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SECTION  1:  INTRODUCTION 

 

Helping people to look after their own health is an important challenge internationally as the 

prevalence of long term conditions increases. The Wanless report1 (2002) and the Review of Health 

and Social Care in Wales2 (2003) documented the importance of self care for the long term 

sustainability of the healthcare system in England and Wales. Since then, the importance of self care 

has increased. 

In the UK, self care support is provided amongst other initiatives by the Expert Patients Programme 

(EPP). The Expert Patients Programme was adapted from an intervention for people living with 

chronic conditions, developed by a team at the Patient Education Research Centre of Stanford 

University. The Chronic Disease Self Management Programme (CDSMP) is a lay led, generic course, 

which aims to teach individuals the skills they need for the day to day management of treatment, 

and the skills to maintain or increase their life activities3. 

A large task force was introduced to pilot the programme in England from 2001 to 2004. Initially, 

the programme was integrated into the NHS via local coordinators across 300 Primary Care Trusts. 

Following a positive evaluation (see appendix i) the decision was made to increase resources for the 

programme and a Community Interest Company was established to take forward self care support in 

England. The EPP CIC have increased the diversity of self care courses, and are able to offer a range 

of self management courses, including disease specific interventions, online courses and healthcare 

professional courses. Primary Care Trusts now commission EPP CIC services for their own localities.  

Wales piloted the programme in two Local Health Boards, Gwynedd and Swansea. The pilots 

commenced in September 2003, and ran until the end of April 2004.   The programme was 

subsequently rolled out to each of the 22 Local Health Boards on an incremental basis, and by 2007 

was being delivered by local coordinators across Wales. Wales has subsequently introduced a 

number of related programmes including In Working Condition and Looking After Me (LAM). 

In May 2008, the Welsh Audit Office (WAO) reported that since 20034: 

 345 courses had been delivered across Wales, 

 2,676 people had completed a course, 

 130 volunteer tutors had been trained, and 

 17 coordinators had been employed to manage courses and tutors locally 

 

The report identified that the programme was only supporting a small proportion of individuals with 

a chronic condition and the WAO estimated that 500 courses would need to be run each year to 

support just 1% of the adult population with a chronic condition. It identified the need for wider 

                                                           
1
 Wanless, D (2002) Securing Our Future Health: Taking a Long Term View, Final Report. 

2
 Welsh Assembly Government (2003) Review of Health and Social Care in Wales 

3
 The Chronic Disease Self Management Programme, www.patienteducation.stanford.edu/programs/ accessed 

on 5/3/10 17:12.  
4
 Wales Audit Office (2008) The management of Chronic Conditions by NHS Wales p.32 

http://www.patienteducation.stanford.edu/programs/
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approaches to support self care in Wales, with more effective sign posting to programmes such as 

the Expert Patients Programme5.   

Following this, and in light of the forthcoming NHS restructuring, the Minister for Health and Social 

Care wrote to all Local Health Board Chief Executives in April 2009, recommending that each of the 

LHBs provide a minimum of three days of EPP coordinator time per week to support and develop 

EPP at a local level, with an aspiration to deliver 500 courses, with 6000 participants, in Wales per 

annum6. Soon afterwards, the Welsh Assembly Government handed over the national operational 

delivery of the programme to the National Leadership and Innovation Agency for Healthcare 

(NLIAH).   

The Welsh Assembly Government have published a framework for supported self care7,  to clarify 

the actions required for the coordination of self care services.  The self care framework for Wales 

provides a structure to help plan and organise current and future self care interventions more 

systematically and consistently’8. At a strategic level, the Expert Patients Programme is being aligned 

with the Welsh Assembly Government Chronic Condition Management (CCM) and Self Care Agenda, 

and a Self Care Board has been established. 

Terms of Reference 

The work reported here has the following terms of reference: 

1. Making recommendations as to how the current resources, both locally and nationally, can be 
used most effectively to increase the number of courses provided and the number of 
participants completing the course, what these increases will be and the implications of this for 
the team at national level 

2. Determine the potential for the programme to be expanded further, and the levels of 
investment, resources, structures, timescales and phasing that will be required to achieve given 
numbers of courses and participants, including the WAO activity recommendations, within the 
next few years  

3. Incorporate the potential outcome and implications of the re-grading of EPP coordinators 

across Wales that is currently in progress(if known within the given timescales) and the 

requirements for a strengthened structure at national level 

4. Observations on possible options for the future direction and delivery of EPP 

5. Exploring the links between the EPP and other self care initiatives and the potential for bringing 
these closer together  

6. Determine and agree the most appropriate format for reporting EPP activity at all local and 
national level  

7. Establish a robust process for evaluating the programme from service user, local and national 
perspectives 

                                                           
5
 Wales Audit Office (2008) The management of Chronic Conditions by NHS Wales p.32-35 

6
  (2009) Letter Reference SF/EH/0648/09: Arrangements for the Expert Patients Programme Wales from April 

2009 
7
 Welsh Assembly Government (2009) Improving Health and Wellbeing in Wales: A Framework for Supported 

Self Care  
8
 ibid.  p.3 
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Method 

The research was conducted by the Welsh Institute for Health and Social Care (WIHSC), University of 

Glamorgan, between October 2009 and March 2010. The team worked closely with Expert Patients 

Programme stakeholders, at the local and national level. Project Manager, Barbara Bowness and 

Principal Trainer for EPP, Sarah Cronin, have been engaged throughout the research process. We 

wish to record our gratitude to them all for the generous way in which they contributed to the 

research. 

A variety of approaches was adopted: 

 Interviews and meetings were held with local EPP coordinators, EPP managers and Local 

Health Board directors at various stages throughout the project (for a full participation list 

see appendix iii). 

 All localities were asked to complete a questionnaire in order to establish the resources 

invested in the EPP programme in the financial year 2008-09,  to consider the reported 

activity in 2008-09 in light of the available resources, and to further understand EPP activity, 

by collecting course specific information from the period 1st April 2009- 30th September 2009 

 Two workshops were held for EPP coordinators and their managers, to discuss the potential 

expansion of EPP in Wales  

 The team have been engaged with the Expert Patients Programme Community Interest 

Company (EPP CIC) to learn how the programme has developed in England over the past few 

years and how it is set to develop in the future   

 Existing Expert Patient Programme evaluations and other literature on EPP and similar 

programmes have been reviewed. 
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SECTION 2:  FINDINGS 

 

This Section summarises the results of our review of the evidence on EPP, and our interviews and 

workshops with EPP coordinators and leaders and key NHS stakeholders: 

 The first part reviews the position of EPP in the wider context of self care, both now and in 

the next 2-3 years.   

 Subsequent parts review what may prove to be ‘pinch points’ in any future expansion of 

EPP:  

o recruitment of participants;  

o retention of participants;  

o resource implications; and  

o the local and national structures and ways of working required to support EPP.  Each 

of these is inter-related. 

 The final part considers the monitoring of the programme and evaluation. 

Strategic Context 

The Expert Patient Programme has now become an established feature of service provision for 

people with long-term conditions across Wales.  With the benefit of strong championship at the 

national level, and local enthusiasts, supported by dedicated resources, every citizen of Wales now 

has relatively easy access to an EPP course. 

