)

40(27.0)

72(19.3)

68(22.1)

62(17.3)

130(19.5)

32(3.6)

11(7.4)

14(3.7)

18(5.9)

7(2.0)

25(3.8)

Intervention

300(33.3)

53(33.3)

118(31.1)

106(34.5)

129(35.6)

235(35.1)

Control

600(66.6)

106(66.6)

262(68.9)

201(65.4)

133(64.4)

434(64.8)

243(27.0)

40(25.1)

99(26.1)

72(23.4)

104(28.7)

176(26.3)

84(9.3)

16(10.1)

29(7.7)

29(9.4)

39(10.8)

68(10.2)

281(31.2)

52(32.7)

122(32.2)

106(34.5)

107(29.6)

213(31.8)

22(2.4)

6(3.8)

11(2.9)

13(4.2)

5(1.4)

18(2.7)

Diabetes

112(12.4)

21(13.2)

43(11.3)

25(8.1)

48(13.2)

73(10.9)

Other Chronic
condition

158(17.6)

24(15.1)

75(19.8)

62(20.2)

59(16.3)

121(18.1)

Length of
Diagnosis**

12.6(12.2)

13.2(13.6)

12.2(13.2)

13.2(12.8)

13.9(10.7)

13.2(11.7)

Age*

85+
Health Board

Main
Condition
Heart
Condition
Respiratory
Muscular
Skeletal
Mental Health

Values are numbers (percentages) *Age data is missing for 22 respondents; 11 on the
Baseline only group, 7 on lost to follow-up and 4 on the matched sample. Valid
percentages are given for age. **numbers are means years (standard deviation).
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At baseline, those who declined further participation were more likely to be
male χ2(2) =7.47, p=0.026 and over 75 χ2(4) =17.98, p=0.01. Differences in
health scores, PAM and other demographics were non-significant.
The numbers across the intervention and control areas for those lost to followup were comparable and the process of quota sampling ensured that
differences between the matched respondents and those lost to follow-up in
terms of location, gender, age or main chronic condition were non-significant.
Multimorbidity was common in the sample, with 64.3% reporting 2 or more
conditions (to a maximum of 14). This prevalence remained high for
respondents below 65 years at 56.3%. In our sample there was a significantly
higher proportion of multimorbidity in the intervention area χ2(4) =12.79,
p=0.012.
Health service utilisation
Table 2.4 presents the changes between baseline and follow up in the
numbers of respondents having visited services in the previous 12 months.
There was a significant effect of the intervention in increasing the proportion
of respondents seeing a practice nurse (OR=1.63, 95%CI 1.607 to 2.501). We
found a significant effect in respondents having attended an emergency
department (OR=0.514, 95%CI 0.260 to1.015) with a decrease in intervention
area and corresponding increase in the control area. There was a possible
effect in the numbers of respondents having regular checkups, with little
change in the intervention area and a corresponding decrease in the control
area (OR= 1.59, 95%CI 0.943 to 2.697) that approached significance. There
was no significant intervention effect seen for any of the other services. Both
the intervention and control had a decrease between time points in the
proportion of respondents having seen a Consultant/Specialist, attending a
hospital outpatients appointment, being an in-patient, seeing a therapist and
pharmacist. There was little change in either the intervention or control areas
in the proportion of respondents having seen a complementary therapist,
other health service or having received a home visit.
Self reported health status
There was an intervention effect on physical health scores (table 3.4), with an
increase in the intervention area and little change in the control area
(intervention effect = 2.790, 95% CI 0.213 to 5.368). No significant
intervention effect was found for the difference in changes for the SF12
mental health scores or the ability to self manage.
Patients experience and satisfaction with health care
Results of reported experience and satisfaction with services are presented in
table 4.4. Few differences in change were found between groups. There was
an increase in the intervention area for the proportion of respondents provided
with a telephone number to contact out of hours (OR= 1.589, 95% CI 1.012 to
2.494). There was no intervention effect in any of the other indicators; the
provision of information or care plan, the proportion stating that they would
like more information about their condition overall satisfaction, how well
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professionals were perceived to work together or how involved respondents
felt in decisions about their care.
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Table 2.4 Resource Utilisation
Year

Intervention
(%)

Control

B

Odds
Ratio

(%)
GP

2008

249/300 (83.0)

529/600 (88.2)

2011

184/235 (78.3)

343/434 (79.0)

Specialist/

2008

120/300 (40.0)

244/600 (40.7)

Consultant

2011

81/235 (34.4)

145/434 (33.4)

Hospital Outpatient

Hospital Inpatient

2008

92/300 (30.7)

186/600 (31.0)

2011

58/235 (24.7)

114/434 (26.3)

2008

42 /300 (14.0)

73/600 (12.2)

2011

24/235 (10.2)

40/434 (9.2)

CI

p-value

Lower

Upper

G

-0.423

0.655

0.444

0.968

0.034

T

-0.681

0.506

0.361

0.710

<0.001

I

0.379

1.461

0.843

2.530

0.176

G

-0.028

0.973

0.733

1.290

0.848

T

-0.312

0.732

0.566

0.947

0.018

I

0.075

1.078

0.695

1.670

0.738

G

-0.016

0.984

0.729

1.329

0.919

T

-0.232

0.793

0.602

1.044

0.098

I

-0.068

0.934

0.582

1.499

0.778

G

0.161

1.175

0.782

1.767

0.438

T

-0.311

0.733

0.488

1.101

0.135
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Emergency Dept

Therapist

Practice Nurse

Pharmacist

2008

40/300 (13.3)

52/600 (8.7)

2011

23/235 ( 9.8)

50/434 (11.5)

2008

64/300 (21.3)

121/600 (20.2)

2011

37/235 (15.7)

72/434 (16.6)

2008

136/300 (45.3)

276/600 (46.0)

2011

112/235 (47.7)

158/434 (36.4)

2008

129/300 (43.0)

225/600 (37.5)

2011

81/235 (34.5)

143/434 (32.9)

I

-0.048

0.953

0.487

1.865

0.889

G

0.483

1.621

1.046

2.512

0.031

T

0.316

1.372

0.911

2.067

0.130

I

-0.666

0.514

0.260

1.015

0.055

G

0.071

1.074

0.764

1.509

0.683

T

-0.239

0.787

0.571

1.087

0.146

I

-0.133

0.875

0.505

1.518

0.635

G

-0.027

0.973

0.737

1.286

0.850

T

-0.397

0.672

0.522

0.865

0.002

I

0.491

1.634

1.067

2.501

0.024

G

0.229

1.257

0.948

1.667

0.112

T

-0.200

0.819

0.632

1.062

0.132

I

-0.161

0.851

0.549

1.319

0.471
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Home Visit

Complementary

Other

None

2008

21/300 (7.0)

44/600 (7.3)

2011

19 /235 (8.1)

27/434 (6.2)

2008

17 /300 (5.7)

42/600 (7.0)

2011

15/235 (6.4)

24/434 (5.5)

2008

13 /300 (4.3)

30/600 (5.0)

2011

5/235 (2.1)

18/434 (4.1)

2008

22/300 (7.3)

27/600 (4.5)

2011

29/235 (12.3)

47/434 (10.8)

G

-0.050

0.951

0.555

1.631

0.856

T

-0.176

0.838

0.511

1.376

0.486

I

0.332

1.394

3.146

0.424

G

-0.226

0.798

0.446

1.427

0.447

T

-0.251

0.778

0.464

1.305

0.341

I

0.378

1.459

0.603

3.532

0.402

G

-0.150

0.861

0.442

1.675

0.659

T

-0.196

0.822

0.452

1.495

0.521

I

-0.538

0.584

0.175

1.947

0.381

G

0.518

1.679

0.940

3.002

0.080

T

0.947

2.577

1.578

4.209

<0.001

I

-0.371

0.690

0.322

1.478

0.340

0.618

G:Group, T:Time, I:Intervention
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Table 3.4 Self reported health Status
Intervention
Year
(SD,n)
SF12 Mental

2008

2011

SF12
Physical

2008

2011

PAM

2008

2011

47.79
(12.4,n=284)

Control
(SD,n)
50.08
(11.1,n=571)

48.89
(9.49,n=232)

49.86
(9.01,n=434)

37.80
(13.3,n=284)

40.11
(13.5,n=571)

39.98
(9.90,n=232)

39.51
(10.0,n=434)

41.23
(5.86,n=300)

41.72
(5.58,n=600)

41.71
(5.73,n=235)

CI

41.89
(5.68,n=434)

p-value

Lower

Upper

G

-2.285

-3.792

-0.778

0.003

T

-0.223

-1.545

1.099

0.741

I

1.320

-0.943

3.583

0.253

G

-2.313

-4.029

-0.596

0.008

T

-0.602

-2.108

0.903

0.483

I

2.790

0.213

5.368

0.034

G

-0.499

-1.288

0.289

0.215

T

0.165

-0.537

0.868

0.644

I

0.323

-0.876

1.522

0.597

G:Group, T:Time, I:Intervention
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Table 4.4 Patients experience of healthcare
Year
Intervention
(%)

Control

B

OR

(SE)
Professionals work
well together

2008

2011

Regular check ups

2008

2011

Background info

2008

2011

Specialist has info

240/268
(89.6)

489/544
(89.9)

177/198
(89.4)

339/375
(90.4)

219/278
(78.8)

451/573
(78.7)

160/206
(77.7)

265/387
(68.5)

207/218
(95.0)

431/451
(95.6)

CI

p-value

Lower

Upper

G

-0.037

0.964

0.596

1.559

0.881

T

0.057

1.059

0.680

1.649

0.799

I

-0.074

0.928

0.441

1.954

0.845

G

0.004

1.004

0.707

1.425

0.982

T

-0.532

0.588

0.438

0.788

<0.001

I

0.467

1.595

0.943

2.697

0.082

G

-0.136

0.873

0.411

1.856

0.725

T

-0.110

0.896

0.438

1.832

0.763

I

-0.239

0.787

0.257

2.413

0.676

146/157
(93.0)
.

251/264
(95.1)

2008

106/120
(88.3)

218/239
(91.2)

G

-0.316

0.729

0.357

1.491

0.387

2011

71/78
(91.0)

117/141
(83.0)

T

-0.756

0.470

0.251

0.879

0.018
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Phone number
provided

2008

2011

Care Plan

2008

2011

Advice given

2008

2011

Would like more
advice?

2008

2011

149/278
(53.6)

368/573
(64.2)

123/206
(59.7)

229/387
(59.2)

69/278
(24.8)

119/573
(20.8)

48/206
(23.3)

91/387
(23.5)

230/276
(83.3)

475/563
(84.4)

174/198
(87.9)

320/379
(84.4)

91/300
(30.3)

165/600
(27.5)

55/225
(24.4)

99/423
(23.4)

I

1.048

2.853

0.909

8.948

0.072

G

-0.441

0.643

0.481

0.861

0.003

T

-0.214

0.807

0.619

1.052

0.114

I

0.463

1.589

1.012

2.494

0.044

G

0.231

1.260

0.898

1.767

0.182

T

0.159

1.173

0.860

1.599

0.313

I

-0.243

0.785

0.465

1.325

0.364

G

-0.077

0.926

0.627

1.368

0.700

T

0.005

1.005

0.702

1.439

0.979

I

0.367

1.443

0.760

2.740

0.262

G

0.138

1.148

0.847

1.556

0.375

T

-0.216

0.806

0.604

1.074

0.141

I

-0.081

0.922

0.568

1.499

0.744
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Satisfied with
overall care

2008

2011

Involved in
decisions

2008

2011

201/300
(67.0)

408/600
(68.0)

149/212
(70.3)

255/392(65.1)

203/300
(67.7)

415/600
(69.2)

164/225
(72.9)

290/416
(69.7)

G

-0.046

0.955

0.711

1.284

0.762

T

-0.132

0.876

0.669

1.147

0.335

I

0.285

1.330

0.834

2.119

0.231

G

-0.069

0.933

0.693

1.256

0.647

T

0.026

1.026

0.782

1.346

0.853

I

0.225

1.252

0.784

1.999

0.346

G:Group, T:Time, I:Intervention
.
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Discussion
Principal Findings
We found respondents residing in areas with CCM integrated care were
associated with some changes in healthcare service utilisation towards
community care with higher use of a practice nurse and reduced attendance
at a hospital emergency department. The intervention did not have an effect
on any of the other services examined.
The physical health scores of respondents residing in the intervention area
were lower at baseline, perhaps associated with the greater level of multimorbidity in our sample, however physical health scores improved in the
intervention area, with little change in the control area. No intervention effect
was found for mental health scores, which remained slightly lower in the
intervention area. There was no change in either intervention or control area
in respondents willingness or ability to self manage.
There were few differences in experience of care. More respondents in the
intervention area reporting having a telephone number to call out of hours.
However little difference between groups was seen in patient satisfaction, how
well patients perceived professionals worked together, how involved they felt
in decisions about their care, provision of a care plan, information or the
proportion of respondents commenting that they would like more advice to
manage their condition.
Limitations of the study
Firstly, we cannot exclude a Hawthorne effect as it was not possible to blind
respondents or researchers owing to the nature of integrated care. Our results
possibly may contain bias as outcome measures were self reported, and for
service use this relied upon recall over 12 months, however there is no reason
to believe that the ability and accuracy in recall in one group would be
different from that in the other.
We did not attempt to assess any of the individual components of integrated
health care, and the study was conducted in a context where other factors
may have had an effect. Most observational studies and qualitative research
projects have found that the combined effect of components of an integrated
care model is greater than that of isolated interventions16. For this reason, our
study had a wide focus, was neither condition specific nor did it attempt to
isolate any component of the intervention.
A limitation of this study is that we did not assess the frequency of contact
with services. An increase in contact with a practice nurse and a decrease in
emergency department attendance may be suggestive of a cost effective
model of healthcare delivery but more information would be required to make
any conclusions.
Comparison with other studies
The results of our study add to the existing research evidence supporting
integrated care in the management of chronic conditions. Reports of fewer
attendances at an emergency department may suggest better management of
acute exacerbations of chronic conditions. A systematic review found that the
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existence of one or more components of integrated care improves clinical
outcomes and processes of care14. Individual studies, although with a focus
on a single condition have demonstrated this effect on diabetes and heart
failiure5. In COPD where previous reported interventions had not shown an
effect upon hospital admissions due to acute exacerbations, the authors
attributed the difference in their findings to the intervention being part of an
integrated care strategy15.
Although there are many reports of improved clinical outcomes from
integrated care, we found mixed outcomes for self reported health measures,
an improvement in physical scores, but little difference in mental health
scores.
There is less in the literature regarding patient experience. In their review of
systematic reviews on integrated care Ouwens at al16 found patient
satisfaction was reported in three reviews, and only retrospectively, where no
significant change was reported. Our study, with a focus upon patient reported
outcomes and experience, also found no intervention effect on overall
satisfaction with the care received, or indeed in the majority of indicators that
we used. We also found no change in respondents perception of how well
professionals worked together.
Implications and further research
This model of integrated health care delivery facilitated increased contact with
a practice nurse and reduced attendance at an emergency department.
Maintaining continued and regular contact with healthcare professionals to
reduce emergency exacerbations is beneficial to individuals with chronic
conditions3 and our findings support some of the policy aims of improving the
management of patients with chronic conditions.
Measuring patient experience is becoming increasingly central to defining and
assessing the quality of healthcare provision in the UK and elsewhere in
Europe17,18,19,20. This study, in its focus upon patient reported outcome
measures, found little effect upon improving patient satisfaction and
experience. It is noted in the literature however that the complex nature of
integrating care requires prolonged implementation times and at the time of
the study it may have been too early to establish an effect upon self reported
measures of experience and satisfaction. Contextual factors within different
settings may influence the ability of teams to implement and sustain changes
in care.
There is still a need for further research into the processes and sustainability
of this model. Large scale evaluations are required to explore the practical
approaches and what aspects are most beneficial, both to implementing
integrated care and to maintaining patient reported outcomes.
Analysis of the economical implications of integrated care was beyond the
scope of this study. As the new model of care is required to coexist with
elements of traditional care a more detailed economic analysis is
recommended to assess the cost effectiveness of this approach
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Conclusion
Integrated services were implemented with the aim of improving the
management of patients with chronic conditions. The results of this study were
mixed. We found the integration of services to be associated some effect on
self reported health status and service use towards primary and community
care. However, there was little evidence for changes to patients’ ability to self
manage or in their experience of chronic conditions management services.
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5) How do people with chronic conditions
experience care in the Hywel Dda Health
Board area? Findings from interviews with
patients.
Abstract
Background: The Welsh Government’s strategy to improve Chronic
Conditions Management involves shifting care from secondary to primary and
community services; improving care coordination; and encouraging patients to
self-manage. Welsh health boards have responsibility to implement the
strategy since 2008. In 2012, integrated working between health and social
care professionals was piloted in Carmarthenshire, part of Hywel Dda Health
Board.
Objectives:
1. To describe how people with chronic conditions experience care in Hywel
Dda and how this care affects:
•

self-reported health-related quality of life

•

willingness and ability to self-manage

•

satisfaction with care received

2. To describe how people perceive integrated working by health
professionals affects their experience of chronic conditions care
3. To describe perception of integrated working in localised GP clusters,
including Community Resource Teams, on patients’ experience of chronic
conditions management services in Carmarthenshire
4. To describe people’s perceptions of change in their chronic conditions care
in the past three years
Methods: Semi-structured telephone interviews were carried out with chronic
conditions patients with multiple and complex conditions from across Hywel
Dda Health Board. Interviews were recorded, transcribed and analysed using
a framework approach.
The research team comprised two academic members, two service users and
one commissioner of local health services.
Results: Thirty interviews were undertaken. People had contact with a
number of different health professionals at their GP surgery, hospital or at
home in the most severe cases. Travelling to hospital appointments was a
widespread concern for people in rural areas, particularly if they could not
drive themselves. Experience of care had a big effect on quality of life. It was
also closely related to ability to self manage, which was helped by personal
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outlook, health support and information. Most respondents said that managing
their condition had a positive effect on them or their health. People valued a
contact person and widely praised specialist nurses. A small number felt
depressed by the burden of self managing their conditions or forced to do so
because they did not get the information and support they needed to deal with
their medication and symptoms. Only one respondent had received a care
plan.
Respondents with stable or few conditions did not generally identify gaps
between the different services providing their care. Some conditions, such as
diabetes, were better catered for than others, such as arthritis. Patients with
very poor health appeared to have well integrated care. People with multiple
conditions identified lack of communication, slow information exchange and a
condition-specific not person-focused approach to care.
It was difficult to discern differences in how care was delivered between
Carmarthenshire and other parts of Hywel Dda Health Board.
Conclusion: People with multiple and complex chronic conditions in Hywel
Dda Health Board appear confident about self managing their health.
Respondents could not identify changes in the way their conditions are
managed since introduction of services in 2008 to improve management of
chronic conditions. Integrated working across providers seems to work best
for patients who need more care for one condition; otherwise people complain
that care is disease-specific not patient-focused. Accessing treatment should
be considered as a component of care because difficult travel arrangements
are preventing people attending appointments.

Introduction
Chronic diseases are the leading cause of mortality and morbidity in Europe.
Increasing rates present a challenge to the cost of, and models for, delivering
health care1. Chronic conditions account for the majority of health and social
care services delivered in the UK. Half of all GP appointments, almost two
thirds of outpatient appointments and 70% of inpatient bed days are for the
care and treatment of people with a chronic disease2,3. New models of care
and treatments aim to prevent onset and slow development of disease,
improve management and transfer care from secondary to community
settings4,5,6,7. These initiatives also aim to improve management of chronic
conditions care by encouraging health providers to coordinate and integrate
health services as well as improve patient self-management8,9
In 2007 the Welsh Government launched an innovative strategy to provide
services for people with chronic conditions10,11. The new strategy was targeted
at those who have - or who are at risk of developing - chronic conditions, in
order to delay onset or deterioration; improve quality of life and ability to selfmanage; and to reduce the burden on the NHS and social care services. Key
aspects of the strategy included shifting care from secondary to primary and
community services; improving care coordination and encouraging patients to
manage their conditions to reduce flare-ups and deterioration. In 2011 the
Welsh Government pledged to introduce individualised care plans for patients
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with chronic conditions in order to engage patients in self care and improve
coordination of multidisciplinary working12.
The Welsh Government commissioned Swansea University to evaluate how
the chronic conditions strategy was implemented between 2007 and 2012.
Responsibility for implementation was given initially to 22 Local Health
Boards, then from 2009 to seven Health Boards following restructuring of the
health service in Wales. These organisations commission and deliver
community, primary and secondary care services across Wales.
One element of this work was to evaluate impact of the new strategy on
patient experience. Baseline interviews13undertaken with patients across
Wales in 2008 reported that:
•

Generally, the picture of participants’ experience of health care was
positive. Problems identified by participants - such as difficulties in
making appointments with the GP, or long waiting lists for operationswere usually put to one side when participants were making their
overall evaluation of the health service.

•

For the majority of participants, the story of their experience was one of
acceptance, adaptation, and patient carrying on. By virtue of their
personality, some found it easier to retain a positive and optimistic
outlook than others. Participants generally complied with regimes of
monitoring, delivered through primary or secondary care, without
always being clear about what they were achieving.

•

Many of the participants had sought healthcare outside the NHS, either
in the form of private consultations with specialists, or complementary
therapies not available on the NHS.

•

Family had a vital role in providing emotional and practical support.

•

Participants were generally highly motivated to care for themselves,
though did not always find it easy to put healthy living advice into
practice.

•

Participants of working age were very keen to stay in, or return to, work
and generally found employers supportive.

This paper presents the results of interviews with patients in 2012 after the
chronic conditions management policy was implemented. Interviews were
undertaken in one Welsh Health Board area (Hywel Dda Health Board)
covering three local authority areas. A new model for delivering care was set
up in one of the local authority areas within the Health Board area
(Carmarthenshire). This involved clusters of GPs working with Community
Resource Teams of multi-agency partners to coordinate and deliver
community-based services to help chronic conditions patients. At the time of
interviews, this care model had not been rolled out to the whole Health Board.
This qualitative study was part of a larger survey of patient experience
involving a telephone survey of 669 patients across the whole Health Board.
Results from this quantitative phase are reported in chapter 4.
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Study objectives
1. To describe how people with chronic conditions experience care in Hywel
Dda and how this care affects:
•

self-reported health-related quality of life

•

willingness and ability to self-manage

•

satisfaction with care received

2. To describe how people perceive integrated working by health
professionals affects their experience of chronic conditions care
3. To describe perception of integrated working in localised GP clusters,
including Community Resource Teams, on patients’ experience of chronic
conditions management services in Carmarthenshire
4. To describe people’s perceptions of change in their chronic conditions care
in the past three years

Methods
A semi structured interview schedule was prepared, based on the questions
asked in the baseline survey of 2008, with some additional questions relating
to experience of community based care and care delivered by multi-agency
partners. Questions about change in care focused on the past three years to
reflect the period since implementation of the chronic conditions management
strategy began in the Hywel Dda Health Board area. The interview schedule
was piloted before use and no substantive changes made.
Ethical approval
We followed guidelines which indicated that there was no requirement to gain
ethical approval when all patients were identified and consented to the
research in 2007. However, we adhered to standards of good ethical practice
while we undertook the study.
Sampling
Interview respondents were identified from participants of a telephone survey
following up patients’ experience of care since 2007 (quantitative phase of this
study reported in chapter 4). Survey respondents were identified by random
digit telephone dialling. Following the survey, respondents were invited to
participate in an interview and the names were recorded of those who
consented. All respondents sampled for interview had completed a survey
both at baseline in 2008 and follow up in 2011.
We developed a purposive sampling strategy to identify respondents who
used more than one health or care service and were therefore likely to have
more complex needs. The sample was then examined by postcode to ensure
even distribution of respondents over the three counties of the Hywel Dda
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Health Board area. The sample respondents were then contacted in order, by
telephone, and invited to participate in an interview. Telephone interviews
lasting approximately half an hour were undertaken with those who
consented, until 30 interviews had been achieved
Analysis
We used a framework analysis approach to analyse the interview transcripts.
This qualitative method is appropriate for applied policy research because of
the structured process which is designed to answer specific questions.
Themes and concepts are derived from the data; conclusions echo the
attitudes, beliefs and values of the participants14,15. We used five steps to sift,
chart and sort the data16. We followed an iterative process with multiple and
independent coding by team members to validate the analysis process and
provide objectivity17,18.
Study team members (BAE, SM-R, GB, RH-M, CH) familiarised themselves
with the data by each reading six transcripts. Through discussion and by
consensus, we agreed key themes making up the analysis framework. The
study research questions/aims and objectives were included in this discussion
and early findings from the telephone surveys (the qualitative element of this
study) were also considered. Transcripts were blinded to all references to
clinic, hospital, geography or named individuals, so research team members
could not identify the respondent’s location within the Health Board area. Two
members of the team (BAE and SM-R) independently applied the framework
to two transcripts and compared coding to check for consistent interpretation
and application. We discussed variations in coding and amended the
framework by merging one heading into another category and by adding an
additional thematic heading.
A table summarising key features of each respondent’s conditions, care and
experience was designed, piloted and amended to include data on how
frequently they were monitored for each condition and the location of
treatment/care. We re-applied amendments to the framework and table to a
further two transcripts and we found that coding decisions had been applied
consistently.
One member of the team (BAE) then applied the analysis framework to the
remaining transcripts. Coded data were synthesised and grouped under each
theme in charts. In team discussion, themes were confirmed and data were
interpreted. Transcripts were unblinded for location at this stage to explore
links between service and geographic variation. Final results were then
drafted and circulated for amendment and confirmation.
Quotations reported here have been selected to illustrate the results. They
reflect the majority views, unless identified as describing an uncommon
response. Respondents are identified by a number between one and 30 and
whether they lived in the county with the new care intervention
(Carmarthenshire) or not.
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Study team membership
Two service users (GB, RH-M) and one health services manager (CH) were
recruited as members of the study management team alongside two Swansea
University researchers (SM-R, BAE). Service users were recruited from the
service user group SUCCESS (Service Users with Chronic Conditions
Encouraging Sensible Solutions) which was established to work with Swansea
University during the research programme to evaluate the Welsh Government
Chronic Conditions Management policy. The health service manager was
responsible for commissioning and managing services in the Health Board,
including staff managing chronic conditions patients.
Their role was to contribute the perspective of patients and service providers
to all discussions and decisions during the study. They were actively involved
at all stages, including designing the interview schedule, developing the
analysis framework, interpreting the results and drafting the report in order to
bring a wider perspective to data collection, interpretation and presentation of
results19,20,21.

Results
Response rates
Thirty telephone interviews were carried out between 16 March and 12 April,
2012.
Description of respondents
The majority of respondents said they had more than one chronic condition
and two had been diagnosed with six conditions. The most frequently reported
conditions were arthritis (11/30); diabetes (10/30); heart conditions (9/30);
hypertension (5/30) and cancer (5/30). Other reported conditions included
respiratory conditions, stroke, cellulitis, diverticulitis, colitis, Parkinson’s
disease, anaemia, back pain. Nine/30 respondents reported that their spouse
was also unwell. Table 1.5 lists respondents’ conditions, treatment and care
received. It also shows whether they lived in Carmarthen or the other parts of
Hywel Dda Health Board area.
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Table 1.5: Description of respondents by geography, condition, treatment and experience

xC

2

6 monthly

N

Consultant

Hospital

6 monthly

GP

GP Surgery

Physiotherapist

Not stated

Diverticulitis

Medication

GP

Goitre

Scan

Hospital

Prolapsed bladder

Surgery

Hospital

Overall
experience
of care

Medical centre

Changes in
care

Care plan
Y/N

Hip replacement

Frequency
of regular
monitoring

Osteo arthritis

Cardiac nurse

Frequency
of
treatment/
care

Heart condition

Location
of care

Condition

1

Who
provides
treatment/
care

Patient ID

xC

Treatment/
care

Area

C – respondent lived in Carmarthenshire
xC – respondent lived in another part of Hywel Dda Health Board
where information about treatment, care or monitoring could not be determined from the interview, that part of the table has been left blank

Increased
waiting times at
appointments

Positive

None
Y?

Arthritis

Can talk about
medication and
effects with
health
professionals

Positive

Angina
High blood
pressure

Nurse

GP Surgery

6 monthly

High cholesterol

Nurse

GP Surgery

6 monthly
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Who
provides
treatment/
care

Location
of care

Frequency
of
treatment/
care

GP

GP Surgery

Recent event

xC

xC

4

5

Breast cancer

Surgery

GP

GP Surgery

Consultant

Hospital

District nurse

Home

Diabetic clinic

Nurse

GP Surgery

Chiropody

Podiatrist

Home

Not stated

Diet advice

Dietician

Home

On diagnosis

Medication

GP

IV medication

Private

Medication

GP

Diabetes

Cellulitis

Underactive thyroid

Home

Daily for 2
mths

Overall
experience
of care

Treatment/
care

Blood tests

Changes in
care

Condition

Anaemia

Care plan
Y/N

Patient ID

3

Frequency
of regular
monitoring

Area

xC

N

None

Positive

N

Feels has more
services
because she
has deteriorated

Positive

N

Drs have no
time

Negative

Happening –
frequency not
stated
6 monthly

One off
Appt system
has deteriorated
Country cars
ceased
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GP/Hospital

Quadriplegic with
associated
problems

As needed

GP,
physiotherapist,
Disability Team,
OT

Osteoporosis
management
Skin
management
C

8

Back pain

Hydrotherapy
/physiotherapy

Incontinence
(linked to back
issue)

Not stated

Diabetes

District nurse

Recent event
Surgery, home,
specialist
hospital

As needed

Hospital

Annual

Home

On request

Hospital

Weekly but
now less

Overall
experience
of care

Surgery

Changes in
care

Bowel cancer

Frequency
of
treatment/
care

GP Surgery

Care plan
Y/N

7

Diabetes nurse

Frequency
of regular
monitoring

C

Location
of care

Condition

Diabetes

Who
provides
treatment/
care

Patient ID

6

Treatment/
care

Area

C

6 monthly

N

None

Neither
positive nor
negative

N

None

Positive

N

GPs have
changed at the
practice – lack
of continuity

Positive
(especially
diabetes)

Not yet but
expected

GP

GP Surgery

Unclear

N

Diabetes nurse

Not stated

‘regular’

N
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Location
of care

GP Surgery

Overall
experience
of care

Who
provides
treatment/
care

GP

Changes in
care

Treatment/
care

Pain killers

Care plan
Y/N

Condition

Arthritis

Frequency
of regular
monitoring

Patient ID

9

Frequency
of
treatment/
care

Area

xC

unclear

N

Deteriorated but
does not state
how

Negative

6 monthly

N

None

Positive

Alcoholism
Heart problems /
angina

xC

10

Consultant

Hospital

Back pain

Tablets

Heart bypass

Checkups

GP

Biopsy

Consultant

TB(?) treatment

Nurse

discharged

Hospital

Stroke
Bladder cancer

Hospital

6 monthly
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Heart condition

Warfarin

Diabetes

xC

12

Care plan
Y/N

Fortnightly

Loss of podiatry
service

Nurse

GP Surgery

6 months

Have to go to
hospital for
routine blood
tests

Private

Heart condition

Surgery,
pacemaker,
stent

Consultant

B12

Negative

Hospital/GP
surgery

Physiotherapy

Anaemia

More difficult to
get
appointments

GP/Nurse
assistant

Arthritis

Diabetes

N

Overall
experience
of care

Hearing aid

discharged

Changes in
care

Hard of hearing

Frequency
of regular
monitoring

Treatment/
care

Surgery

Frequency
of
treatment/
care

Condition

Skin cancer

Location
of care

Patient ID

11

Who
provides
treatment/
care

Area

C

One off – too
expensive
Hospital

Practice nurse

GP Surgery

Chiropodist

Private

Not asked

Not asked

Not
aske
d

Shorter waiting
times

Positive

Hospital is
cleaner
Hospital better
arranged

GP Surgery
More expert
nurses
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14