All the stakeholders with whom we have spoken regard it as a valuable component of the portfolio 

of support which is available locally to people seeking to live with a long-term condition.  Generally 

its strengths are its defining features: 

 Lay leadership – each tutor themselves has personal experience of living with a long-term 

condition, the aims and approach of the course derive from the patient’s perspective, and 

the absence of clinician involvement fosters self-empowerment.  Participants learn from 

each other 

 All long-term conditions – people with a wide range of long term conditions come together 

for the course, allowing them to focus on the challenges they face in daily life, rather than 

the specific details of their medical diagnosis 

 Quality assurance – each course follows the same content and approach, and tutors have 

been train, assessed and re-assessed according to common criteria 

 Evidence base – the EPP has been subjected to significant evaluation with good evidence of 

benefit for participants (see section on Evaluation and Reporting). 
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There is, therefore, little doubt about the value of EPP, and key stakeholders need little convincing.  

There is, however, an important debate to be had about its proper place in the context of future 

strategic development.  The introduction of the Self Care Strategic Framework for Wales is serving as 

a stimulus to local thinking on how best to support self care for all those people with long-term 

conditions.  Already, LHBs and Trusts have developed other programmes and services to support self 

care, ranging from condition-specific programmes for people with particular conditions (e.g. 

diabetes, arthritis), to information services designed to ‘signpost’ people to services which they 

might find helpful.  A major task for the future is to ‘map’ this provision against the various needs of 

local communities to identify the greatest gaps, and then to plan to fill them. 

The strengths of the EPP (set out above) will justify its continuing role in this expanding sector; but 

how much EPP is required, and – most importantly – how it should relate to other provision, remain 

key issues.  Many of those we interviewed stressed the fact that people with a long term conditions 

often need more than one type of service or support, and that their needs change over time.  Thus, 

people might at various times want condition-specific information (‘how do I control my 

symptoms?’), access to services which address particular needs (‘what can I join to improve my 

fitness?’), support in setting up their own groups and networks, as well as the sort of generic help 

successfully offered by EPP.  Providing all of this in an efficient, equitable, quality assured, and easily 

accessible fashion, for a significant proportion of the people with long-term conditions, is a major 

task for the new LHBs.  The notion of a ‘self care pathway’ may be a helpful tool in planning such 

provision, and this could be one way in which LHBs establish the proper contribution of EPP. 

In this broader (and evolving) strategic context, there are several aspects to explore, in order to 

ensure that EPP fits well into the totality of provision, and can be made available to the greatest 

number of people: 

 New formats for EPP 

The EPP itself has evolved from the original work in Stanford, and continues to evolve today in 

response to evaluation and reflection by participants.  It may be possible to design other formats 

which make it attractive to people who do not wish to take part in a formal 6-part course.  The 

recent development of an on-line version of EPP is one such development; there may be others.  In 

this way, EPP might be able to plug even more of the gaps in self-care support which were discussed 

above. 

 Derivatives  

The development of courses, based on EPP but tailored to the particular needs of carers and people 

wanting to return to work, are examples of how the benefits of EPP can be made more widely 

available.  EPP is also now provided in prisons, for those in contact with drug and alcohol services 

and for people with learning disabilities, and the format of the programme has been tailored to 

meet their needs, and there will inevitably be scope for other such developments in the future. 

 Applying the learning from EPP in other ways 

EPP is a relatively well-proven intervention, and there may be merit in using elements of it as part of 

the package of support made available to people with long term conditions.  In other words, 
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allowing people to access those parts of the EPP which might benefit them most, without having to 

follow the whole course.  Clearly this could not be achieved by people ‘dropping in and dropping out’ 

of an EPP course: elements of EPP would need to be adapted and transposed into other packages of 

support.  To do this successfully will require significant developmental work – to ensure that the 

merits of the approach are not lost in the transposition – but there may be merit in doing it this way, 

rather than searching elsewhere for a (possibly less well established) alternative, or designing one 

from the start. 

 Signposting in and out 

Ensuring that EPP fits into a ‘patient pathway’ – a flexible and progressive range of information, 

support and advice that meets peoples various needs at different times - is important if people are 

both to make the right choice about joining EPP, and move on to other appropriate provision having 

finished it.  This ‘signposting’ happens rather haphazardly at the moment, with people sometimes 

receiving no information, or inadequate information about EPP, and people not routinely being 

informed at the end of EPP about the full range of other provision which they might now wish to 

access.  Given that EPP is primarily accessed through self-referral; such signposting needs to be 

aimed at members of the public, as well as health and other professionals who may be advising 

people on their options. 

 Co-production 

There has been increasing interest recently in approaches which bring patients and clinicians 

together, rather than concentrating exclusively on the patient’s skills and expertise.  Sometimes 

called ‘co-production’, or ‘co-creating’ health, or simply ‘partnerships’, the emphasis is on ensuring 

that all those involved in the interaction are able to contribute to it effectively.  Such joint 

development programmes may also have a role to play in the future9. 

The discussion below considers the current ‘bottlenecks’ hindering the expansion of the Expert 

Patients Programme. It explores options to increase the efficiency of the programme with the 

current available resources, and observes possible opportunities for the development of EPP in the 

future.  

                                                           
9
 For example, under the Co-Creating Health Initiative, The Health Foundation support eight sites across 

England and Scotland, offering an integrated package of support for a period of three years, to test how far 
self management can produce measureable and sustainable improvements in health and health care. The 
support includes an advanced development programme for clinicians, which aims to develop the skills 
required to support and motivate their patients to take an active role in their own health (www.health.org.uk 
‘Co-Creating Health’ accessed on 4/3/10).  EPP CIC in England run a course called ‘Wise Up’ which is designed 
to help health and social care professionals gain a greater understanding of how to promote self management 
and how to effectively support patients and service users at different stages in their self management journey 
(www.expertpatients.co.uk ‘What we do’ accessed on 7/3/10)  

http://www.health.org.uk/
http://www.expertpatients.co.uk/
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Recruitment 

 

Table 1 below shows the number of participants and courses over the 18 month period, April 2008 – 

September 200910. 
 

Table 1: EPP activity by Local Health Board11 

  April 08 – March 09 April 09 – Sept 09 

LHB Locality Participants  Courses 
 

Participants  Courses 

Betsi Cadwaladr Anglesey 18 3 12 2 

Gwynedd 31 4 16 3 

Conwy 43 6 18 2 

Denbighshire 34 5 14 2 

Flintshire 29 4 31 3 

Wrexham 25 4 35 3 

LHB Total 180 26 126 15 

Powys Powys 11 1 23 3
12

 

LHB Total 11 1 23 3 

Hwyel Dda Ceredigion 38 4 0 0 

Pembrokeshire 22 3 0 0 

Carmarthenshire 93 9 53 4 

LHB Total 153 16 53 4 

Abertawe Bro 
Morgannwg 

Swansea 99 8 0 0 

Neath, Port Talbot 105 13 29 4 

Bridgend 50 6 28 3 

LHB Total 254 27 57 7 

Cardiff and Vale Vale of Glamorgan 64 8 20 3 

Cardiff 91 11 38 6 

LHB Total 155 19 58 9 

Aneurin Bevan Monmouthshire 55 6 34 3 

Torfaen 37 5 25 3 

Newport 42 6 5 1 

Caerphilly 28 4 21 2 

Blaenau Gwent 66 8 32 3 

LHB Total 228 29 117 12 

Cwm Taf Rhondda Cynon Taf 18 3 18 2 

Merthyr 42 5 16 2 

LHB Total 60 8 34 4 

WALES 1041 126 462 53 

 

                                                           
10

 Figures include ‘Looking After Me’ (LAM) and the ‘Expert Patients Programme’ (EPP)  
11

 The participation data reported in this table is based upon local data reported nationally. Data is compiled 
nationally on a quarterly and annual basis. 
12 A joint course was run by Powys and Neath Port Talbot. This is represented by 1 course and 6 participants 

for each in the locality and LHB figures. However, in the national total, it is represented as 1 course with 6 
participants. 
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A total of 1041 individuals completed the programme in Wales, and the figures from the first two 

quarters of 2009/10 indicate that the programme is set to produce broadly similar annual figures for 

2009/10. 

The mean number of participants per locality (i.e. the former 22 Local Health Boards) in 2008/09 was 

47.3.  However, a standard deviation of 27.8 illustrates that there is considerable variation in EPP 

activity across Wales. In 2008/09 the range in number of participants per locality varied from 11 to 

105 and numbers of courses ranged from 1 to 13 per locality.  

There are several factors to appreciate when analysing the EPP activity in 2008/09. The roll out of 

EPP has been a staggered process, with some localities piloting the programme in 2004, and others 

not starting to deliver until 2007. Therefore, the figures must be considered in light of the maturity 

of the programme in each area and hence the experience of staff and local awareness of the 

programme. Additionally, the absence of staff has significantly affected recruitment and activity 

levels in some areas. For example, during the reported period (08/09), some areas have been 

without a coordinator for up to 10 months.  

In order to get a measure of the relationship between the availability of EPP locally and the level of 

potential need, we have compared local EPP activity with data from the 2001 Census.  

Approximately 23% of the Welsh population reported a long term limiting illness in the 2001 

Census13. The figures across the new Local Health Boards vary from approximately 19% in Cardiff and 

the Vale, to 28% in Cwm Taf.   

Comparing EPP activity (2008/09) with the census data shows considerable variation across Wales in 

relation to resident population and also to the proportion of people reporting a long-term condition 

(see table 2). The number of EPP participants per 100,000 persons with a reported long term limiting 

illness ranges from 28.5 in Rhondda Cynon Taf to 339.9 in Monmouthshire. 

                                                           
13

 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 
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Table 2: EPP activity by Local Health Board, April 2008-March 2009, compared with resident population 

LHB Locality Population
14

 Persons with a self 
reported limiting 
long term illness 

% of population 
with a self 

reported limiting 
long term illness

15
 

Participants per 
100000 

population 

Participants per 
100000 persons 

with a self 
reported limiting 
long term illness 

Courses per 
100000 

population 

Courses per 
100000 persons 

with a self 
reported limiting 
long term illness 

Betsi 
Cadwaladr 

Anglesey 66829 14956 22.38 26.9 120.4 4.5 20.1 

Gwynedd 116843 24116 20.64 26.5 128.5 3.4 16.6 

Conwy 109596 25744 23.49 39.2 167 5.5 23.3 

Denbighshire 93065 21749 23.37 36.5 156.3 5.4 23 

Flintshire 148594 28530 19.20 19.5 101.6 2.7 14 

Wrexham 128476 27571 21.46 19.5 90.7 3.1 14.5 

LHB Total 663403 142666 21.51 27.1 126.2 3.9 18.2 

Powys Powys 126354 25814 20.43 8.7 42.6 0.8 3.9 

LHB Total 126354 25814 20.43 8.7 42.6 0.8 3.9 

Hwyel Dda Ceredigion 74941 15535 20.73 50.7 244.6 5.3 25.7 

Pembrokeshire 114131 25474 22.32 19.3 86.4 2.6 11.8 

Carmarthenshire 172842 45406 26.27 53.8 204.8 5.2 19.8 

LHB Total 316914 86415 23.89 42.3 177.1 5.1 18.5 

Abertawe Bro 
Morgannwg 

Swansea 223301 55222 24.73 44.3 179.3 3.6 14.5 

Neath, Port Talbot 134468 39493 29.37 78.1 265.9 9.7 32.9 

Bridgend 128645 32161 25.00 38.9 155.5 4.7 18.7 

LHB Total 486414 126876 26.08 52.2 200.2 5.5 21.3 

                                                           
 

14
 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 

15
 ibid. p.16 
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Cardiff and 
Vale 

Vale of Glamorgan 119292 23691 19.86 53.6 270.1 6.7 33.8 

Cardiff 305353 57467 18.82 29.8 158.4 3.6 19.1 

LHB Total 424645 81158 19.11 36.5 191.0 4.5 23.4 

Aneurin Bevan Monmouthshire 84885 16179 19.06 64.8 339.9 7.1 37.1 

Torfaen 90949 22592 24.84 40.7 163.8 5.5 22.1 

Newport 137011 29581 21.59 30.7 142 4.4 20.3 

Caerphilly 169519 44600 26.31 16.5 62.8 2.4 9 

Blaenau Gwent 70064 19800 28.26 94.2 333.3 11.4 40.4 

LHB Total 552428 132752 24.03 41.3 171.7 5.2 21.8 

Cwm Taf Rhondda Cynon Taf 231946 63136 27.22 7.8 28.5 1.3 4.8 

Merthyr 55981 16817 30.04 75 249.8 8.9 29.7 

LHB Total 287927 79953 27.77 20.8 75.0 2.8 10.0 

  WALES 2903085 675548  23.27 35.9 154.1 4.3 18.7 
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This is a long way from the indicative levels identified in the WAO report discussed earlier.  

 

EPP relies on self-referral to the programme – indeed, the decision to join the programme is taken as 

a key indicator of readiness to benefit from it.  It is important therefore that it does not become too 

closely linked to mainstream service provision and become another intervention to which one may 

be ‘referred’ by a healthcare professional.  However, EPP does depend upon healthcare 

professionals and other third parties (e.g. third sector organisations) to at least make people aware 

of the existence of EPP and to provide some information on its objectives and approach, and how to 

access it. 

EPP coordinators have therefore sought to encourage NHS primary and community care staff (GPs, 

practice and community nurses, etc) to make relevant patients aware of EPP, and have also used the 

chronic conditions registers in some GP practices to ‘mailshot’ patients.  NHS Direct Wales and other 

NHS sources (including many in secondary care) also publicise EPP, and the links between EPP and 

rehabilitation services are well-developed in some parts of Wales.  

There has been some interest in developing even closer links with primary care, and perhaps using 

the chronic conditions profiling system now being developed (PRISM) as a way of identifying people 

who might be interested in EPP.  Other approaches could include holding ‘drop in’ sessions for 

interested people in GP surgeries. 

In some areas, the links between the EPP and the third sector have also been particularly well 

developed, to the point where significant numbers of people have joined the EPP as a result of 

information obtained from a voluntary organisation, either face to face or via their web sites (several 

of which carry a link to EPP). 

Part of the recruitment drive has been to persuade some of these key intermediaries of the value of 

EPP and in some areas, e.g. Cardiff and North Wales, much effort has been focused on GPs and other 

primary care staff in this regard.  Some practices are clearly more receptive to the concept than 

others.  Approaches which have helped include regularly feeding back to the practice what their 

patients report as the benefits to them of taking part in EPP.  Coordinators report that some GPs and 

other primary care staff remain sceptical of the benefits of EPP, and some find the very term ‘Expert 

Patient’ difficult, perhaps implying a somewhat adversarial approach between professional and 

patient expert, rather than enabling the patient actually to be more effective at self care. 