Asthma

Asthma clinic

asthma nurse

GP Surgery

High blood pressure

No info provided
or asked

Arthritis

Steroid injections

GP and
consultant

GP Surgery and
hospital

One off

Consultant and
rheumatoid nurse

Hospital

As required

Rheumatoid arthritis

Blood tests

GP Surgery

Overall
experience
of care

C

completed

Changes in
care

Who
provides
treatment/
care
Consultant

N

Hospital
experience
improved – better
food and care

Positive

N

Sees more health
providers
regularly

Positive

Care plan
Y/N

Treatment/
care
Surgery

Frequency
of regular
monitoring

Condition
Cataract

Frequency
of
treatment/
care

Patient ID
13

Location
of care

Area
C

annual

6 monthly

monthly
Now under a
consultant

15

Asthma

GP

GP Surgery

6 monthly

None

Positive

Offered
but
declined

xC
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Physiotherapist

Hospital

Ceased

Physiotherapy

Physiotherapist

Hospital

Ceased

Acupuncture

Physiotherapist

Hospital

Ceased

Consultant

Hospital
GP surgery

Osteoporosis

Medication

GP

Osteoarthritis

Homeopathy

Self

Pain killers

Self

diet

Self

Pernicious anaemia

Injections

Practice nurse

High blood pressure

Not stated or
asked

GP surgery

12 weekly

Overall
experience
of care

Hydrotherapy

Frequency
of regular
monitoring

Frequency
of
treatment/
care

GP surgery

Changes in
care

17

GP

Care plan
Y/N

xC

Location
of care

Condition
Arthritis

Who
provides
treatment/
care

Patient ID
16

Treatment/
care

Area
C

N

None

Negative

N

GP changed

Positive

None
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Location
of care
Home

Unclear ‘every so
often’

DK

Overall
experience
of care

Who
provides
treatment/
care
Nurse

Changes in
care

Treatment/
care
24 hour oxygen

Care plan
Y/N

Condition
Emphysema

Frequency
of regular
monitoring

Patient ID
18

Frequency
of
treatment/
care

Area
C

Nurse visiting at
home to monitor
him – nurse left;
no one visited
instead yet

Very positive

Better
communication
between staff
New respiratory
facilities at
hospital

Exercise scheme

Asthma

Respiratory team

Hospital

Physiotherapist

Hospital

3 or 4 monthly
Short term ceased

Inhaler/ventolin
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C

20

3x per day

(wife disabled so
carer is shared)

Physiotherapy

Physiotherapist

Hospital

Blocks of 6
weekly
sessions;
restart shortly

Social worker

Home

As required

GP

Home

As required

GP

GP Surgery

On request

Diabetes nurse

GP Surgery

Consultant

Hospital

Arthritis

Medication

Diabetes

N

Overall
experience
of care

Home

Changes in
care

Who
provides
treatment/
care
Local Care and
Repair

Care plan
Y/N

Treatment/
care
Carer

Frequency
of regular
monitoring

Condition
Stroke

Frequency
of
treatment/
care

Patient ID
19

Location
of care

Area
xC

Additional carer
visit each day

Positive

Appointments are
scheduled and
coordinated

N

Sees fewer
people

Negative

6 monthly
Difficult to contact
social services

Heart condition

Bypass and
medication

Bladder problems

Surgery

Hospital

Discharged

Hiatus hernia

Surgery

Hospital

Discharged

Back pain

Relaxation

Self

Home

Carers

Social services

Home

2x per day
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Who
provides
treatment/
care

Location
of care

Frequency
of
treatment/
care

Consultant

Private hospital

On waiting list

xC

22

Medication

GP

GP Surgery

High blood pressure

Medication

GP

GP Surgery

Diabetes

Diabetes pen

Diabetic nurse
and team

GP Surgery

6 months

Eye specialist
roaming team

Cottage hospital

Annual

Dietician
Colitis

Steroids

Gastrospecialist
nurse

Overall
experience
of care

Treatment/
care
Surgery

Changes in
care

Condition
Back pain

Care plan
Y/N

Patient ID
21

Frequency
of regular
monitoring

Area
xC

N

None

Positive

Not
clear

Specialist staff

Positive

Monthly

Regular
monitoring

On request
Hospital

Annual
(decreased from 6
months)
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3x per day
for 14 days:
complete

Antibiotics

GP

GP Surgery

ongoing

Wound care

Podiatry team

Hospital

Fortnightly

Wound care

Nurse
practitioner

GP Surgery

Weekly

Diabetic clinic

Hospital

2 monthly

Diabetes nurse

GP Surgery

Inhaler/
medication

Consultant

Hospital

Warfarin

Warfarin clinic

Weekly

Drops

Eye clinic

‘regularly’

Diabetes

Heart
condition/Atrial
Fibrillation

Glaucoma

N

Overall
experience
of care

Home

Changes in
care

Who
provides
treatment/
care

Acute Response
Team

Care plan
Y/N

Treatment/
care

Antibiotic
infusion

Frequency
of regular
monitoring

Condition

Infections linked to
diabetes

Frequency
of
treatment/
care

Patient ID

23

Location
of care

Area

C

Harder to see
GPs

Positive with
some
negatives

Annual
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Parkinson’s
consultant

C

xC

25

26

Cancer

Back pain

Parkinson’s
Nurse

Home

GP

Unclear

‘keeps an eye’

Rehab clinic

Hospital

6 months

Carers

Home

Surgery

Hospital

Consultant

Injections

Hospital

Nurse

Weekly for 6
weeks

Pain killers

GP

GP Surgery

As needed

Scan

Consultant

Hospital

Overall
experience
of care

Care plan
Y/N

Medication

Changes in
care

Frequency
of regular
monitoring

1 or 2x per
annum

Parkinson’s
Disease

Frequency
of
treatment/
care

Home

24

Location
of care

Physiotherapist

Who
provides
treatment/
care

Physiotherapy

Treatment/
care

(wife disabled so
carers look after
both)

Condition

N

Patient ID

As needed

Area

Hospital

xC

Parkinson’s
Nurse left for
while.

Positive

Hospital Cars
service has
deteriorated
Waiting times
are longer

`4x daily plus
(temporary)
all night
N

None

Positive

N

N

Positive

To be decided

Annual
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Location
of care

Hospital

Overall
experience
of care

Who
provides
treatment/
care

Consultant

Changes in
care

Treatment/
care

Surgery

Care plan
Y/N

Condition

Osteo-arthritis

Frequency
of regular
monitoring

Patient ID

27

Frequency
of
treatment/
care

Area

C

Annual

N

None

Positive

N

Practice nurse
clinics for blood
pressure have
ceased

Positive

N

Community nurses
2x per day

Positive

Physiotherapy
Pain killers

xC

xC

28

29

GP

GP Surgery

Carpal tunnel

Surgery

High blood pressure

Medication

GP

GP Surgery

Daily

6 monthly

High cholesterol

Medication

GP

GP Surgery

Daily

6 monthly

Heart condition

Cardiac rehab
programme

Nurses

Local gym

2x per week

Neck condition

MRI

Consultant

Hospital

‘every so often’

Auto immune skin
condition

Medication and
cream

Dermatologist

Hospital

6 weeks

Community nurses

Home

Diabetes specialist
nurse

GP surgery

Diabetes

Medication

No thyroid

Medication

2x per day
Annual
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Diabetes

Medication

Diabetes nurse

GP surgery

6 months

High blood pressure

Medication

Nurse

GP surgery

‘regularly’

Surgery

Consultant

Hospital

Overall
experience
of care

Care plan
Y/N

Hospital

Arthritis

Changes in
care

Frequency
of regular
monitoring

Physiotherapist

30

Frequency
of
treatment/
care

Physiotherapy

Location
of care

monthly

Who
provides
treatment/
care

GP Surgery

Treatment/
care

GP

Condition

Pain killers

Patient ID

Y

Area

3 months

xC

Hand therapy
group sessions
ceased

Positive

Ceased
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Care received by respondents
Most respondents said that each condition they had was treated and cared for
separately; the care for each condition was usually at a hospital or their GP
surgery. A small number of patients, whose condition or age limited mobility,
received health care at home through Acute Response Teams, district nurses
and podiatrists. Carers attended four respondents at home. In general,
patients received care or treatment from a number of different professionals.
Care providers, location and frequency of care are shown in Table 1. Patients
with diabetes, heart conditions, respiratory conditions, high blood pressure
and cholesterol said they attended clinics, usually every six months. Some
arthritis patients also received six monthly monitoring. However, treatment,
monitoring and frequency were not always clarified by respondents in the
interviews. A small number of patients said they accessed treatment privately
when the NHS waiting times were longer than they felt able to wait or they
wanted to see a named specialist.
About half of respondents said they had adapted their homes to help them live
with their conditions, installing rails, aids in the bathroom, showers and
different taps. Some were helped by Social Services or the GP helped to
make arrangements. Two respondents complained that the grant-funded
shower installed over the bath was not easy to use because they could not
climb into the bath in the first place, yet they had been refused a stand-alone
shower unit. The process of claiming benefits payments caused anxiety for a
number of patients, particularly to appeal decisions. Some were able to obtain
help from Citizen’s Advice Bureaux or Social Services.
Most respondents said they had to attend hospital appointments. Since many
lived in rural areas, this involved driving. Half of respondents could not drive
themselves and said they relied on their spouse, friends, children and other
family members. Public transport was generally not available. Three
respondents were taken in a hospital car. Those with a vehicle were
concerned about travelling to hospital if their health deteriorated to the point
that they could no longer drive. There was widespread comment about the
lack of parking at hospitals which could make hospital attendance more
difficult for people who were not very mobile or felt unwell. The other strongly
expressed criticism was about appointment times and long waits. Early
appointments required a very early start, to allow preparation time before
leaving home and the long journey. Hospital car pick-up times had little
bearing on appointment times, it was reported. Several respondents said they
cancelled appointments because it was physically too arduous to attend,
particularly in the autumn and winter.
‘You must be ready by half past eight in the morning because the drivers can’t be
running backwards and forwards. They have got to go round and pick everybody up
at the same time and dump them, and it was ‘they must all be at their appointments
in the hospital by ten o’clock’, even if their appointment is at 12 o’clock. And when
they are finished, the free hospital transport that is provided doesn’t start until three
o’clock ...it’s very tiring for somebody who is not well...I’m sometimes out of the
house for seven hours. In the middle of the winter you can’t be bothered, it’s not
worth it.’ R24: not Carmarthenshire
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Some respondents were critical of diagnosis and treatment processes
because they faced long waiting times for appointments, including between
consultations and investigations and no information about timescales or when
to receive results. They said they had to keep phoning to check progress or
get information about what to do next. The same-day telephone booking
system for GP appointments in some surgeries was strongly criticised by
patients who felt it made it so much harder to access the GP, particularly
when they needed treatment to manage a flare-up in their condition.
Effect of care on quality of life
People’s experience of care had a big effect on their quality of life. Experience
of care was affected by perceptions of service and experience and closely
related to ability to self manage. Patients valued care which was tailored to
their needs, such as home visits at times of acute illness and contact with
expert nursing staff. Regular care and monitoring, such as provided by a
clinic, benefited their physical health and also helped emotionally.
‘I have had so much great help and I have come on and I tell you what, I have
improved mentally...I know there is someone there for me....going down to that
respiratory place and meeting other people with those problems, you know when I
was doing those exercises and stuff like that, that helped me a hell of a lot.’
R18: Carmarthenshire

Access to care had a big impact on respondents’ quality of life. This was an
issue at two levels. Some patients felt isolated or demoralised because they
could not get care. Arthritis patients were especially critical of the lack of
services in their area and, they perceived, an associated lack of
understanding about their needs. These patients felt neglected, isolated and
depressed, which affected their quality of life.
‘With the doctors, I know they can’t do anything for arthritis and it’s the same old
thing all the time so I feel ‘oh, what’s the point’ and I suffer until I can’t suffer any
more because you have good times and bad times and I’ve been having a really bad
time and you go to the doctor and you know when you get there, there is not a lot he
can do.’ R16: Carmarthenshire

The physical challenges of getting to appointments also had a big effect on
people’s routine and morale. Many respondents expressed anxiety and
frustration about attending hospital appointments. One person vividly
described the difficulty of attending a fortnightly blood testing clinic to monitor
warfarin dosage since it moved from his GP surgery to the hospital. The long
walk from car park to clinic on the first floor was followed by a long wait. Not
only did he find it physically difficult because of arthritis in his hips, but the
time and stress of attending was also demoralising.
‘If you are not mobile and you have no car you have to get two buses to get there for
a start and two busses to get back home, you are talking about two or three hours
just travelling and that’s without the wait at the hospital...the hospital is such a long
way away.’ R11: Carmarthenshire
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Willingness and ability to self manage
Most respondents said that managing their condition had a positive effect on
them or their health. Self managing made them aware of symptoms and
things which triggered exacerbations, it helped them manage medication and
reduced their need to visit the doctor or attend hospital. Respondents
identified attitude, support and information as things which helped them self
manage.
Their own outlook was key to how they responded to their health needs. This
group said they valued self reliance and independence and believed they
should be responsible for their illness.
‘I am very much of the opinion it’s your illness and your body and so you should
monitor it and manage it as you feel fit because everyone’s different.’ R15: not
Carmarthenshire

Consequently, they were knowledgeable about their health and medication
needs, kept records and sought information when they needed to. One patient
described how she managed the GP appointment system when she sensed
an imminent flare-up in order to see a doctor before she deteriorated,
particularly before a weekend. Another was frustrated because the system did
not allow him to be referred for preventative treatment. In their interviews,
these respondents appeared self-aware and motivated and often said their
health was fairly stable. They were also proud of their expertise.
‘Some of the people who are diabetic just say give us the pills and go. I haven’t got
that attitude. I do keep a record of my blood sugars, I take it along to them, we do
talk, we spend a lot of time going through different things...I don’t expect
magicians...you’ve got to heal thyself to a certain extent. If you don’t take care of
yourself and take interest why should others? And it does work, it does work.’ R22:
not Carmarthenshire

They also said that access to support helped them to self manage.
Respondents valued support and guidance from healthcare staff, particularly
specialist nurses such as diabetes or Parkinson’s nurses, who provided a
single point of contact and someone with the expertise to answer questions.
Family also provided practical and emotional support.
Thirdly, respondents said that information also helped them to self manage.
‘If you are interested in fighting the disease rather than just letting it drift into, then
you have got to get advice.’ R24: not Carmarthenshire

A third of respondents said they received booklets or leaflets from healthcare
staff or information was given verbally. Many supplemented this with
information from the internet, voluntary organisations, used family members
with professional medical or healthcare experience. However, eight
respondents said they had not received any information about their condition.
A small number of respondents were negative about self managing because
they found it difficult to do. Those who criticised care delivery felt unsupported
in their illness and therefore lacked motivation and knowledge to self manage.
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Severe pain or feeling ill also stopped them. They said they felt isolated and
depressed by the burden of managing their conditions themselves. Some also
felt forced into self managing because they did not get the information or
support they needed to manage their medication and symptoms. Some said
they did not want to bother the doctor for more help or treatment because the
condition was incurable or symptoms would be considered too trivial.
‘you come home, you take your pills and you don’t know if you are supposed to stay
on them, you have no advice from the doctor as to whether you need to stay on them
or come off them, he doesn’t tell you when he wants to see you again, he hopes he
won’t see you again sort of thing, you know.’ R5: not Carmarthenshire
‘I get depressed with the pain and I can’t be bothered...I need pushing and it is very
easy on your own to say ‘oh, I can’t be bothered, to hell with it.’ R16:
Carmarthenshire
‘Sometimes you feel alone...once you go to the doctor or the nurse you do have the
care but you’ve got to go to them. Nobody comes and checks that you’re –
everything’s fine like...I’ve got all these things wrong with me now, right, and
nobody’s checking that it all should be alright.’ R20: Carmarthenshire

Care plans
Only one respondent said she had received a care plan for her chronic
conditions. She said it had been written with her. Not only did the information
help her to manage her diabetes, arthritis and hypertension, but she said it
gave her emotional support as well.
‘I think it is a personal thing, that it was written for me, plus I have got phone numbers
that were put on it so that I can contact anyone at any time should I want or need any
help or information.’ R30: not Carmarthenshire

Nearly all other respondents had not been offered a care plan and did not
know what this was. Some said they were interested in additional information
and support or reassurance that their own self management techniques were
correct. More commonly, respondents felt they were already well informed
and knew what to do, often after very many years of practice.
‘I have had asthma frankly about 25 years so I am quite used to managing it so I
don’t need a sort of plan.’ R15: not Carmarthenshire

One person was anxious that further information create more confusion.
Satisfaction with care
Respondents were positive about the care they received. Some singled out
particular staff for praise including the Acute Response Team, a local surgery
and specialist nurses and commended the quality and level of care they
provided. Some respondents’ experiences were mixed and amongst good
experiences, they also identified gaps or negative aspects. Areas for criticism
included lack of coordination between different staff and organisations, poor
support and lack of information which caused confusion for some. Arthritis
patients all said the condition was badly catered for and one admitted
attending a hospital in another county in order to see a specialist. A small
number of respondents sought private treatment to meet their needs but
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experienced poor communication between the private and NHS providers.
One patient was afraid to contact her GP because she had seen a private
consultant and feared the receptionist’s questions.
Any criticism of staff was generally of GPs or consultants for what was seen
as their aloof, illness-focused manner in contrast to the personal and caring
style of nurses. Respondent 29 described her nurses as ‘darlings (who) all
know now just about what’s the matter with me’ in contrast to her consultant
who kept her waiting and appeared surprised at her symptoms. The situation
only improved after she complained.
‘She will talk to me now where she wouldn’t talk, she would sort of talk to herself and
make notes but she’d never talk to me, but now she is talking to me and it’s such a
difference.’ R29: not Carmarthenshire

Respondents’ experience of integrated working and its effect on their
care experience throughout Hywel Dda
Respondents across the whole area reported mixed experience of integrated
working whether or not they lived in the intervention area.
Respondents with stable conditions or few conditions tended not to feel there
were any gaps between the different services providing their care. Diabetes
patients were among the most satisfied with the way their care and monitoring
was provided. Many clinics contacted them to make routine appointments and
some patients who had needed acute hospital care were discharged home to
receive a package of integrated services.
‘There’s a diabetic team in place and I’ve very rarely had to see the doctor of that
team because I’m normally dealt with by the senior diabetic nurse or one of her
specialist nurses and I’m seen on a regular basis. They contact me normally and it’s
normally about every six months unless there’s any kind of problem that should
occur...I only have to pick the phone up and I don’t have to go through the normal
surgery process, I have a telephone number ... that is specifically for diabetes...it’s all
part of the process. Once I’d got the okay to come home from the hospital, there was
a diabetic specialist.’ R22: not Carmarthenshire

Several respondents stressed the important role played by specialist nurses
who provided a central contact point plus continuity, information, support and
reassurance to these patients.
‘She’s [diabetes nurse] actually got a little bit more time, so I quiz her with problems
and she quote often comes up with solutions for me.’ R8: Carmarthenshire

Care received by patients with the highest care needs, much of which was
delivered at home, appeared to be coordinated.
However, patients with multiple conditions and less urgent health needs, were
more critical of the level of communication and integration they experienced.
‘As each illness comes along you have a different person.’ R10: not Carmarthenshire

They identified lack of communication between staff and departments
responsible for different conditions, slow exchange of information and poor
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working between the NHS and private care. Respondents often felt their
conditions or symptoms were interlinked, but criticised the way that health
services treated them as a series of health problems rather than as one
person.
‘They’re treating me separately whereas the two systems, although they’re not
completely interrelated, they are within the same body so to me, why they don’t, you
know, deal with each other but, you know, you see the bladder man or you see the
bowel man.’
R7: Carmarthenshire

Respondents felt that this illness-focused approach increased the number of
appointments they had to attend. Since these were arranged by different
departments, they were rarely coordinated so involved a lot of hospital visits.
‘three days running...three different x-rays because it is three different departments,
three different consultants, three different secretaries. It is only a small hospital...’
R12: not Carmarthenshire

Meanwhile, some respondents felt they had to coordinate information and
treatment about their different conditions themselves. They complained they
were not told timescales for results or telephoned with the information. Some
said they had to chase test results or deal with administrative failures such as
lost records.
‘I had to keep checking and keep going to the surgery to see if it had arrived.’
R26: not Carmarthenshire

They stressed the importance of information to help them manage their
expectations, especially during diagnosis and the immediate years after.
Some found that consultants did not communicate clearly.
‘it could have been said sooner that there’s nothing that could have been done...it
ruled out perhaps a little bit of false hope that was there... I wouldn’t say he was an
inarticulate person...but perhaps it’s just consultants speaking their own way
sometimes.’ R8: Carmarthenshire

Many respondents praised the nursing staff, particularly specialist nurses, for
being approachable and informative.
Experiences of integrated working - comparison between
Carmarthenshire and the other parts of Hywel Dda Health Board
From these interviews, it was difficult to discern any difference in the way care
and treatment was provided between Carmarthenshire, where multi-agency
working was implemented, and the other counties where it was not. From
across the Hywel Dda Health Board area there were reports of excellent
coordination and also of care which people felt was inadequate.
About a third of respondents described their care in terms which suggested
high levels of satisfaction with the way it was coordinated. These were
patients with complex care needs and requiring many services at home. Half
of these came from Carmarthenshire. For example, patient 18 praised the
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respiratory team who coordinated care and monitoring for his emphysema and
provided information, support and continuity.
‘You can talk about that and, I must admit, this is what I love about going to
Respiratory down there at the hospital...I felt at one time I had to explain all the time,
I was getting fed up explaining, but now I don’t seem to do it so often because they
must know me.’
R18: Carmarthenshire

There were also examples of quality care in other areas though, including the
one person among the 30 respondents who had received a care plan; she did
not live in Carmarthenshire but in another part of Hywel Dda Health Board.
Meanwhile, a larger number of patients painted a picture which suggested
gaps in their care. They did not feel they received adequate monitoring for
some or all of their conditions and spoke about feeling frustrated and isolated
or worried about their health. Many of these patients suffered from arthritis, for
which they said there was little or no provision. Again, half of these
respondents lived in the Carmarthenshire area of Hywel Dda Health Board.
For example, patient 13 (Carmarthenshire) had a history of falls and skin rips
caused by steroid treatment for her arthritis. She had attended A&E ‘quite a
few times’ and had been waiting over a year to see a consultant after falling
and knocking her head. But the only monitoring she reported was attendance
at an annual asthma clinic, a condition which she also experiences.
Change in care over the past three years
Respondents, all of whom had experienced one or more chronic conditions for
over three years, identified positive and negative changes in care in the past
three years. There did not appear to be any difference between people’s
perception of change according to where they lived.
People across the Health Board area felt waiting times had increased. Some
services had ceased. Outside Carmarthenshire, these were a community car
scheme, a GP based blood pressure clinic and a hospital based hand therapy
clinic. Within Carmarthenshire, podiatry services and GP based routine blood
tests were no longer provided to some patients. A patient who received home
care complained of difficulty in contacting Social Services and the increasing
bureaucracy of managing the process herself while another felt it was now
harder to see her GP. Throughout the area there was concern about
reorganisation of services across the whole Health Board and worries about
how patients would access centralised services if they could not drive.
Positive changes appeared equally spread across the Health Board area.
Some respondents saw more health staff or received additional services.
People who were under specialist nurses felt this was a positive change. They
could ask questions and felt reassured that their condition was being
monitored.
‘there is more information given, especially if I have got to have tablets changed or
whatever, if they don’t agree with me, I know I can go back and discuss it, you know,
that sort of thing, whereas a few years ago it was “well that’s all there is and put up
with it” sort of thing’ R2: not Carmarthenshire
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‘they are much more knowledgeable about modern techniques...more in tune with the
most recent events.’ R12: not Carmarthenshire

Ten patients, equally divided between Carmarthenshire and the rest of the
Health Board, could not identify any change over the past three years.

Discussion
Summary of findings
Thirty interviews were undertaken with people in Hywel Dda Health Board
area who experienced multiple chronic conditions and complex care needs.
They were evenly distributed over the three counties in the Health Board.
People received separate care and treatment for each condition at their GP
surgery, hospital or at home in the most severe cases. Most had contact with
a number of different health professionals. Travelling to hospital appointments
was a widespread concern for people in rural areas, particularly if they could
not drive themselves. Experience of care had a big effect on quality of life. It
was also closely related to ability to self manage, which was helped by
personal outlook, health support and information. Most respondents said that
managing their condition had a positive effect on them or their health. People
valued a contact person and widely praised specialist nurses. A small number
felt depressed by the burden of self managing their conditions or forced to do
so because they did not get the information and support they needed to deal
with their medication and symptoms. Only one respondent had received a
care plan. Respondents with stable or few conditions did not generally identify
gaps between the different services providing their care. Some conditions,
such as diabetes, were better catered for than others, such as arthritis.
Patients with very poor health appeared to have well integrated care. People
with multiple conditions identified lack of communication, slow information
exchange and a condition-specific not person-focused approach to care. It
was difficult to discern differences in how care was delivered between
Carmarthenshire, where a new model to deliver multi-agency care was
established and other parts of Hywel Dda Health Board. There were good and
bad examples in all areas. Some people identified positive or negative
changes in care in the past three years but there did not appear to be any
difference between people’s perception of change according to where they
lived.
Strengths and limitations of this study
Our purposive sampling method allowed us to identify patients with multiple
conditions, more complex care needs and evenly distributed across the Health
Board, including Carmarthenshire, the county where a new, integrated care
model had been established.
Telephone interviews allowed us to reach less mobile and house bound
patients. However, it was not always easy to build a rapport with respondents,
interviews were shorter than if held face-to-face, the interview schedule was
not always covered in full and responses were not always thoroughly probed.
As a result, there were gaps in the data and some lack of detail about the care
and monitoring that people received.
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Implications
In these interviews, respondents found it difficult to identify change in their
care. Patients’ perceptions may be confounded by the changing nature of their
condition and associated changing care needs. Patients who are satisfied with
their care may not perceive change if their care and quality of life matches
their expectations.
Comparing these interviews with those undertaken in 2008 before
implementation of the chronic conditions policy in the Health Board area, there
were many similarities. As then, patients were generally positive about their
care and took responsibility for monitoring and self management. Family
remained a major source of support. Patients continued to seek private
treatment which partly reflects the lack of some services, particularly
rheumatology services, in the Health Board area between 2008-12. However,
it was worrying that a number of respondents felt neglected or unsupported,
particularly those who felt that expertise was lacking locally. Even if specialist
treatment is not available, support or monitoring could help people remain
stable and give them a reasonable quality of life.
Unlike in 2008, there was no evidence that people were confused about what
they should do to monitor or manage their condition or what this could achieve
for them, in contrast to the views expressed in earlier interviews. Better skills
and understanding may be due to people’s experience – they have been
practising self management for an additional four years. More mature
relationships with health professionals and gaining further information over
that period may also have helped shape people’s awareness. Respondents
also linked their experience of care with ability to self manage and quality of
life. The idea that health care delivery affects people’s quality of life was
explored by Entwistle et al. 201222. They identified that the social and
relationship attributes of healthcare delivery can affect how patients see
themselves and how they behave. Thus, staff should exhibit characteristics of
good care, such as being accessible, knowledgeable and humane. Their
actions should demonstrate their competence and show respect to the patient
at the same time. These qualities enable patients to self care and enhance
quality of life. This study suggests that patients with good relationships with a
health care professional, particularly specialist nursing staff, and the sense of
being supported and cared for, are better able to take responsibility for their
own care. It appears that a positive personal attitude may not be sufficient to
enable patients to self care. Patients valued the personal relationship with a
central contact person. In some instances, patients appeared to give that role
to someone, even if the contact was only supposed to relate to one condition.
Care plans for chronic conditions patients are a recommended approach to
coordinating care, managing exacerbations, improving well being and
enhancing quality of life. They are offered to all chronic conditions patients in
England and are being introduced across Wales23,24,12. Patients in this study
showed little interest in the idea of a care plan, because they felt they were
already motivated and expert in self managing their condition. However, the
response of the one person who had received a care plan suggests it can be
104

used in a way that builds on people’s wish for both independence and
support, as long as they perceive a plan is relevant to their own needs.
Travelling to treatment emerged as a new issue and crucial concern for
patients in this study. It was discussed by most respondents, even though the
topic was not directly raised by the interviewer. People’s concerns were interrelated and concerned the physical limitations of their conditions, the practical
limitations of rural life and distance to hospitals. Some people failed to attend
appointments for these reasons. There was also deep unease about
perceived proposals to centralise hospital services as part of a wider review of
Health Board services, undergoing consultation at the time of these
interviews. Transport worries, combined with early morning hospital
appointments and the discomfort of long waiting times, indicates that
accessing treatment should be considered as a component of care by those
managing and delivering health services.
Most respondents in these interviews each had several chronic conditions and
their experiences of managing the practical and health challenges of this
multimorbidity was typical of such patients25. The best examples of integrated
working by health and care providers were to treat or care for people with
acute health needs when one of their conditions was worse. Respondents
with moderate needs felt their diseases were treated separately and they
could not cross organisational or disciplinary boundaries to proactively
manage their health and pre-empt complications or deterioration. Healthcare,
which is integrated across disciplines and diseases, can encourage more
cost-efficient management of chronic illnesses and reduce the likelihood of
inappropriate and ineffective treatments26,27. Shared decision-making and
patient-centred care is supported by a patient-focused rather than diseasefocused approach28.