Different approaches have therefore been developed in different parts of Wales, with varying 

degrees of success.  Coordinators report that some GP practices continue to offer little assistance; 

others report good cooperation, but considerable difficulty in identifying those individuals who 

might benefit from EPP. 

It would appear, however, that the most significant restriction on recruitment has been the decision 

by local coordinators to match their level of recruitment activity to their capacity to provide courses.  

They are acutely conscious of the demotivating effect on patients of being recruited to EPP and then 

being unable to offer them an immediate place on a course.  As a result, waiting lists have been kept 

to a minimum. 



14 | P a g e  

 

Retention 

Current Resources 

The optimum number of patients on each course is generally accepted to be between 10 and 16.  

‘Completion’ of the course is defined as having attended four out of six sessions.  Although 

coordinators usually aim to recruit towards the top of the optimum range in reality the average 

attendance at EPP sessions is lower. Table 3 illustrates this. It is important to note that the table is 

not based on all courses between April and September 2009.  It is based on the data reported to 

WIHSC in the questionnaires only, and not all localities were able to provide registration and 

individual session figures for each course16. However, the figures provide a good indication of some 

of the issues around retention.  

The mean number of participants registered for a course prior to session one is 14, but it ranges 

from 9 to 22.  The mean percentage of registered participants who complete the Expert Patients 

Programme is 62.3%. 

Table 3: EPP registered and completed participants by LHB 

 

Locality/Courses 
Registered 

Participants 
Completed 
Participants 

% of Registered Participants who 
Completed 

Blaenau Gwent 16 12 75.0 

16 10 62.5 

12 10 83.3 

Rhondda Cynon Taf 14 11 78.6 

14 7 50.0 

Merthyr Tydfil 12 8 66.7 

15 8 53.3 

Neath, Port Talbot 10 5 50.0 

15 13 86.7 

12 7 58.3 

11 7 63.6 

11 9 81.8 

Bridgend 12 12 100.0 

10 5 50.0 

12 12 100.0 

Cardiff and Vale 17 5 29.4 

12 5 41.7 

13 8 61.5 

13 5 38.5 

10 5 50.0 

14 8 57.1 

14 7 50.0 

13 9 69.2 

9 6 66.7 

                                                           
16

 For example, it does not include two courses run in Carmarthenshire, with the Probation service. These are 
12 week courses, deviating from the standard 6 week EPP course. They are delivered by the EPP coordinator, 
but supported by probation staff. The recruitment and associated administration is undertaken by the 
probation service, and so the registration information and retention information was unobtainable. 
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Carmarthenshire 11 8 72.7 

15 12 80.0 

20 16 80.0 

18 12 66.7 

Anglesey 16 6 37.5 

10 6 60.0 

Gwynedd 22 9 40.9 

10 5 50.0 

10 5 50.0 

Conwy 16 11 68.8 

16 9 56.3 

Denbighshire 10 5 50.0 

14 9 64.3 

Flintshire 20 15 75.0 

13 6 46.2 

13 10 76.9 

Wrexham 18 16 88.9 

18 7 38.9 

20 12 60.0 

Powys 15 13 86.7 

16 8 50.0 

17 8 47.1 

Torfaen 16 8 50.0 

16 11 68.8 

14 6 42.9 

Monmouthshire 16 10 62.5 

16 9 56.3 

16 15 93.8 

Newport 9 5 55.6 

Total 748 466 62.3 
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As figure 1 shows, attrition is high in the early stages, and then plateaus.  

Figure 1 | Mean % of Registered Participants at Each Session17 

 

This indicates that many people start the course and soon find that it is not appropriate for them.  

This in turn suggests that the information provided in advance is not adequate for many people.  

Others say they will come, but do not even attend session one – a problem partly attributed to the 

impact of the ill-health associated with patients’ condition, and partly to some patients’ desire not to 

offend those recommending the course to them.   

Coordinators and Tutors have made significant efforts to address this problem.  Approaches which 

have been adopted in some parts of Wales, with some success, include the following: 

 Over-recruit 

Some coordinators now aim to recruit more than 16 participants (perhaps as many as 22), on the 

basis that attendance during the course will still be within the optimal range. 

 Improve ‘customer care’ 

Retention of participants seems to be affected at least in part by information provision and the early 

contact established with patients by coordinators and tutors.  Convenience is also a factor which 

may influence retention rates – including choice of location (travel time, car parking, environment), 

day and time.  Coordinators have experimented with various alternatives, and continue to try to 

adapt the timing and location of programmes to suit what people seem to require.  One option is to 

                                                           
17

 The graph is based upon the mean attendance rates at each session, for the courses listed in table 3. Please 
note, participants must attend four of the six sessions to complete the course. Therefore, the percentage of 
participants attending session six does not necessarily equate to the number of completing participants.  
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extend the period over which the six sessions are covered (perhaps over 3 months rather than 6 

consecutive weeks), since this less intensive approach may better suit some people. Alternatively, 

courses may be condensed into fewer sessions, as is the case for the ‘In Working Conditions’ course.  

 Adapt course content 

There is some evidence to suggest that factors such as course content and mode of delivery may 

also affect the retention rate.  Examples include some sessions which may be too ‘lecture heavy’ for 

some participants, or simply that a commitment to six sessions over a defined period is too much.  

There is also some evidence that even with the rigorous quality assurance framework that is in place 

the quality of the delivery of sessions is not uniform across Wales and may vary with the personality 

and experience of the Tutors.  The work on developing adaptations to the EPP (discussed above) 

means that new options to suit different people are being developed, and the recent advent of an 

‘on line’ EPP in England may also provide a valuable alternative for people who would wish to take 

part in the course from home.  This option may prove attractive to people whose health conditions, 

such as agoraphobia or cystic fibrosis, prevent them from accessing the community venues18.  

Resources 

The resources currently devoted to EPP consist of the national budget, managed by NLIAH; the local 

budgets managed by LHBs; and the volunteer resources. 

Table 4: EPP expenditure by Locality, April 2008-March 200919 

Locality Total Staff Expenditure
20

 Total Non-staff 
Expenditure

21
 

Total Expenditure 

Anglesey 

£     103,477
22

 £     43,943 £     147,420 

Gwynedd 

Conwy 

Denbighshire 

Flintshire 

Wrexham 

Powys £        17,944 £        5,720 £        23,664 

Ceredigion 

£        53,423 £     21,666 £        75,089 
Pembrokeshire 

Carmarthenshire 

Swansea 

Neath, Port Talbot 
£        40,449 £        7,240 £        47,689 

Bridgend 

Vale of Glamorgan 
£        49,764 £        7,688 

 
£        57,452 

 
Cardiff 

 
 

                                                           
18

 What is the EPP CIC Online Course? www.expertpatients.co.uk accessed on 16.2.09 at 14:24 
19

 See section on ‘Structure’ for more information about coordination across localities.  
20

 Includes reported coordinator, administration, and line management costs 
21

 Includes non staff costs such as house keeping, course venues, course literature, advertising and marketing, 
expenses, and tutor support days 
22

 Reported figures are rounded to the nearest £1.00. All figures have been verified by colleagues in the 
localities. Figures have not been verified by the coordinator in Caerphilly due to their absence at the time of 
this research.  

http://www.expertpatients.co.uk/
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Locality Total Staff Expenditure
23

 Total Non-staff  
Expenditure

24
 

Total Expenditure 
 
 
 Monmouthshire

25
 £        10,491 £        5,547 £        16,038 

Torfaen £        10,491 £        5,547 £        16,038 

Newport £        16,259 £        2,245 £        18,504 

Caerphilly £        19,500 £        7,300 £        26,800 

Blaenau Gwent £        17,338 £        4,619 £        21,957 

Rhondda Cynon Taf £        21,286 £        9,022 £        30,308 

Merthyr £        25,811 £     10,323 £        36,134 

WALES £     386,233 £   130,860 £     517,093 

 

The local expenditure apparently bears little relation to the scale of potential need in each locality: 

Table 5: EPP expenditure by Local Health Board per capita, April 2008-March 2009 

Locality Total 
Expenditure 

2001 Census 
Population

26
 

All persons 
with a self 
reported 

limiting long 
term illness

27
 

2001 Census % of 
population with a 

self reported 
limiting long term 

illness
28

 

Cost per person 
with a self reported 
long term limiting 

illness 

Anglesey 

£147,420 

66829 14956 22.38 

£1.03 

Gwynedd 116843 24116 20.64 

Conwy 109596 25744 23.49 

Denbighshire 93065 21749 23.37 

Flintshire 148594 28530 19.20 

Wrexham 128476 27571 21.46 

Powys £23,664 126354 25814 20.43 £       0.92 

Ceredigion 

£75,089 

74941 15535 20.73 

£       0.53 
Pembrokeshire 114131 25474 22.32 

Carmarthenshire 172842 45406 26.27 

Swansea 223301 55222 24.73 

Neath, Port Talbot 
£47,689 

134468 39493 29.37 
£       0.67 

Bridgend 128645 32161 25.00 

Vale of Glamorgan 
£57,452 

119292 23691 19.86 
£       0.71 

Cardiff 305353 57467 18.82 

Monmouthshire £16,038 84885 16179 19.06 £       0.99 

Torfaen £16,038 90949 22592 24.84 £       0.71 

Newport £18,504 137011 29581 21.59 £       0.63 

                                                           
23

 Includes reported coordinator, administration, and line management costs 
24

 Includes non staff costs such as house keeping, course venues, course literature, advertising and marketing, 
expenses, and tutor support days 
25

 Monmouthshire and Torfaen also work from a joint budget (as some of the other regions do). However, the 
areas reported to WIHSC an equal spend in each of the two localities, as illustrated in the table.  
26

 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 

27
 The total number of persons with a self reported limiting long term illness is calculated from the Census 

2001 data (see reference 26 and 28). Figures are rounded to the nearest 1.00 

28
 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 
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Caerphilly £26,800 169519 44600 26.31 £       0.60 

Locality Total 
Expenditure 

2001 Census 
Population

29
 

All persons 
with a self 
reported 

limiting long 
term illness

30
 

2001 Census % of 
population with a 

self reported 
limiting long term 

illness
31

 

Cost per person 
with a self reported 
long term limiting 

illness 

Blaenau Gwent £21,957 70064 19800 28.26 £       1.11 

Rhondda Cynon Taf £30,308 231946 63136 27.22 £       0.48 

Merthyr £36,134 55981 16817 30.04 £       2.15 

WALES £517093 2903085 675636 23.27 £       0.77 

 

The average cost per participant also varies considerably between LHB areas: 

Table 6: EPP expenditure by Local Health Board per participant, April 2008-March 2009 

Locality Participants Courses Total Expenditure 
Total cost per 

participant 
Total cost per 

course 

Anglesey 18 3 

£147,420 £        819 £    5,670 

Gwynedd 31 4 

Conwy 43 6 

Denbighshire 34 5 

Flintshire 29 4 

Wrexham 25 4 

Powys 11 1 £23,664 £     2,151 £  23,664 

Ceredigion 38 4 

£75,089 £        298 £    3,129 
Pembrokeshire 22 3 

Carmarthenshire 93 9 

Swansea 99 8 

Neath, Port Talbot 105 13 
£47,689 £        308 £    2,510 

Bridgend 50 6 

Vale of Glamorgan 64 8 
£57,452 £        371 £    3,024 

Cardiff 91 11 

Monmouthshire 55 6 £16,038 £        292 £    2,673 

Torfaen 37 5 £16,038 £        433 £    3,208 

Newport 42 6 £18,504 £        441 £    3,084 

Caerphilly 28 4 £26,800 £        957 £    6,700 

Blaenau Gwent 66 8 £21,957 £        333 £    2,745 

Rhondda Cynon Taf 18 3 £30,308 £     1,684 £  10,103 

Merthyr 42 5 £36,134 £       860 £  7,227 

WALES 1041 126 £517,093 £        497 £    4,104 

 

                                                           
29

 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 

30
 The total number of persons with a self reported limiting long term illness is calculated from the Census 

2001 data (see reference 26 and 28). Figures are rounded to the nearest 1.00 

31
 Office for National Statistics (2003) Census 2001: Key Statistics for Local Authorities in Wales p.16 
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There are also considerable variations in the workload of tutors across Wales32.  To maintain their 

role, tutors need to carry out an average of two courses per year.  In fact, several factors will affect 

the number of courses which tutors do conduct (the level of recruitment, and their own health being 

two key ones). The table below compares the number of courses and the number of active volunteer 

tutors during 2008/09. Each volunteer tutor included in the data would have delivered at least one 

course over the financial year. 

 

Table 7: EPP tutor activity by Local Health Board, April 2008-March 2009 

Locality Courses Total no. of 
volunteer tutors 

Courses per 
volunteer tutor 

Anglesey 3 5 1.2 

Gwynedd 4 6 1.3 

Conwy 6 9 1.3 

Denbighshire 5 5 2 

Flintshire 4 2 4 

Wrexham 4 4 2 

Powys 1 3 0.7 

Ceredigion 4 3 2.7 

Pembrokeshire 3 2 3.0 

Carmarthenshire 9 6 3.0 

Swansea 8 3 5.3 

Neath, Port Talbot 13 6 4.3 

Bridgend 6 3 4.0 

Vale of Glamorgan 8 5 3.2 

Cardiff 11 12 1.8 

Monmouthshire 6 2.5 4.8 

Torfaen 5 2.5 4.0 

Newport 6 5 2.4 

Caerphilly 4 4 2.0 

Blaenau Gwent 8 7 2.3 

Rhondda Cynon Taf 3 4 1.5 

Merthyr 5 7 1.4 

WALES 126 106 2.4 

 

However, it is evident from the more detailed analysis of some of the courses which ran within the 

six month period (April-Sept 2009), that coordinators are tutoring many courses themselves. The 

session information collated from localities illustrates that almost half of sessions are being either 

delivered/co-delivered by a coordinator. Coordinators will often have to ‘step in’ to avoid cancelling 

sessions, and will often co-deliver a course with a volunteer to offer support and guidance. 

Therefore, the calculation above, of courses per tutor is likely to be overestimated.  

It is also important to note that tutors often work across localities, especially in North Wales. 

Monmouthshire and Torfaen share five tutors across the two localities.  