Conclusion
Improving the experience of care, in particular the co-ordination of care
between providers across and within organisations and the ability of patients
to self-manage are fundamental to making progress towards the objectives
set in Welsh government’s Chronic Conditions Management strategy.
This study has shown that people with multiple and long term chronic
conditions in Hywel Dda Health Board appear to be confident about self
managing their health. However, only one person had received a care plan.
Respondents could not identify changes in the way their conditions are
managed since introduction of services in 2008 to improve management of
chronic conditions. Integrated working across providers seems to work best
for patients who need more care for one condition; otherwise people complain
that care is disease-specific not patient-focused. Accessing treatment should
be considered as a component of care because difficult travel arrangements
are preventing people attending appointments.
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6) Research Dissemination and
Proposals
During the life of the project the team has also addressed the work
programme objectives to:
•
•

develop, communicate, disseminate and publish reports and papers
relating to FfREE of the CCM Policy in Wales
seek additional external funding for evaluation of components of the work
programme

Dissemination
Prof Snooks and members of her team have given 29 oral and poster
presentation at national and international conferences about FfREE and
related activities, in addition to other dissemination activities. There have been
2 papers accepted for peer review publication and several in the final stages
of preparation for submission. Dissemination activities are as follows.
Poster Presentations
SUCCESS. An alternative SUCCESS model. INVOLVE annual conference
2012
Mark Rhys-Kingston, Helen Snooks, Hayley Hutchings, Ian Russell, Bridie
Angela Evans. Predictive Risk Stratification Model: A Trial in Chronic
Conditions Management. HTAi Conference 2012.
Rob Lowe. Illness representation profiles and people’s use of urgent and
emergency health-care services. European Health Psychology Society’s
annual conference 2011
Alison Porter, Myfanwy Davies, Jill Edge, Angela Evans, Robert HarrisMayes, Sian Morrison-Rees, Helen Snooks. Dimensions of self-management
by people with long term conditions. HSRN Conference 2011.
Mark-Rhys Kingston, Hayley Hutchings, Helen Snooks, Ian Russell, Angela
Evans. Predictive Risk Stratification Model (Prism) : Impact on care for people
with or at risk of chronic conditions. SDO Conference 2011.
Snooks H., Evans A. Developing FfREE: a Framework for Research and
Evaluation of Effectiveness of the Chronic Conditions Policy in Wales.
‘Embracing the challenges - changing conditions’ international CCM
conference, 2010
Porter A. Policy Innovation in Chronic Conditions Management: Service User
Experience at Baseline. ‘Embracing the challenges - changing conditions’
international CCM conference 2010
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Hayley Hutchings, Helen Snooks, Angela Evans. Predictive Risk Stratification
Model (Prism) for Wales: Effect on care for people with or at risk of chronic
conditions. ‘Embracing the challenges - changing conditions’ international
CCM conference 2010
Angela Evans, Helen Snooks, David Rea, Service User Steering Group
members. How can patients and carers be involved in research to improve
care: developing and evaluating a model of involvement ‘Embracing the
challenges - changing conditions’ international CCM conference, Cardiff,
2010.
Alison Porter, Lori Button, Kevin Duff, Angela Evans, Rob Lowe, Helen
Snooks, Alan Watkins & Claire Williams. Right place, first time? Use of
services for unscheduled health care needs .HSR/SDO Annual Conference
2010.
Angela Evans, Helen Snooks, David Rea, Service User Steering Group
members. How can patients and carers be involved in research to improve
care? Developing and evaluating a model of involvement. Society for Social
Medicine Annual Meeting, Belfast, 2010.
Angela Evans, Helen Snooks, David Rea, Service User Steering Group
members. How can patients and carers be involved in research to improve
care: developing a model of involvement. Health Technology Assessment
International Conference, 2010.
Alison Porter, Helen Snooks, Angela Evans, Claire Williams. Policy innovation
in Chronic Conditions Management: collecting a baseline dataset Health
Technology Assessment International Conference, 2010
Alison Porter, Lori Button, Kevin Duff, Angela Evans, Rob Lowe, Helen
Snooks, Alan Watkins & Claire Williams. Right place, first time? Use of
services for unscheduled health care needs .Health Technology Assessment
International 2010
Alison Porter, Angela Evans, Dianna McDonald. Stephen Sizmur, Claire
Williams, Helen Snooks. How do people with chronic conditions experience
care in Wales? A baseline study. Health Services Research Network/SDO
Annual Conference, 2010
Angela Evans, Helen Snooks, David Rea, Service User Steering Group
members. How can patients and carers be involved in research to improve
care: developing a model of involvement in policy-related research. Health
Services Research in Europe Working Conference, The Hague, 2010.
Porter A. Patient experience of care for chronic conditions: a baseline for
policy evaluation Health Services Research in Europe Working Conference,
The Hague, 2010.
Alison Porter, Lori Button, Kevin Duff, Angela Evans, Rob Lowe, Helen
Snooks, Alan Watkins & Claire Williams. Right place, first time? Use of
services for unscheduled health care needs. TRUST Conference 2010.
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Angela Evans, Helen Snooks, Helen Howson. How to capture impact of
policy – developing a framework for policy research and evaluation Health
Services Research in Europe Working Conference, The Hague, 2010.
Chronic Conditions Service User Steering Group, Angela Evans, Helen
Snooks, David Rea. Involving people in evaluating the policy for managing
chronic conditions in Wales. Turning the Tide: Research by, for and with
service users. Folkus Conference, 2010.
Angela Evans, Helen Snooks, David Rea. How can patients and carers be
involved in research to improve care? Developing and evaluating a model to
involve chronic conditions patients and carers in research. Presented at ABM
University Health Board R&D Conference 2009.
Conference Oral Presentations/Workshops
Mark Kingston Predictive Risk Stratification Model (PRISM) for Wales: Impact
of care for people with or at risk of chronic conditions – PRISM evaluation.
Presented to The Society for Academic Primary Care (South West Region)
Annual Research Meeting, Cardiff, 2011.
Angela Evans and David Rea. User involvement in policy evaluation: a case
study of the chronic conditions management policy in Wales. ‘Evaluation in a
turbulent world’ UK Evaluation Society Annual Evaluation Conference,
Birmingham, 2010.
Mark Kingston and Sian Morrison-Rees. Evaluating Chronic Conditions
Management... Lessons from the Demonstrator ‘Embracing the challenges changing conditions’ international CCM conference, Cardiff, 2010.
Jill Edge (SUCCESS member) and Angela Evans. How to involve service
users in researching impact of policy: Developing and evaluating a way to do
this. INVOLVE Conference, Nottingham, 2010.
Angela Evans and Robert Harris-Mayes. Involving people in evaluating the
policy for managing chronic conditions in Wales. CRC Cymru Briefing Event,
2010.
Alison Porter. How do people with chronic conditions experience care in
Wales? A baseline study. ABM University Health Board R&D Conference.
Winner of the Best Presentation Award, 2009.
Helen Snooks. Research and evaluation of healthcare policy: pulling in
different directions? 'Mind the Gap': Evidence, Policy and Action in Health and
Social Care: AWARD conference, 2009.
Helen Snooks and Angela Evans. AWARD Framework for Research and
Evaluation: objectives. CCM Demonstrators Workshop. 2009
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Papers
Evans A. How hard can it be to include research evidence and evaluation in
local policy implementation? Results from a mixed methods study. Accepted
for publication in Journal of Implementation Science 2012.
Lowe R, Porter A, Snooks H, Button L, Evans A. The association between
illness representation profiles and use of urgent and emergency health-care
services. Accepted for publication in British Journal of Health Psychology
2011.

Other Dissemination Activities
Radio programme about involving service users in research linked to the
chronic conditions policy. Broadcast 2012
Geraint Lewis/Helen Snooks. ‘Predicting and preventing unplanned hospital
admissions’ The seminar/event was held on 19 October 2011 and filmed live
by BBC and S4C news.
Angela Evans. SUCCESS Launch Event. The event was held at Swansea
University on 15 November 2011.

Development of funding bids
During the project we have developed a number of bids, detailed in Table 1
below. The team have submitted 8 funding bids to the value of £1,216,900.
6 of these bids have been successful with £756,992 awarded. The research
on these projects is ongoing.
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Study name

Funder/where
submitted

Cost

Aim

Status

Other information

Predictive Risk
Stratification: impact
on care for people
with or at risk of
chronic conditions

NIHR/SDO

£518,375.00

The aim of the
proposed study is to
describe the
processes of
introducing a
predictive risk
stratification model
(PRISM) in Wales
and to estimate the
effects on the
delivery of care both
to patients living with
or at risk of
developing a chronic
condition, and to
those with no
perceived risk.

Funded

Led by Professor
Helen Snooks,
Swansea University

Chronic Conditions
Management
Research and
Evaluation advice and
support – Helen
Snooks

WORD

£39,956.00

Funded

Led by Professor
Helen Snooks,
Swansea University
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Study name

Funder/where
submitted

Cost

Chronic Conditions
Management
Research and
Evaluation advice and
support – Alison
Porter

WORD

£32,783.00

Proposal to support
service user
involvement in
TRUST research
activity

NISCHR

£59,628.40

Aim

To effectively involve
patients, service
users and carers
throughout the
process of
developing and
conducting research
related to TRUST

Status

Other information

Funded

Led by Dr Alison
Porter – Swansea
University

Funded

Led by Professor
Helen Snooks,
Swansea University
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Study name

Funder/where
submitted

Cost

Aim

Status

Other information

Involving people
effectively in
Research and
Evaluation related to
implementation of the
Chronic Disease
Management (CDM)
programme in Wales

CRC Cymru

£102,250.00

To effectively involve
patients, service
users and carers
throughout the
process of
developing and
implementing the
Framework for
Research and
Evaluation (FfRE)
related to
implementation of the
Chronic Disease
Management
Programme in Wales

Funded

Led by Professor
Helen Snooks

Psychological
Therapies –
Carmarthenshire LHB

Carmarthenshire LHB

£4,000.00

To support the
evaluation of the brief
interventions
(Psychological
Therapies) service in
Carmarthenshire

Funded

Led by Angela
Evans
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Study name

Funder/where
submitted

Cost

Aim

Status

Other information

Impact of integrating
social care data into a
health-orientated care
risk stratification
model

NIHR/SDO

£449,968.00

To describe the
benefits and costs of
integrating social
care data into an
existing healthoriented risk
stratification tool and
thus evaluate the
cost-effectiveness of
integrating both types
of data.

Unsuccessful

Led by Dr Hayley
Hutchings

How do people with
chronic conditions
experience care in
Hywel Dda? Effect of
the locality care
model

Hywel Dda R&D
Research Grant

£9940.00

Measure the effect of
locality working,
including CRTs, on
patients’ experience
of chronic conditions
management
services in
Carmarthenshire by
comparing patientreported experience
of care and health
status in 2011 with
pre-CCM policy data
from 2008 across the
three Hywel Dda
counties.

Unsuccessful

Led by Sian
Morrison-Rees
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Study name

Funder/where
submitted

Cost

Aim

Status

Other information

Improving
implementation of
electronic collection of
clinical and
operational data in
ambulance services:
a quasi-experimental
mixed-methods study
of effects and
resource use

NIHR SDO

£611,737.00

To inform roll out of
electronic patient
related data capture
within emergency
care and in the wider
NHS with learning
drawn from past and
current
implementation by
UK ambulance
services.

Unsuccessful

Led by Professor
Helen Snooks
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7) Involving service users in Research and
Evaluation related to Implementation of the
Chronic Conditions Management (CCM)
Programme in Wales
Abstract
Background: Many funding bodies require researchers to involve service
users in research to improve relevance, accountability and quality.
Aim and objectives: To involve patients, service users and carers throughout
the process of evaluating impact of the Chronic Conditions Management
(CCM) Programme in Wales
Objectives were:
•
•
•
•

To identify individuals through appropriate groups representing
involvement of people in research and policy development related to
the CCM programme in Wales
To develop a model for involving people in the research related to the
CCM programme in Wales
To facilitate and support people’s involvement in research through the
model which is developed
To describe the process of involving people in evaluation of the CCM
policy through the model developed during the study

Methods: Patients with chronic conditions and their carers were recruited
through Involving People and the Long Term Conditions Alliance Cymru. All
who expressed interest were invited to a workshop to develop a model to
involve service users in research linked to the CCM policy in Wales. People
were supported in their involvement by a member of the research team with
practical support and information to ensure they had the opportunity to be
involved in strategic research planning, research management and
undertaking research tasks. Records were collected to report support
provided, service users’ participation and roles undertaken.
Results: Twenty three service users from across Wales were interested in
participating and 20 became involved. They developed an involvement model
– SUCCESS – made up of:
•
•
•

The SUCCESS pool of patients and carers
The SUCCESS steering group, coordinating involvement and providing
mutual supporting
The representational structure
o providing two-way communication process between research
opportunities and SUCCESS
o helping service users to reflect generic experience of chronic
illness management
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SUCCESS met 16 times between September 2008 and October 2012.
SUCCESS members participated in more than 30 research opportunities
linked to chronic conditions management.
Discussion: Service users have been involved in research linked to the
Chronic Conditions Management policy in Wales through SUCCESS, a
service user group defined and shaped by patients and carers with experience
of living with chronic conditions. Support and resources have enabled their
involvement in more than 30 research opportunities. The innovative structure
of SUCCESS and its links with research networks makes it accessible and
relevant to researchers.

Introduction and background
A new policy to improve management of chronic conditions services was
launched by the Welsh Government (WG) in 20071. This aimed to ‘improve
prevention, detection and management of chronic conditions through an
integrated and holistic approach, based on targeted proactive population
management, supported by care pathways, self-management and community
support’ (p18). Alongside the policy, Swansea University prepared a
Framework for Research and Evaluation of Effectiveness (FfREE)2 of the
policy, following commission by WG to develop a strategy for process and
outcome evaluation. One of the agreed objectives of this work was to ensure
that service users were appropriately represented at all stages of the research
process.
Chronic disease represents a significant and increasing impact on health and
social care services in the developed world. One third of adults and two thirds
of those aged over 65 in Wales report having at least one chronic condition,
the highest UK rate3. Effective policies for chronic conditions management
can potentially improve the quality of life for many people, as well as allowing
more efficient use of health care resources4,5. New models of care and
treatments aim to prevent onset and development of disease, improve
management and transfer care from secondary to community settings,
coordinate and integrate services and providers6-10. Programmes for effective
chronic conditions management are an important feature of national policies
such as Designed for Life, and the Older People’s Strategy11,12. A recurring
theme is the emphasis on patient involvement, specifically in their own care,
and more widely in policy, service planning and research13-19.
Involving service users in research is encouraged as a way to improve
research quality, relevance and accountability. It is a central tenet of health
care policy in the UK and internationally20-26. It is recommended that
‘participants or their representatives should be involved wherever possible in the
design, conduct, analysis and reporting of research’27
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Involving people in research is defined as ‘research being carried out ‘with’ or
‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them’28. Service
users can be involved in qualitative and quantitative research and at all stages
of a study, developing, managing and undertaking research, collecting and
analysing data and disseminating results29-33. Service users have a wide
range of health and social care experiences including mental health, cancers,
chronic conditions and rare diseases in all age groups. Recent systematic
reviews have identified service user involvement in designing research
protocols and developing and applying data collection tools. Service users
have undertaken interviews, focus groups and gathered observational data;
helped analyse data and prepare reports synthesising and presenting
findings. They have also been involved in prioritising research proposals and
allocating research funds43. Most frequently, service uses have been involved
in qualitative studies but there are a growing number of reports describing lay
people’s involvement in other study designs such as systematic reviews,
randomised controlled trials and quasi-experimental studies35-37.
Many of the models of involvement within the literature describe an
involvement process which sits within ‘collaboration’ on the ‘continuum of
involvement’; which describes involvement on a continuum ranging from
consultation at one end, through collaboration, to service user led research at
the other end28. A commonly reported model for involving service uses is as
members of research study teams38-44. Reeve et al. 2002 report how service
user researchers interviewed mental health service users about their
experiences45, while Cotterell 2008 included patients with life limiting
conditions in his work analysing interview data46. Involvement through
membership of service user reference groups is also well developed47,48.
Rhodes et al. 2002 describe a group of diabetes patients provided advice to
an evaluation of an innovative diabetes service49. Studies also describe how
service users take part in research review panels50-53. Stevens et al. 2003
describes an innovative approach to involving people with cancer in a range of
relevant studies through their membership of a regional research panel54.
Involving people in research is reported to have an impact on participants. It
increases the skills, knowledge and confidence of service users and improves
their understanding of research processes and also their own conditions.
There are examples of health benefits but also instances where stress of
involvement contributes to further illness45. Researchers report that it raises
awareness of service user issues and retains a patient-focus to their work48.
Staley reports that research which involves service users can make it more
relevant to patients and carers and increases the likelihood that results will be
used to bring about change. However, involvement is inconsistently described
and reported and the challenges in undertaking evaluation are
acknowledged34.
Swansea University received Special Project funding from the Clinical
Research Collaboration Cymru between 2008-10 to involve service users in
research linked to the chronic conditions strategy in Wales. This funding
enabled a Project Officer to recruit service users, develop a model for
involvement and support service users to participate in the programme of
research evaluating implementation of the Chronic Conditions Management
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policy in Wales which was led by Professor Helen Snooks. The work was
described in a report to CRC Cymru55. Between 2010-12, service users
continued to be supported in their involvement through TRUST (Thematic
Research network for emergency and Unscheduled Trauma care) which was
awarded funding from the National Institute for Social Care and Health
Research Clinical Research Centre (NISCHR CRC).
This report describes how service users were involved in the programme of
research undertaken at Swansea University to evaluate implementation of the
Chronic Conditions Management policy between 2007 and 2012.