                                                           
32

 As reported above there are a number of factors which may influence the reported level of activity in 
2008/09. These must be considered when interpreting the data on costs per participant and cost per course. 
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The availability and use of support staff for EPP also varies widely.  In some LHBs there are dedicated 

administrative staff who allow coordinators and tutors to concentrate on those tasks which only 

they can do (particularly the direct interaction with potential and current participants); in others, the 

coordinator in particular has to spend some of their time on these tasks. Table 8 shows a breakdown 

of staff time and roles in each locality. 

 

Table 8: EPP Coordinators, administrative support and management by LHB, April 2008-March 2009 

Locality 
Coordinator / Lead 

Coordinator Hours (FTE 
By Coordinated Areas) 

Admin Hours (FTE By 
Coordinated Areas) 

Line Manager Hours (FTE 
By Coordinated Areas)

33
 

Anglesey 

2.60 0.40 0.00 

Gwynedd 

Conwy 

Denbighshire 

Flintshire 

Wrexham 

Powys 0.61 0.00 0.00 

Ceredigion 

1.28 0.72 0.00 
Pembrokeshire 

Carmarthenshire 

Swansea 

Neath, Port Talbot 
1.40 0.40 0.25 

Bridgend 

Vale of Glamorgan 
1.60 0.00 0.00 

Cardiff 

Monmouthshire 
0.59 0.14 0.00 

Torfaen 

Newport 0.53 0.00 0.00 

Caerphilly 0.80 0.00 0.00 

Blaenau Gwent 0.50 0.14 0.00 

Rhondda Cynon Taf 0.61 0.14 0.02 

Merthyr 0.81 0.00 0.05 

WALES 11.33 1.94 0.32 

 

There is also considerable variation in the tasks performed by coordinators and tutors.  This in part 

reflects the availability of staff; it also seems to reflect different conceptions of the jobs.  For 

example, in some areas telephone contact with all potential recruits is carried out by the 

coordinator; in others, the tutors take the lead. 

Supporting tutors is a key task for coordinators. This example is taken from Cardiff and the Vale, and 

illustrates the types of tutor support, and the numbers of coordinator days it takes to support 15 

tutors each year34:  

                                                           
33

 All local programmes have line manager input, however line management time was often not reported in 
the questionnaires, as it is often not accounted for separately. 
34

 Figures were estimated by Cardiff and the Vale for the period 2008-09 
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 Tutor support days       5 days 

 One to one support       8 days 

 Tutor contact/course negotiation     6 days 

 Tutor recruitment       3 days 

 Planned support in courses    22 days 

 Stepping in to deliver courses (short notice)  20 days 

 Preparing resource files and suitcases  24 days 

 

Assessors are a key resource for EPP, since their availability effectively limits the number of new 

tutors.  There are currently 12 assessors across Wales, of whom 8 are coordinators, with a further 8 

in training.  Because there are relatively few assessors, most will assess outside their local area, and 

this is agreed on an informal basis.  However, this raises concerns locally, since assessors are also 

tutors, and when they are away assessing this reduces the local capacity to run courses. 

At the national level, a current budget of £200k a year is retained for a variety of functions other 

than the direct delivery of courses – including training and assessment, promotion and development 

and overall management of the programme.  At present, all appointments at national level are 

temporary and there is a vacancy for an Assistant Principal Trainer.  This sum represents about a 

quarter of the total expenditure (about £715k) on EPP. 

 

Structures 

Following the early national development of EPP as a separate programme within NHS Wales, the 

strategic intention is now clearly to integrate it into mainstream NHS provision.  This coincides 

helpfully with a far greater emphasis on self care within NHS Wales, and provides a good 

opportunity for the learning, adaptation and effective signposting of EPP described above. 

Local provision is now the responsibility of the seven LHBs.  The six largest of these now each have a 

number of dedicated EPP staff, although still a fairly limited resource, which brings the potential to 

deploy them across their areas to meet peaks in demand and to cover staff absence.  Some, for 

example Hywel Dda, Cardiff and the Vale and Betsi Cadwaladr, are already integrating their EPP 

teams to this effect, and most remains to be achieved in this regard in Aneurin Bevan LHB, where 

some parts of the EPP service is still delivered within specific local areas, with individual coordinators 

sometimes struggling to maintain continuity of provision.  Developing such a critical mass in Powys 

LHB remains a challenge and integration with other self care activities to maximise the synergy 

between related activities is therefore even more urgent here. 

Parts of Aneurin Bevan and Cwm Taff LHBs make use of the third sector to deliver EPP, while the rest 

of Wales relies on staff employed by the NHS.  Both models have their strengths.  Potential strengths 

of third sector provision include the ability to capitalise on local knowledge of other aspects of 

voluntary sector provision, to access a wider range of communication channels, and the greater cost-

effectiveness of voluntary effort.  NHS provision perhaps offers greater potential to develop 

effective links with primary and secondary care, in terms of establishing self-care pathways and 

facilitating referrals.  But either model is capable of delivering these strengths, and much depends 
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upon local circumstances and the ability and enthusiasm of the individuals concerned.  It is therefore 

difficult to determine which, if either, is the better model. 

The national infrastructure of EPP currently consists of a National Programme Manager (0.8 wte), a 

Principal Trainer and an Assistant Principal Trainer, with some administrative support, located in 

NLIAH.  The Manager and Assistant Principal Trainer posts are currently vacant, although the 

national leadership role is being discharged by NLIAH in other ways.  This is an interim arrangement 

and it is accepted that this does not present an adequate long-term solution to the national needs of 

the programme, even at current levels of activity. For the future the training, marketing and 

development of the programme require greater attention, particularly if the scheme is to be 

substantially expanded.   

The roles as set out in the job descriptions of the Manager and Principal Trainer appear appropriate 

to the current and future needs of the EPP, but there appears to be some confusion about the 

respective national and local roles of EPP staff, and how they can combine to move the programme 

forward, for example in relation to address some of the inconsistencies in approach and 

performance of EPP delivery across Wales.   In many cases, LHB managers are not aware of many of 

the wider aspects of EPP delivery, and EPP has so far operated as something of a ‘silo’ with the LHB.  

Greater clarity over national and local roles would be helpful, and the National Manager has an 

important role in informing LHB managers of the variations in approach and performance across 

Wales and the good practice that is in evidence in certain areas in relation to certain aspects of the 

programme, and encouraging improvements. 

Some elements of the EPP infrastructure – notably Assessors and Lead Trainers – are not currently 

located in every LHB, and neither are they part of the central team, since they carry out their 

assessor/trainer role in conjunction with being EPP coordinators.  The deployment of these staff 

across LHBs other than their own is essential for the successful operation of EPP across Wales, but 

relies upon informal agreements with their employing LHBs to release them as necessary.  This can 

be problematic, because their absence from the employing LHB reduces its own EPP activity. 

We found some interest in the development of a unified national organisation to deliver EPP (either 

free-standing, or as part of an existing national NHS body), thereby taking operational responsibility 

away from the LHBs.  While such an approach does have some advantages – notably creating an 

informed and unified managerial infrastructure, with additional capacity to develop new applications 

for EPP – such a move would impair the integration of EPP within mainstream services at the local 

level, to the detriment of those services and ultimately of EPP itself. 

 

Evaluation and Reporting  

When it comes to evaluating EPP there are two distinct aspects (and the reporting mechanisms 

underpinning them) to consider:  process (or output) and outcome measures. It is important to be 

clear about the distinction between them for they measure very different things. In this context 

process/output measures relate to the activity and the performance of those involved in delivering 

EPP. Much of this information is currently collected through the routine quarterly reports submitted 

by local co-ordinators and managers and then collated centrally. Outcome measures capture the 
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result of the processes, relative to the aim and are used to determine the success (or otherwise) 

associated with the intervention. With regard to EPP these can be things associated with health and 

self-efficacy benefits, and impacts for health service utilisation post-EPP. These are the measures 

that historically have not been systematically collected and analysed in Wales. There is a classic trap 

in all of this – it is all too easy to focus on process/output measures which do not tell you about the 

quality of the programme but are a simplistic measure of activity, but equally it is possible to 

measure outcomes that are not a fair reflection of what EPP might be able to achieve. 

What we do know is that there is a considerable amount of published evidence on process/outputs 

and outcomes which has been collected about EPP and the original CDSMP.35 What much of that 

tells us is that it is very difficult to isolate quantifiable and tangible benefits of programmes like EPP 

whose aims are to give participants the confidence to take responsibility for their own care, whilst 

also encouraging them to work in partnership with health and social care professionals through 

helping individuals manage the effects of their long-term condition, especially when compared with 

disease-specific programmes whose aims are much narrower by definition. 

What we can be less sure about is what it all means specifically for EPP in Wales. As such, three 

questions – which will be considered in turn below – emerge from this which have informed much of 

exploration about evaluation and reporting as part of this commission: 

1. What does the extant evidence tell us about the beneficial outcomes that EPP delivers? 

2. What are the implications of the existing evidence-base for collecting process/output and 

outcome evaluation data in Wales? 

3. What might the Welsh response at the local level to these challenges consist of? 

What is the evidence on the benefits of EPP? 

As noted above, there is much evidence on the outcome benefits of EPP and Appendix i provides a 

summary of the most directly relevant information. Of central concern here is the recent REPORT 

(Research into Expert Patients Outcomes in a Randomised Trial) study which was undertaken as part 

of the research into the National Evaluation of the Pilot Phase of the Expert Patient Programme in 

England36 and subsequently published.37 This is the most recent and most rigorous study of the 

outcomes from EPP undertaken in the UK and provides the best evidence that we currently have on 

the outcomes of EPP. Described as a pragmatic randomised controlled trial the authors compared 

the health service utilisation and healthcare outcomes at six months for a group of 248 people who 

had completed EPP and a control group of 273 who were on the waiting list for an EPP course. Their 

main findings were that: 

Patients receiving immediate course access reported considerably greater self-efficacy and 
energy at 6-month follow-up, but reported no statistically significant reductions in routine 

                                                           
35

 See for example the collation of international evidence on self management and lay-led programmes at 
http://www.wales.nhs.uk/sites3/page.cfm?orgid=537&pid=11800  
36

 National Primary Care R&D Centre (2006) National Evaluation of the Pilot Phase of the Expert Patient 
Programme – Final Report 
37

 Kennedy A, Reeves D, Bower P, Lee V, Middleton E, Richardson G, Gardner C, Gately C and Rogers A (2007) 
The effectiveness and cost effectiveness of a national lay-led self care support programme for patients with 
long-term conditions: a pragmatic randomised controlled trial Journal of Epidemiology and Community Health 
61 pp.254-261 

http://www.wales.nhs.uk/sites3/page.cfm?orgid=537&pid=11800
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health services utilisation over the same time period. The cost-effectiveness analysis showed 
that patients receiving immediate course access reported considerably greater health 
related quality of life, and a small reduction in costs. If a quality adjusted life year was 
valued at £20, 000, there was a 70% probability that the intervention was cost effective.38 

 

Detail of the magnitude of improvements in self-efficacy and energy can be found in Appendix i. 

Despite the limitations of such a study, this is a definitive statement of the benefits of EPP and it 

would be unrealistic to expect that should a like study be completed in Wales it would demonstrate 

any difference in outcome.  

What are the implications of the existing evidence-base for evaluation data in Wales? 

So, given the considerable cost of running another randomised controlled trial, what should be the 

Welsh response? Currently the local EPP managers and co-ordinators do not systematically collect 

evidence on healthcare outcomes or health service utilisation. One seemingly tempting option that 

is therefore open to EPP in Wales would be to plug this gap and create a national evaluation 

protocol for EPP. This would mean that each of the local delivery mechanisms were contributing to a 

Wales-wide dataset on outcomes. However, any such action presupposes that those in charge of 

budgets locally require more/better information about EPP on which to base funding decisions. 

Whilst this may well hold true should any substantial investment be required for EPP, it is less 

certain that this additional evidence would be needed to sustain the status quo position.  

Further given the pragmatic RCT in England, we have a clear indication about the likely EPP impacts 

on healthcare outcomes and quality of life for individual patients six months post programme. Whilst 

local sites may demonstrate variations, when aggregated to the national level, the data should 

conform to that in the English study.  

If such data were required and the decision were taken to collect outcome data on a national scale, 

appropriate instruments include the Euroqol Five Dimension (EQ-5D)39 questionnaire and which is 

available in Welsh or the Manchester Short Assessment of Quality of Life (MANSA) questionnaire40 

both of which were used in the English study. A further option would be the Health Education 

Impact Questionnaire (heiQ)41 which is being used to evaluate outcomes in the EPP CIC in England. 

This would have the added advantage of allowing EPP in Wales to benchmark its outcomes against 

the English study or current delivery in England, and Wales would be therefore capable of comparing 

performance. In discussing this point, it is important to consider the impact on capacity at both the 

local and national level that such a decision would have. This could be considerable and certainly 

would be an addition to local resources given that the majority of programmes in Wales are not 

collecting data in this way. 

To a degree this could be mitigated by taking a sample approach to such data collection. There are a 

variety of ways in which this may be achieved but could, for example, take the form of every tenth 

participant being asked to fill in one of the three questionnaires mentioned above at baseline and six 

months post programme. An annual audit of performance in this way to benchmark Welsh EPP 

                                                           
38

 Ibid p.254 
39

 http://www.euroqol.org/ 
40

 Priebe S, Huxley P, Knight S and Evans S (1999) Application and results of the Manchester Short Assessment 
of Quality of Life (MANSA) International Journal of Social Psychiatry Spring, 45(1) pp.7-12 
41

 http://www.heiq.org.au/  

http://www.euroqol.org/
https://unimail03.glam.ac.uk/exchweb/bin/redir.asp?URL=http://www.heiq.org.au/
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performance against key parameters like self-efficacy would be attractive, but there would still be an 

impact on the limited resources available. It is possible that the cost of providing such information 

would be outweighed by the benefits in convincing the right people that EPP merits further funding, 

and providing data for an effective marketing campaign.  

What are the implications for Wales? 