Aims and Objectives
Project aim
To involve patients, service users and carers throughout the process of
evaluating impact of the Chronic Conditions Management (CCM) Programme
in Wales
Objectives
1. To identify individuals through appropriate groups representing
involvement of people in research and policy development related to
the CCM programme in Wales
2. To develop a model for involving people in the research related to the
CCM programme in Wales
3. To facilitate and support people’s involvement in research through the
model which is developed
4. To describe the process of involving people in evaluation of the CCM
policy through the model developed during the study

Methods
Objective 1: To identify individuals through appropriate groups
representing involvement of people in research and policy development
related to the CCM programme in Wales
Patients with chronic conditions and their carers were identified through
contact with Involving People, the organisation in Wales tasked with involving
service users in research, and the Long Term Conditions Alliance Cymru, an
umbrella organisation of patient groups. These organisations were asked to
distribute an information sheet setting out:
• Project information
• Why people were being contacted/involved
• What involvement (type and time) was expected from people
• Resources available to them (expenses, training)
Information was cascaded through each organisation’s database of members
and contacts. If interested, people were asked to respond to the respective
organisation to be forwarded to the researcher, or directly to the researcher
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with their name and contact details. The researcher then telephoned each
person to discuss the project and confirm their interest. She also clarified the
nature and severity of their condition; how arrangements, such as meeting
location, times and type of venue, could help facilitate their involvement; and
preferred means of contact (email, letter, telephone).
Objective 2: To develop a model for involving people in the research
related to the CCM programme in Wales
A workshop event was held with patients and carers. All those who responded
to the recruitment process and confirmed their wish to be involved, were
invited to attend. The aim of the workshop was to develop a model for patients
and carers to be involved in research linked to the Welsh Chronic Conditions
Policy. The workshop programme was structured to encourage discussion
and debate by all participants and is shown in Box 1.7.
Box 1.7: Format for the workshop to develop a mechanism for involvement
Welcome and introductions
Presentations by workshop
facilitators
Group work (4 groups) to
identify good and bad
practice in involving people
in research, from the
perspective of patients and
carers

•
•

the chronic conditions policy
role of service users in research and evaluation

Small group discussion with comments recorded on
flipchart to answer the questions:
1) if patients and carers are involved in research, the
process should be…
2) if patients and carers are involved in research, the
process should not be…

Feedback to whole meeting Flipchart notes reviewed and then displayed on the
wall over the lunch break
Group work (2 groups) to
brainstorm an ideal
mechanism for involvement

Group discussion with comments recorded on flipchart
to answer the question:
How do we want everyone to be involved in this
research project?

Feedback to whole meeting Flipchart notes reviewed and then displayed on the
wall over the lunch break
Lunch
Facilitated discussion to
design and agree a
mechanism for involvement

Whole group discussion:
•

to identify and agree a mechanism for
involvement
• to identify next steps
Thanks and meeting closure: tea and depart
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Objective 3: To facilitate and support involvement in research through
this model
People were supported in their involvement by a member of the research team
(BAE). As well as informal support through phone calls, correspondence and
meetings, the following has also been available, in line with INVOLVE guidance
(INVOLVE 2012):
•
•
•
•
•

Handbook to include details of project expenses/honorarium and information
about academic/statutory team members and other items identified as
required
Discussion of role description/ground rules relating to research tasks (eg.
research vs service delivery issues, expectations and contributions,
confidentiality).
Honorarium for attending meetings (£130 per day)
Travel and care replacement costs
Accessible venues and information

The Research Officer worked with people at all stages of the project to ensure that
users and carers’ views have the opportunity to be included at three levels: strategic
research planning; research management; undertaking research tasks

Objective 4: To describe the process of involving people in evaluating
the CCM policy through the model developed during the study
The Research Officer gathered data concerning the processes of involvement,
including:
•
•

What does the Research Officer do (support, facilitation etc)
Numbers of meetings Service User Steering Group meeting held,
attendance, venue, content of meetings
• Research opportunities identified where service users can be
involved, plus numbers involved, how they were identified,
recruitment, period of involvement and role, comments and
contributions of participants
Data were recorded in a diary, contemporary meeting notes, reflective
notes, correspondence and minutes of meetings.
Analysis
Data describing participation have been analysed and presented descriptively
against the study objectives. A draft of the results was presented to the
service users for their comments, response and reflections on the initial
findings and their feedback has been incorporated into the report.
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Results
Objective 1: To identify individuals through appropriate groups
representing involvement of people in research and policy development
related to the CCM programme in Wales
Recruitment took place during summer 2008. As the process of recruiting
participants was through two Wales-wide organisations who cascaded
information their own distribution networks, it was not possible to calculate a
response rate. Response is therefore described in the sense of absolute
numbers rather than ratios.
Twenty three service users expressed an interest in participating in research
linked to the chronic conditions policy in Wales. Twenty-two reported having at
least one chronic condition; seven had two conditions, three had three
conditions; one had five conditions and one lived with seven conditions. Four
of the group were carers, three of whom also had a chronic condition
themselves. One respondent was a support worker and also a patient. Two
thirds of respondents were women (15/23) and a third were men (8/23).
Respondents came from 12 of the 22 Welsh counties, well distributed across
the four geographic corners of Wales and living in urban and rural situations.
They reported hearing about the opportunity through different channels,
indicating that the initial contacts with Involving People and Long Term
Conditions Alliance-Cymru (LTCA-C) resulted in distribution through a variety
of networks (see Figure 1.7 and tables 1.7 & 2.7).
Three respondents chose not to continue with participation after contact by
the project Research Officer. One was suffering a relapse of his/her condition;
another pulled out when his/her spouse was newly diagnosed with a terminal
condition; and the third withdrew, saying s/he was no longer interested.
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Figure 1.7: Map showing where service users who participated in the project came
from. Each ring represents one participant.

Table 1.7: How people heard
Source of information

No

Involving People

10

Help the Aged

3

Outpatient user group

1

Cardiac Rehab Service

1

Local Citizens Advice Bureau

1

Local County Voluntary Council

1

Internet

1

Long Term Conditions Alliance - Cymru

1

Local support group

1

Friend

1

Spouse

1

Not known

1

* Total exceeds 23 since people reported hearing through more than one source
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Table 2.7: Conditions experienced by respondents
Condition

Number
experiencing
this condition*

Number caring
for someone
with this
condition*

Diabetes

9

2

Heart conditions (various)

5

3

Osteo-arthritis/arthritic conditions

7

1

Ankylosing spondilitis

3

1

Mental health conditions

3

2

High blood pressure

2

Osteoporosis

2

Spina Bifida

2

Epilepsy

2

Asthma

2

Labrynthitis

1

Rheumatoid arthritis

1

Hyperthyroidism

1

Kidney condition

1

Eczema

1

Parkinson’s Disease

1

Prostate cancer

1

Coeliac disease

1

1

1

* numbers exceed 23 since 13 people experienced multiple conditions
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Objective 2: To develop a model for involving people in the research
related to the CCM programme in Wales
A workshop event was held with service users at a Swansea historic house,
used as a conference centre, in September 2008. It was attended by 14/20
service users and facilitated by two researchers. Participants agreed the
principles necessary for effectively involving people in research (see Box 2.7 )
and identified ways of working which should underpin a model for involvement
(see Box 3.7).

Box 2.7: Principles for effective involvement of service users in research
Effective involvement should:
* Be a service user-led process
* Exhibit a culture which is inclusive and equally values the contributions of all
participants including service users and researchers
* Be well resourced (including travel and carer costs, support, training)
* Be accessible (including venue, location, language, information, format)
* Ensure mutual communication and feedback
* Provide clarity about roles and responsibilities
* Be a process which is relevant to all involved

Box 3.7: Ways of working to underpin a model for involvement
* A service user steering group to:
 act as a link between researchers and patients and carers
 provide support to patients, carers and researchers
* Flexible arrangements for participating to reflect members’ unpredictable health
status and any restrictions on people’s ability to travel using, for example:
 video, email, telephone, web discussion system
 task-and-finish groups to encourage specific regional/topic/role
involvement
* Group activity should be task-led to provide focus and outcomes should be
achievable
* Group representatives should attend strategic research planning meetings and
participate in research activities; a structured reporting-back process should be
established to ensure communication of all views
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Based on the values and characteristics by service users, a model of
involvement was developed which the group named SUCCESS (Service
Users with Chronic Conditions Encouraging Sensible Solutions).

The SUCCESS model
SUCCESS is a model of involvement which enables people with experience of
chronic conditions to participate in research and evaluation linked to the
chronic conditions management policy in Wales.
The characteristics of the SUCCESS model are:
•
•
•

The SUCCESS pool
The SUCCESS steering group
The representational structure
o providing two-way communication process
o reflecting generic experience of chronic illness management

The SUCCESS pool is the group of chronic conditions patients, former
patients and carers who want to be involved in research about chronic
conditions management. Members, who have experience of various
conditions, come from urban and rural communities in different geographic
areas of Wales and half experience two or more conditions. The
characteristics of people who joined SUCCESS reflect the age, co-morbidity
profile and many of the conditions reported by chronic conditions patients in
Wales (ref).
The role of the steering group is to:
•
•
•
•
•

support patients and carers to be actively involved in research
exchange information relating to managing chronic conditions including
experiences of self management, access to treatment and services and
receipt of care
provide representatives to participate in research activities on behalf of
SUCCESS
receive reports on research activities undertaken by SUCCESS
nominated representatives
review and reflect on research activities undertaken by SUCCESS
nominated representatives

Individual SUCCESS members take part in research on behalf of the group.
The group has a two-way system of representation and reporting between
the whole group and research representatives which aims to enable delegates
to reflect the wider voice. When a SUCCESS member takes part in research,
each is an individual with added value - the perspective and collective
experience of SUCCESS.
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SUCCESS members share a generic experience of managing chronic illness.
The defining features of chronic disease – that it is long term, deteriorating
and requiring regular, usually daily, management – are shared across
conditions. SUCCESS members provide insight into the chronic nature of the
diseases they each have.
The model therefore provides:
•
•
•

A pool of patients and carers with experience of at multiple chronic
conditions and the common experience of managing the chronic nature
of one or several conditions
A support network for service users: support and information sharing
enables their involvement
Patients and carers who aim to be more representative than individuals
when participating in research because of the two way processes of
representation and communication

SUCCESS members produced a leaflet describing the group (see Figure 1.7)
and presented conference posters (see Figure 2.7 and Figure 3.7).

Figure 1.7: Inside page of the SUCCESS leaflet
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Figure 2.7: poster presented by SUCCESS to the INVOLVE Conference 2010

Figure 3.7: poster presented by SUCCESS to the INVOLVE Conference 2012
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Objective 3: to facilitate and support involvement in research through
this model
SUCCESS met 16 times between September 2008 and October 2012. All
meetings were in Swansea apart from the second meeting, held in Cardiff to
encourage researchers and policy makers to attend. All were day-long
meetings (10.30 or 11am – mid afternoon) with a lunch break and chaired by
a group member. Accessible venues were selected, travel expenses, care
costs and an honorarium paid. Attendance ranged between seven and 14.
Expenses and an honorarium were also paid for participation. The group
chose its name SUCCESS. Members held a formal launch to invited
researchers, health professionals and service users in November 2011.
Participation by service users was mostly in person through attendance at
meetings. Audio/video links were available at some meetings but some
technical problems prevented this always being feasible.
Service users were briefed by the Research Officer through written
information or face-to-face contact. Email and telephone contacts were also
made at regular periods. Many tasks were coordinated through the Swansea
University Research Team.
Objective 4: To describe the process of involving people in evaluating
the CCM policy through the model developed during the study
SUCCESS members participated in more than 30 research opportunities
linked to chronic conditions management. These included studies which were
a core part of the evaluation work commissioned by the Welsh Government,
such as the Research and Evaluation subgroup and the core research team.
Other activities were linked more widely and through networks including
TRUST and other registered research groups, evaluation of CCM
Demonstrator Site activity and studies which were undertaken to investigate a
particular aspect of chronic conditions management.
Types of research activities included:
•
•
•
•
•
•
•
•

Membership of strategic research planning meetings with policy
makers, researchers and commissioners (CCM Research and
Evaluation subgroup meetings)
Membership of the research management group for the PRISMATIC
study, a three year study funded by the prestigious National Institute for
Health Research Service Delivery and Organisation programme
Membership of the research team at Swansea University coordinating
and undertaking evaluation of the CCM programme in Wales
Developing research proposals: advising on research questions;
commenting on bid drafts; co-applicant on proposals
Membership of study management teams
Analysis of research data, synthesis of findings and consideration of
implications
Commenting on reports
Dissemination of research findings: oral and poster conference
presentations
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Table 2.7 lists the SUCCESS meetings and summarises main agenda items.
Table 3.7 lists regular research meetings in which SUCCESS members were
involved.
Table 4.7 lists all the other research activities in which they participated
between 2008-12.
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Table 2.7: SUCCESS Activities: 2008 – 2012
No

Meeting
date

No
present

Key discussion points

Key decisions

Notes

1

Sept 08

14

• Requirements when involving people in research

2

Oct 08

11

Held in
Cardiff

3

Feb 09

11

•
•
•
•
•

• Steering Group mechanism for involvement
agreed
• To meet researchers/policy makers to identify
expectations
• Terms of Reference and handbook contents
• Representatives for forthcoming meetings

4

Apr 09

9

•
•
•
•
•

5

Sept 09

8

•
•
•
•
•
•
•

Terms of Reference
Handbook contents
Report from reps attending research team
Meet research team and WAG representatives
LHB CCM Local Action Plan (LAP) data extraction
training
Representation at meetings
PEACE project
Receive and respond to meeting reports
Information and timely services needed to support self
care
Presentation on study ‘How do people with chronic
conditions experience care in Wales?’
Issues/experience re. undertaking LAP data extraction
AWARD role in CCM evaluation
Receive and respond to meeting reports
Importance of involving service users in future AWARD
work
Presentation by CCM Demonstrator Sites Researcher
Future role of the group
Dissemination opportunity – Folk.us conference

• Tasks and timescale for LAP data extraction
• Permanent representatives to attend
meetings, plus roles and responsibilities
• To participate in PEACE project when invited
• Timescale for commenting on AWARD report
evaluating CCM policy

Rearranged
because of
snow

• Request AWARD to include service user
involvement in forthcoming proposal to WAG
• To participate in research at Demonstrator
Sites
• To prepare a group profile/skills audit
• To submit an abstract to Folk.us conference

Illness /
bereavement
/ house fire
affected 8
members
who did not
attend
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No

Meeting
date

No
present

Key discussion points

Key decisions

Notes

6

Jan 10

7

•
•
•
•

Snow / illness
affected 6
members
who did not
attend

7

Mar 10

10 (inc
1 via
Skype)

• Group CV and skills audit
• Lack of clarity about future funding for involving people
in research
• Support required to enable effective participation
• Confirmation of PRISM evaluation study
• Presentations to Folk.us and CRC Cymru Briefing Event
• Receive and respond to meeting reports
• Group CV and skills audit
• Report from members participating in PRISM evaluation
• What term to use: service user, patient or other?
• Role of Reference Group for HIRU
• Final report: conclusions, recommendations,
dissemination

8

May 10

10 (inc
2 via
Skype)

9

July 10

12

• Need group name
• Develop DVD and leaflet incorporating group CV and
skills audit
• Consider HIRU draft terms of reference
• Group values, how the group works and mission
statement
• Leaflet/dvd content and audience
• Group name

Structure/timescale for preparing group CV
To participate in PRISM evaluation
Conference presentation formats and content
Process for commenting on CRC Cymru final
report

• Structure/timescale for completing group CV
and compiling results
• To act as Reference Group for HIRU
• To use the term Service User
• To contribute to final report
• To make Skype available for future meetings
to enable wider participation

•
•
•
•
•
•
•

To identify potential names for the group
To develop a leaflet
To complete group CV and skills audit
HIRU terms of reference agreed
Aim, operating processes and value of group
Processes for developing leaflet/dvd
Group name: SUCCESS

Last meeting
funded
through the
CRC Cymru
Special
Project
First meeting
allowing
audioparticipation

Name
chosen for
group:
SUCCESS
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No

Meeting
date

No
present

Key discussion points

Key decisions

10

Sept 10

10 (inc
2 via
Skype)

11

Dec 10

7 (inc 1
via
Skype)

• To incorporate changes in new draft leaflet
• To plan DVD in detail
• To review how many SUCCESS members
wish to remain involved and consider
membership at a future meeting
• To invite Communities 2.0 to give
presentation on support to provide
community websites
• To discuss leaflet distribution and
recruitment/responding

12

Mar 11

8 (inc 2
via
Skype)

• Consider draft leaflet
• Consider draft logo
• Receive presentation from Involving People on
developing DVD
• Receive reports of research opportunities
• Further detailed consideration of leaflet following pilot at
Involve Conference
• Recordings undertaken for DVD to supplement footage
captured at Involve Conference
• Membership and recruitment (how to respond to interest
generated by leaflet)
• Receive research activity reports
• Receive presentation by Communities 2.0 about support
for community projects
• DVD, website and leaflet production
• Whether to recruit new members
• Research opportunities

• Pursue website training via Communities 2.0:
five members to take part and incorporate
DVD
• Further discussion on membership needed
• Review research opportunities
• Improve dissemination of research activity
reports

Notes

Last meeting
held at Sketty
Hall.

First meeting
funded by
Involving
People. Held
at Swansea
University.
Technical
problems with
skype
disrupted
meeting
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No

Meeting
date

No
present

Key discussion points

Key decisions

Notes

13

July 11

8 (inc 1
via
audio
phone

• Receive research activity report
• Review website and leaflet progress

• Agree reporting template to ensure
information sharing between meetings
• Agree leaflet launch event

First meeting
by audio
phone:
technologically
better for
those taking
part

14

Nov 11

9 (incl 1
via
audio
phone)

• Review research activity reporting arrangements
• Consider how to recruit new members
• Launch SUCCESS leaflet

• Develop SUCCESS membership application
form
• Follow-up leaflet launch interest
• Include individual issues/experience as
regular agenda item to explore potential
areas for research

SUCCESS
leaflet launch
held over
lunchtime

15

Feb 12

14

• Welcome to new members
• Receive presentation about Airing Pain radio
programme

• Submit abstract to Involve conference
• Undertake interviews for broadcast within
edition of Airing Pain radio programme

First meeting
with 5/6 new
members

16

May 12

13

• Subgroups formed to progress key activities: website;
DVD; poster for presentation at Involve Conference
2012
• Presentation and consideration of Patient Experience
survey results by Sian Morrison-Rees

• Develop distribution list to promote
SUCCESS within research/health services
communities
• Explore ideas for further research to address
issues raised by Patient Experience survey
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Table 3.7: Regular research meetings
Meeting
Description
CCM Research and
Evaluation Subgroup

Quarterly meeting
attended by researchers,
stakeholders and service
users; chaired by Prof
Helen Snooks and hosted
by WAG; aiming for
strategic planning and
communication of CCM
policy related research

Frequency

Attendance

Service Users’ roles

Dec 08

2 SUCCESS Steering
Group members

Each meeting received a project progress report

Mar 09

Sept 09
Feb 10
May 10
Sept 10
Jan 11
May 11
Oct 11

Committee ceased to
meet, Jan 2012

Issues raised by service user members:

May 09
Representatives from
WAG, NPHS, ABP
Cymru/Wales, NLIAH,
IHC, ABM LHB,
LTCA-C, Swansea
University, Cardiff
University

• Interest in information including electronic patient
records to support patients self manage. As a result, a
presentation was given to the meeting by IHC.
• Need for continuity when involving service users – long
term process requiring skills building. Importance of
sustaining Steering Group network.
• Concern about lack of patient involvement in the
evaluation of CCM Demonstrator Sites
Issues raised by members
• How representative of chronic conditions patients is the
group and can it be? Is it more like a focus group?
• Lack of capacity in the group to be more widely involved
in research
• Support required to facilitate the group
• Can service users help encourage uptake of evidence
based changes in service delivery?
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Research Team
meetings

Meetings of study team
(formerly AWARD)
commissioned by WAG to
evaluate CCM policy
impact

Sept 08
Dec 08

2 or 3 SUCCESS
Steering Group
members

May 09
Nov 09
Mar 10
June 10
Apr 11 (1:1
contacts)
Sept 11
Nov 11
Jan 12

Mar 12
May 12(x2)
Aug 12
Oct 12

Researchers from
Swansea and Cardiff
Universities, Hywel
Dda Health Board

o Commented on LHB CCM Evaluation Plan assessment
o Invited to nominate representatives to CCM R&E
meeting and consider need for continuity/ensuring reps
are well briefed
o Invited to participate in LHB LAP assessment
o Commented on research proposals to WAG on
evaluating CCM policy
o Participating in evaluation of policy 2007-12
Issues raised by service user members:
• Service commissioners may be unwilling to commission
research of issues prioritised by service users if they
anticipate disagreeing with the findings
• Challenges in participating in research; how to
effectively represent others; how to participate when
circumstances change eg fluctuating health status, care
responsibilities increase; how to ensure people can take
part eg sufficient time/information, access to meetings;
long term process to build skills; need for long term
commitment to involving people
• Moving services from secondary to primary care can be
seen by patients as reducing quality and provision:
research opportunity to further explore?
• Provided advice on wording interview questions
exploring patient experience of CCM care and
undertook piloted interview
• Initial interpretation of quantitative survey results
• Developing themes for analysis of qualitative interview
data
• Review of interview findings
• Discussion and comment on final reports
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PRISM Research
Management Team

Research Management
Team overseeing trial
evaluating the Prism risk
stratification tool

July 10

2 SUCCESS
members

Sept 10

o Quarterly meetings overseeing trial management
o Review of patient data collection tools
o Input into consent process for anonymised and routine
linked data

Jan 11
April 11
July 11
October 11

Nuffield Trust, NLIAH,
Swansea University,
WAG, Warwick
University, NISCHR,
Hywel Dda Health
Board

Jan 12
April 12
July 12
Oct 12
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Table 4.7: Research activities
Activity
Description

Date

Participation

Status

1

Focus group

Focus groups conducted as part of study
‘Third sector support for self care and self
management by people with long term
medical conditions in Wales’: AWARD
commissioned by LTCA-C

Nov/Dec 08

8 SUCCESS members were recruited
through the Steering Group to
participate in this study in this way

Complete

2

Online focus group

Online focus group for above study

Jan 09

3 SUCCESS members were recruited
through the Steering Group to
participate in this study in this way

Complete

3

Data extraction

Service users acted as second
researchers, undertaking data extraction
of LHB LAPs. They followed a structured
searching process and collated data in
predefined tables. Data were compared
against first researcher extraction to
identify missing or mis-collated data. The
results were included within the AWARD
report to WAG.

Spring 09

8 SUCCESS members undertook data
extraction.

Complete

4

Qualitative research

‘How do people with chronic conditions
experience care in Wales? A baseline
study’. Mixed methods study undertaken
by AWARD: telephone survey of 6,600
adults and 25 ‘patient story’ interviews

2009 ongoing

1 SUCCESS member piloted the
‘patient story’ interview schedule; 2
members helped analyse the interview
transcripts, draft the final report and
draft a paper for publication

Complete
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Activity

Description

Date

Participation

Status

5

Questionnaire design

Questionnaire to gather interim data on
service users experience of
involvement in research linked to the
chronic conditions policy

Jan 09

1 SUCCESS member helped draft the
questionnaire

Complete

6

Consultation on
Research
Development Group

Service users with relevant conditions
invited to comment on a Research
Development Group proposal (WARN)

Spring 09

2 SUCCESS members were identified

Complete

7

CCM Demonstrators
Site R&E meeting

Ad hoc group convened to discuss
evaluation of the Welsh Predictive Risk
Tool to be piloted in Demonstrator
Sites, and other research opportunities

Jan 09

2 SUCCESS members attended

Complete –
study funded
to evaluate
Prism; 2
SUCCESS
members on
Research
Management
Group

Opportunity to involve service user
group in an IHC Assisted Living
project was identified

Issues raised by service user
members:

8

Preparation of Ethics
application for COPD
study

COPD patients/carers to comment on
scientific protocol being prepared for
LREC application

Autumn 09

• Views of carers was a gap in the
Baseline study ‘How do people with
chronic conditions experience care
in Wales?’
No patients/carers with COPD in the
group

Complete
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Activity

Description

Date

Participation

Status

9

PEACE Project

Volunteers to trial and evaluate
assisted living technology project
undertaken by Informing Health Care

Spring 09 –
Winter 2010

5 SUCCESS members participated
through two meetings (1 Swansea; 1
Caernarfon) giving feedback and
comment based on conditionexperience of proposed teleequipment

Phase 2 –
October 2011

10

Dissemination

Preparation of an abstract for Folk.us
conference submission

Autumn 09

Discussed at Steering Group meeting
no.5. Draft prepared by a service user
who also coordinated comments
before submitting the abstract.

Complete

Members commented on draft
abstracts

Complete

Attendance at Folk.us conference and
presentation of a poster
11

12

13

14

Dissemination

Spring 10

Commented on draft abstracts
submitted to national and international
conferences

Autumn 09

Reference Group for
Health Informatics
Research Unit,
Swansea University
Steering Group
membership (CCM
Demonstrator Site
research)

Provide advice/patient perspective
across chronic conditions for HIRU
research projects

2010
onwards

SUCCESS members will act as
No meetings
Reference Group. Involvement agreed held – seek
March 2010 onwards
update

Membership of steering group
‘Evaluating Chronic Conditions
Management across North Wales’

2010 onwards

2 SUCCESS members selected.
Meetings: 17/09/10.

Ended – no
feedback

Dissemination

Presentation to CRC Cymru Briefing
Event

Spring 10

Members commented on draft
presentation
1 SUCCESS member jointly
presented with Research Officer

Complete

Spring 10
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15

Activity

Description

Date

Participation

Status

Dissemination

Preparation of an abstract for
Involve conference submission

Spring 10

Draft circulated to SUCCESS members for
comment.

Complete

Attendance at Involve conference
and presentation of a workshop and
poster
16

Preparation of
research proposal

Autumn
10

Involvement in meeting to discuss
scope of research proposal
(evaluation of electronic Patient
Report Form)

Spring
2010

Involvement in meetings to draft and
comment on outline and full
proposal up to submission

Autumn
2010

1 SUCCESS members attended (1 unable to
attend because of illness) and jointly presented
workshop about SUCCESS
4 SUCCESS members at meeting and proposed:
inclusion of patient experience in bid; how to
include service users in study management

Complete – bid
submitted but
unsuccessful

1 SUCCESS member on their behalf included
as co-applicant

17

Stroke Workshop

Involvement in workshop to discuss
stroke-related research ideas

Sept 2010

1 SUCCESS member attended

Complete – no
research bids
taken up

18

Sharing experience

Describe experiences of living with,
or caring for people who experience,
chronic pain on ABLE radio (internet
radio)

Autumn
2010

No one expressed an interest in being involved

Jean confirmed
willing to
participate (July
2011)

19

Sharing experience

Describe experience of having a
chronic condition in series of 3-5
minute films for psychology students

Autumn
2010

SUCCESS supported the funding proposal for
this and agreed in principle to be involved if it
goes ahead

No feedback

20

Developing research
skills

Attend Welsh Assembly Chronic
Conditions Management

November
2010

1 SUCCESS member attended

Complete
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Conference
Activity

Description

Date

Participation

Status

21

Dissemination

Talk to Bangor University
students about involving service
users in research: description of
SUCCESS included in the talk

Autumn
2010

1 SUCCESS member

Complete – to
be repeated
Nov 2011

22

Qualitative data
analysis
(Demonstrator Site
research)

Analyse patient stories

Autumn
2010 –
Spring
2011

3 SUCCESS members analysed 3 diabetes patient
stories through 2 meetings and email circulation of
draft reports

Complete

23

Preparation of
research proposal

Involvement in meetings to draft
and comment on proposal up to
submission (ePROCESS)

Spring –
summer
2011

1 SUCCESS member included as co-applicant on
outline and full proposals

Complete – bid
unsuccessful

September
2011

3 SUCCESS members want to be involved

Ongoing

October
2011

3 SUCCESS members took part in a phone
meeting

Bid deferred –
to be continued

October
2011

5 SUCCESS members sent feedback

Complete – AE
reported
comments; no
feedback about
response yet

24

Dissemination

25

Discussion draft
research proposal

26

Comment on draft
leaflets

(amended version of
unsuccessful ePRF)
Prepare a paper based on
presentation to UK Evaluation
Society about SUCCESS
To consider draft research
proposal to develop ways of
measuring impact of CCM policy
(sentinel events bid)
Comment on leaflets about Air
Alert scheme being piloted and
evaluated in South Wales
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Update awaited

27

PEACE Project
Phase 2

To trial and evaluate assistive
living technology

Meeting
date
postponed
to Nov
2011

Jan, Ron and Jeff agreed to take part. Jill not
available. Not known if second meeting in North
Wales to be held

28

Support teaching of
health and social
care students

To be involved in health and social
care teaching programmes by
providing a service user
perspective to staff and students

November
2011

Email circulated to SUCCESS – no one
volunteered

29

Dissemination

Talk to Bangor University students
about involving service users in
research: description of SUCCESS
included in the talk

November
2011

1 SUCCESS member

Complete

30

Dissemination

Launch of SUCCESS leaflet and
presentation of SUCCESS
research interest

November
2011

3 SUCCESS members

Complete

30

Dissemination

Article about SUCCESS and leaflet
launch event for Involving People’s
newsletter December 2012

December
2012

3 SUCCESS members

Complete

31

HIRU consumer
panel

Quarterly meetings to provide
service user perspective to HIRU
activities

Feb 12

2 SUCCESS members

ongoing

Meeting to design SUCCESS
website

June 12

5 SUCCESS members

ongoing

32

SUCCESS website

May 12
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33

Research bid coapplicant

To be involved in submitting a
research proposal about use of
computerised decision support by
paramedics for people calling 999
for non-life threatening conditins

October
12

1 SUCCCESS member

Bid submitted

34

Dissemination

Poster presentation to INVOLVE
Conference

Nov 12

2 SUCCESS members

ongoing

145

Discussion
Service users have been involved in research linked to evaluation of the
Welsh Government’s Chronic Conditions Management Policy since it was
launched in 2007. A group of 20 patients and carers from across Wales was
recruited. At a workshop, they developed a model for involving service users
in the research based on principles of good practice to enhance its
effectiveness. That model was subsequently named SUCCESS (Service
Users with Chronic Conditions Encouraging Sensible Solutions). SUCCESS
members were involved in more than 30 research activities which ranged
across the research journey from developing research bids, planning data
collection, analysis, dissemination and also overall research management.
Support was provided by a dedicated research officer who facilitated
SUCCESS meetings, coordinated involvement in research activities and
provided a central point of contact and information. Honorariums and
expenses were provided and flexible meeting arrangements tried to
accommodate people’s fluctuating health status, ability to travel and other
responsibilities.
Strengths and limitations
A service user-led approach allowed participating patients and carers to take
ownership of the involvement process. They took key decisions about how to
develop and implement the involvement model and provided SUCCESS with
a strong sense of identity.
Impact of service user involvement in CCM policy evaluation has not been
reported here. However, evaluation of the process is being undertaken for a
PhD study.
Implications
This project recruited patients and carers from across Wales with a diverse
experience of different conditions and services. Service users were
responsible for shaping and managing their participation by devising and
developing their role and involvement process. They have fed their views into
meetings covering project-specific and strategic topics from an early research
stage. SUCCESS has demonstrated that service users have the capacity,
motivation and skills to be involved in a range of research activities across all
research stages and at different levels of responsibility and commitment, with
appropriate support and resources41,45,56.
A key difference between SUCCESS and other reported examples of
involvement34 is the SUCCESS steering group which provides a resource to
researchers in the form of a pool of chronic conditions service users. The
strength of this model is the generic perspective of living with chronic disease
and the combined group experience which can be incorporated within
research processes. Core principles of flexibility, accessibility, mutual support
and inclusion have underpinned SUCCESS and informed the way service
users have shaped and defined the model. It has provided a forum for mutual
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support between service users31 but also enabled involvement of patients and
carers to participate in research teams where their input is made directly48.
As service users become more widely involved in research, more innovative
models and appropriate structures will be required to make the processes as
effective as possible and which are integrated into existing research
networks54. The close tie with TRUST, the Wales-based research network for
emergency, unscheduled and trauma care, is an opportunity to ensure service
users’ perspectives are included in this research field.
Conclusion
Service users have been involved in research linked to the Chronic Conditions
Management policy in Wales through SUCCESS, a service user group
defined and shaped by patients and carers with experience of living with
chronic conditions. Support and resources have enabled their involvement in
more than 30 research opportunities. The innovative structure of SUCCESS
and its links with research networks makes it accessible and relevant to
researchers. Evaluation of the model will explore its potential for continuing
and extending service user involvement in research.

147

References
1. Welsh Assembly Government, Improving Health and the Management
of Chronic Conditions in Wales: An Integrated Model and Framework
for Action. Welsh Assembly Government: Cardiff, 2007.
2. AWARD, Chronic Conditions Management Programme in Wales: A
Framework for Research and Evaluation of Effectiveness 2007-2012.
All Wales Alliance for Research and Development, 2007.
3. Welsh Assembly Government and National Public Health Service, A
profile of long-term and chronic conditions in Wales. Welsh Assembly
Government, 2006.
4. Department of Health, Improving Chronic Disease Management.
Department of Health: London, 2004.
5. Welsh Assembly Government, Designed to Improve Health and the
Management of Chronic Conditions in Wales: Service Improvement
Plan 2008-2011. Welsh Assembly Government: Cardiff, 2008.
6. Boult C, Green AF, Boult LB, Pacala JT, Snyder C, Leff B. Successful
Models of Comprehensive Care for Older Adults with Chronic
Conditions: Evidence for the Institute of Medicine's “Retooling for an
Aging America” Report. Journal of the American Geriatrics Society
2009;57(12):2328–2337.
7. Wagner EH, Austin BT, Von Korff M. Organizing Care for Patients with
Chronic Illness The Milbank Quarterly 1996;74(4):511-544.
8. Wagner EH. Chronic Disease Management: what will it take to improve
care for chronic illness. Eff Clin Pract 1998; 1:2-4
9. Epping-Jordan JE, Pruitt SD, Bengoa R, Wagner EH. Improving the
quality of health care for chronic conditions. Qual Saf Health Care
2004;13:299-305
10. Ellrodt G, Cook D, Lee J, Cho M, Hunt D. Weingarten S.R. Evidencebased disease management. JAMA 1997;278:1687-1692
11. Welsh Assembly Government, The Strategy for Older People in Wales.
Welsh Assembly Government: Cardiff, 2002.
12. Welsh Assembly Government, Designed for Life. Welsh Assembly
Government: Cardiff, 2005.
13. Telford R, Boote JD, and Cooper CL. What does it mean to involve
consumers successfully in NHS research? A consensus study. Health
Expectations 2004;7: 209-220.
14. Department of Health, The Expert Patient: a new approach to chronic
disease management for the 21st century. Department of Health:
London, 2002.
15. Ahmedzai S et al. Annual Evidence Update 18 January 2010: Patient
and carer involvement in chronic disease. NHS Evidence - supportive
and palliative care, 2010
http://www.library.nhs.uk/palliative/ViewResource.aspx?resID=338644
&pgID=1.
16. NHS Centre for Involvement. A Guide to Involving Patients and
Members of the Public with Long Term Conditions. Department of
Health.
148

17. Department of Health. The NHS Plan: a plan for investment, a plan for
reform. Department of Health: London, 2000.
18. Department of Health. Strengthening accountability: involving patients
and the public: policy guidance, section 11 of the Health and Social
Care Act. Department of Health London, 2001a.
19. Department of Health, Research Governance Framework for Health
and Social Care. Department of Health: London, 2001b.
20. Department of Health. Patient and public involvement in the new NHS
1999; ‘best research for best health’. Department of Heath: London,
2006a.
21. Department of Health. Health and Social Care Act. Department of
Health, London, 2001a.
22. Department of Health. Choosing Health. Department of Health:
London, 2004.
23. Department of Health. Our Health, Our Care. Department of Health:
London, 2006b.
24. Department of Health. Research and Development for a First Class
Service.
Department of Health: London, 2000.
25. World Health Organisation, Declaration of Alma-Ata. World Health
Organisation, 1978.
26. Wales Office of Research and Development for Health and Social
Care. Research Governance Framework for Health and Social Care in
Wales: Second Edition. Welsh Assembly Government: Cardiff.
27. Department of Health. Research Governance Framework for health
and social care. Department of Health: London, 2001b.
28. INVOLVE. Briefing notes for researchers: involving the public in NHS,
public health and social care research. INVOLVE: Eastleigh, 2012.
29. Macaulay AC et al. Participatory research maximises community and
lay involvement. British Medical Journal 1999;319:774-778.
30. Trivedi P. and Wykes T. From passive subjects to equal partners:
qualitative review of user involvement in research. British Journal of
Psychiatry 2002;181:468-472.
31. Rhodes PNA, Wright J, Harrison S. Involving patients in research.
Setting up a service users' advisory group. Journal of Management in
Medicine 2001;15(2):167-171.
32. Smith EDS, Beresford P, Manthorpe J, Brearley S, Sitzia J, Ross F.
Getting ready for user involvement in a systematic revew. Health
Expectations 2009;12:197-208.
33. Staniszewska SJN, Newburn M, Marshall S. User involvement in the
development of a research bid: barriers, enablers and impacts. Health
Expectations 2007;10:173-183.
34. Staley K. Exploring Impact: Public involvement in NHS, public health
and social care research. INVOLVE, Eastleigh, 2009.
35. Smith E, Manthorpe J, Brearley S, Ross F, Donovan S, Sitzia J &
Beresford P. London: National Co-ordinating Centre for NHS Service
Delivery
and
Organisation
(NCCSDO),
2007.
http://www.sdo.nihr.ac.uk/files/project/69-final-report.pdf

149

36. Boote J, Baird W, Sutton A. Public involvement in the systematic
review process in health and social care: a narrative review of case
examples. Health Policy 2011;102:105-116.
37. Boote J, Baird W, Sutton A. Public involvement in the design and
conduct of clinical trials: a review. The International Journal of
Interdisciplinary Social Sciences 2011b;5(11):91-111.
38. Abma TA, Nierse CJ, Widdershoven GAM. Patients as partners in
responsive research: Methodological notions for collaborations in
mixed research teams. Qualitative Health Research 2009;19(3):401415.
39. Belam, J., Harris, G., Kernick, D., et al. "A qualitative study of migraine
involving patient researchers." The British Journal of General Practice
55.511 (2005): 87.
40. Clark M, Glasby J et al. Cases for change: User involvement in mental
health services and research. Research Policy and Planning
2004;22(2):31-38.
41. Jinks C, Ong BN et al. The Keele community knee pain forum: Action
research to engage with stakeholders about the prevention of knee
pain and disability. BMC Musculoskeletal Disorders 2009;10(1): 85.
42. MacInnes D, Beer D Keeble, P et al. Service-user involvement in
forensic mental health care research: Areas to consider when
developing a collaborative study. Journal of Mental Health
2011;20(5):464-472
43. Weinstein J. Involving mental health service users in quality assurance.
Health Expectations 2006;9(2):98-109.
44. Wright DNM, Hopkinson JB et al. How to involve cancer patients at the
end of life as co-researchers. Palliative Medicine 2006;20(8):821-827.
45. Reeve P, Cornell S, D'Costa B. et al. From our perspective: consumer
researchers speak about their experience in community mental health
research project. Psychiatric Rehabilitation Journal 2002;25(4):403408.
46. Cotterell P. Exploring the value of service user involvement in data
analysis: 'Our interpretation is about what lies below the surface'.
Educational Action Research 2008;16(1):5-17.
47. Lammers J, Happell B. Research involving mental health consumers
and carers: a reference group approach. International Journal Of
Mental Health Nursing 2004;13(4):262-266.
48. Sutton J, Weiss M. Involving patients as advisors in pharmacy practice
research: What are the benefits? International Journal of Pharmacy
Practice 2008;16(4):231-238.
49. Rhodes P, Nocon A, Booth M et al. A service users' research advisory
group from the perspectives of both service users and researchers.
Health and Social Care in the Community 2002;10(5):402-409.
50. Andejeski Y, Bisceglio I, Dickersin K et al. Quantitative impact of
including consumers in the scientific review of breast cancer research
proposals. Journal of Women's Health and Gender-based Medicine
2002a;11(4):379-388.

150

51. Andejeski Y, Breslau E, Hart, E et al. Benefits and drawbacks of
including consumer reviewers in the scientific merit review of breast
cancer research. Journal of Women's Health and Gender-based
Medicine 2002b;11(2):119-136.
52. Oliver J, Radcliffe J Mouratoglou V et al. Audit of service user
involvement in psychology services in the South London & Maudsley
Foundation Trust. Clinical Psychology Forum 2008; 186:38-41.
53. Shea B, Santesso N Qualman A et al. Consumer-driven health care:
Building partnerships in research. Health Expectations 2005;8(4):352359.
54. Stevens T, Wilde D, Hunt J. et al. Overcoming the challenges to
consumer involvement in cancer research. Health Expectations
2003;6(1):81-88.
55. Evans BA, Snooks H, Rea D, Members of the Chronic Condtionsn
Service User Steering Group. Involving people effectively in Research
and Evaluation related to implementation of the Chronic Conditions
Management (CCM) Programme in Wales. AWARD/TRUST:Swansea,
2010.
56. INVOLVE, INVOLVE policy on payments and expenses for members of
the public including INVOLVE group members. INVOLVE: Eastleigh,
2010.

151

8) Discussion
In this report we have presented the results of work carried out in order to
evaluate the Chronic Conditions Mangement policy in Wales. We have
presented individual stand alone chapters in the form of papers that we intend
to submit to scientific journals. In addition we have included a chapter that
addresses the additional research aims of the programme to disseminate the
project outputs and to seek additional external funding for evaluation of
components of the work programme.
The importance of effectively managing patients with chronic conditions in
order to delay disease progression, reduce demand on secondary care, and
improve patient experience is well recognised, as are the challenges
presented by the rising disease prevelence, fractured services and need for
service reorganisation8.
We present here a discussion of the project as a complete body of work. We
have consolidated the results from across each component of the project and
expound our findinngs and conclusions according to the key themes that have
emerged.

Results
Policy Implementation
In our synthesis of previous work looking at the process of implementing the
CCM policy, we found that much progress has been achieved at a local level
across Wales to provide the context and foundation for the implementation of
the policy, with LHBs working with partners to develop local strategies.
However, although some progress had been made to develop new models of
working, there was less to report in terms of implementation and impact of
those new models. Overall, the progress was concentrated at the planning
rather than the implementation stage.
Impact on secondary care
The hospital data at a national level in Wales indicate that the policy has had
an effect on reducing secondary care use. Emergency bed days for both CHD
and COPD patients were decreasing at a significantly greater rate post policy
implementation. Emergency bed days for diabetes declined at a consistent
rate throughout the study period, with little change post policy. Wales
compared favourably with England in trends of emergency admissions for
each of the three conditions examined; there was a decreasing trend in Wales
with a corresponding increasing trend in England for the same time period.
The comparison of bed days varied by condition.
The demonstrator sites were associated with an effect on secondary care use.
Each had a significantly greater decrease in emergency admissions since
2008, and two of the three demonstrator sites had the greatest magnitude of
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change post policy compared with other LHBs within their respective
successor Health Boards for both emergency admissions and bed days.
Strengthening primary and community health care and integrating
services
LHB own reports on progress (in relation to the Maturity Matrix and
Transitional Funding) suggested some work to move services from secondary
to primary care, developing models of integrated care, planning and service
delivery. The demonstrator sites in particular made efforts in this direction,
though it is not clear to what extent the lessons learnt have been transferred
to other health board areas.
Our findings in Hywel Dda, obtained from patient surveys, indicate that the colocation of services and integration of care in the Demonstrator area, was
associated with a shift of service use towards primary and community care,
with more patients seeing a practice nurse, and fewer attending an
Emergency Department. Little effect was seen in patients’ ability to selfmanage; or in their experience and satisfaction with services, which was
reported positively in both areas.
In qualitative interviews patients reported improvements in quality of life and
generally positive and confident attitudes towards self-management. As in the
quantitative findings, patients were generally full of praise for services and
most expressed satisfaction, with particular praise for specialist nurses where
they were used. Respondents with stable conditions did not perceive any
gaps between services and those with high needs appeared to have well
integrated care. However, challenges appear to remain in terms of integrating
services where people have multiple chronic conditions; they reported a lack
of communication, slow information exchange and a condition-specific not
person-focused approach to care. Travelling to treatment emerged as a new
issue and a crucial concern for patients in the largely rural area covered by
this study.
Variation across Wales
Across evaluation reports there were findings of variation between LHBs in
progress made to implement new service models. The highest scoring LHB in
the maturity matrix had an aggregate score that was double that of the lowest
scoring LHB. This variation between LHBs was also reflected in the hospital
data. For both emergency admissions and bed days we found a large
variation between LHBs in each of the three chronic conditions analysed. In
each case there was a range in trends from a significant increase to a
significant decrease in trend post policy implementation.

Limitations
The project was conducted in a dynamic and changing health care system. It
was commented by local policy makers that restructuring of the 22 LHBs into
7 health boards in 2009 represented a major undertaking and had an impact
on implementing of the policy. The health service is a highly complex
environment with a large number of interacting components. It is therefore not
possible to completely eradicate the influence of confounding and context
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variables, however the evaluation methods have been chosen appropriately to
ensure that the best designs were utilised in each arm of the project.
Much of the data discussing the process of implementation presented by
LHBs were self-reported, which raises questions about the consistency and
objectivity as individual reports contained variable levels of detail and clarity
and terms were not always used consistently. The reports commented upon
the plans and intentions of the LHBs; to what extent these have been
completed has not yet to be assessed and was beyond the scope of the
project.

Implications
This study has identified reduced use of secondary care and more contact
with primary and community services during the time that the Welsh Chronic
Conditions Management policy has been implemented. This study is unusual
in considering the impact of integrated care models on chronic conditions care
at the level of a whole healthcare system1. The results of our comparison of
Welsh and English hospital data should to be considered with caution;
different organisational and administrative structures may have an effect on
the data. However most countries face similar challenges and are developing
similar approaches to address them2. Further consideration needs to given to
developing a robust way of continuing with national comparisons in order to
identify the most effective policies and how they are most effectively
implemented in order to improve the management of patients with chronic
conditions.
Our evaluation of integrated care at a primary and community level in one
health board suggest some benefits. Maintaining continued and regular
contact with healthcare professionals is beneficial to individuals with chronic
conditions3; this model of integrated health care delivery was associated with
increasing contacts with a practice nurse and reducing emergency department
attendance, indicating a shift in care towards primary and community services.
It also highlighted the importance of easy access to treatment, something that
should be considered a component of care as difficult travel arrangements are
a barrier to attending services. Our findings are a useful addition to the
evidence about the effectiveness of integrating care services in primary and
community care.
We identified remaining challenges to integration, with a disease focused
approach common. It has been commented that in Wales, single-disease
frameworks are not the answer to the current and future demands4. Our study,
like others, found a high level of multi morbidity amongst patients5 and we add
to the evidence that multimorbidity is the norm rather than the exception. This
suggests a need for further integration of services to provide continuity and
coordination in order to meet the needs of patients with multimorbidity. These
findings are of importance as they focus on those patients with a reduced
quality of life and worse health outcomes6. Also treating disease separately is
not only burdensome for the patient but inefficient for the health provider
leading to duplication of care7.
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Describing and measuring the variation between LHBs is not as complete as a
full explanation. Contextual factors within the different settings may influence
the ability of LHBs to implement and sustain changes in care. Health boards
face different specific challenges, such as demographic differences, economic
variation and rurality, and to achieve the aim of reducing inequalities that exist
across Wales further work and research into the processes, practical
approaches and aspects that are most beneficial to successfully implementing
the CCM policy.

Conclusion
The evaluation of the Chronic Conditions Management policy has delivered
some encouraging results; at a national level, and locally where there are
good drivers for change, such as the Demonstrator sites, we have seen some
change towards meeting policy aims. However there remains a great deal of
variation and more work need to be done if the aim of improving the
management and reducing inequalities in health and the provision of
healthcare for patients with chronic conditions across Wales is to be achieved.
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