In addition to the implications for a national evaluation, at the local level there are a variety of 

mechanisms for collecting principally qualitative data about the experience of Expert Patients on the 

course. This can range from simple coded questionnaires to more open-ended narratives around 

‘patient stories’. What unifies each of these is a desire to get closer to the reasons why people 

attend and personally what they have got out of the programme. There is considerable strength in 

these narratives and whilst (arguably) such softer outcomes may be less effective than health care 

outcomes or health service utilisation data in convincing budget holders, there is a growing 

understanding about the importance of these features of programmes like EPP. It is tempting to 

consider standardising such local evaluation instruments. The downside of doing this is that it is 

difficult to create one tool that would speak to the diversity of EPP delivery at the local level across 

Wales. For example it is perfectly valid to suggest that collecting stories should be something to 

consider everywhere equally, but if there are valid local reasons as to why this can’t happen it would 

be difficult to currently enforce. 

Another issue to consider is about how best to capture local information about the significant 

numbers of people who drop out early in the EPP process. There are well-rehearsed problems with 

undertaking such a process (‘people don’t respond to this because they didn’t want to come along’) 

but there are clear advantages to be gleaned from understanding why EPP proved to not be for 

them. As far as possible this should be done directly (via a telephone contact) and could be targeted 

at the ‘surprise’ drop-outs – in other words people the people that tutors would have expected to 

see continuing with the course who didn’t. In addition this group may be more susceptible to 

contributing to such an interview.   
 

There is a clear and current requirement for all EPP programmes to collect and send the same 

quarterly process/output monitoring information. This data has periodically been reviewed and 

different data fields requested. Indeed as part of this research project, WIHSC requested additional 

information about the nature of local delivery and the relative cost of programme components and 

planning activity. This exercise (as reported above) was revealing – both in terms of local variability 

and secondly in terms of the relative priorities and allocation of functions locally.  
 

In conclusion Improving Health and Wellbeing in Wales: a Framework for Supported Self Care42 

which was published in October 2009 has provided a strategic focus for self-care that previously was 

lacking. EPP’s role in this agenda is clearly acknowledged by the framework as is the need to more 

effectively integrate EPP with a range of other local and national initiatives and programmes. One of 

the ways in which there will be increased strategic buy-in between EPP and the broader self care 

agenda will be to ensure that any changes to the evaluation and reporting of EPP is considered by 

the new Self Care Advisory Board for comment. This will ensure that it is aligned with any other 

evaluation processes that are being utilised to assess the effectiveness of other interventions. 

                                                           
42

 http://wales.gov.uk/docs/dhss/publications/100102frameworkselfcareen.pdf  

http://wales.gov.uk/docs/dhss/publications/100102frameworkselfcareen.pdf
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SECTION 3: CONCLUSIONS AND RECOMMENDATIONS 

 

CONCLUSIONS 

 
The Expert Patient Programme has established itself in Wales as a valuable element in the range of 

options for supporting self care.  Its lay leadership, allied to effective quality assurance and national 

coordination, has resulted in a programme which is freely available to a wide range of people across 

the country who may benefit from it.  It complements the growing range of condition-specific 

provision, allowing people to focus on addressing the generic challenges of living with a long-term 

condition. 

 
Its development so far has been somewhat uneven, reflecting its phased introduction and the 

transition from national programme to local leadership, and from ‘stand alone’ to full integration 

within NHS provision.  There is now an excellent opportunity to take stock of this growth, in the 

context of the far greater emphasis on self-care which the recent reorganisation of the NHS should 

facilitate.  There is considerable scope for exploiting the synergies between EPP and other self-care 

provision. 

 
There is also considerable scope to rationalise provision of EPP itself, addressing the substantial 

variations across Wales.  This should be a joint effort between the EPP national lead and the LHBs. 

Benchmarking of local approaches to recruitment, retention and EPP structures against provision 

elsewhere in Wales, and greater standardisation of resource inputs, has the potential to increase the 

numbers of people taking part in EPP each year by up to 50%.   

 
Beyond this greater consistency and the universal adoption of good practice, a decision is now 

required on the future rate and extent of expansion in the EPP.  It is clear from our discussions with 

EPP staff nationally and locally, and with other stakeholders (notably in the Local Health Boards and 

Welsh Assembly Government), that there are four feasible scenarios for the future of EPP in Wales.  

They are not mutually exclusive: indeed, a combination of two (or even three) of them might be the 

optimal outcome: 
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Scenario Description Resource 

implications 

1. Organic growth A gradual expansion of the existing provision, within 

existing resources.  Numbers of participants would 

increase  at approximately the same rate as during the 

last two years 

Status quo 

2. Efficiency gains Gradually increase the number of participants using 

existing resources and the efficiency gains outlined  in 

the Recommendations below.  This could increase the 

number of participants by up to 50% in 2 years. 

Status quo 

3. Expansion A planned and substantial expansion of the existing 

infrastructure, resulting in a ‘step change’ in the 

number of participants.  This could achieve the rate of 

expansion discussed in the WAO report 

Substantial 

additional 

investment – see 

recommendation 

14 

4. Integration A focus on applying the learning and approaches of 

EPP in a variety of alternative formats (condition 

specific, single sessions, etc).  This would increase the 

number of people benefiting from elements of the 

EPP approach, without necessarily increasing the 

number of EPP graduates. 

Status quo 

 

The choice of scenario(s) is essentially one for the stakeholders to make.   
 
The recommendations below address the range of issues discussed in Section 2.  All of the 
recommendations are relevant – to a greater or lesser extent - to all four scenarios, but 
Recommendation 14 is primarily of relevance only if Scenario 3 is followed. 

 

RECOMMENDATIONS 

Context 

These recommendations focus on ensuring that EPP ‘fits’ well in the context of the new NHS in 

Wales.  EPP was developed as a national initiative, somewhat isolated from mainstream NHS 

provision.  But now, LHBs are actively exploring how they can best support self care in wide variety 

of contexts and approaches, and they have much to learn from EPP.  It is vital that EPP becomes an 

integrated part of the totality of self-care support in each part of Wales, if people are to be offered a 

clear, accessible and well-coordinated range of options, suited to their needs and aspirations. 
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1. The current national expectations for the expansion of EPP should be reviewed (Lead: WAG) 

 
The requirement for a significant expansion of EPP across Wales was set out in 2009.  However, we 

found a lack of clarity in the NHS about how much expansion is required, and at what pace – 

especially since EPP expansion does not appear to have the status of a formal ‘target’, included in 

the Annual Operating Framework.  There is also concern that, as LHBs now start to develop the self-

care agenda more widely, it may not be helpful to have a pre-determined level of provision for just 

one element of it (the EPP).  It has been argued to us that such a ‘process’ objective (i.e. the number 

of courses) is not consistent with the current focus on ‘outcomes’ (e.g. the number of people better 

able to manage their condition).  More prosaically, interviewees have pointed out that the financial 

situation facing NHS Wales is now rather different to that which pertained when the Minister’s letter 

was issued. 

 
The Welsh Assembly Government should therefore work through the four scenarios set out above to 

agree with LHBs to agree and clarify the following: 

 

 The overall pace at which EPP should now be expanded, in the context of other self-care 

initiatives – as LHBs assess the current provision for self care and the areas where further 

development is necessary, the relative priority and contribution of the EPP to this whole 

picture should become clearer, and may vary between LHBs.  The scale of additional 

investment required is discussed in Recommendation 14 below 

 The best expression of that expansion – the current focus is primarily on the number of 

courses provided.  A more helpful ‘currency’ might be one which focuses more on outcomes.  

This requires further consideration by the national EPP lead and coordinators, but the 

following have their respective merits: 

o Number of people completing EPP – this would focus on the need to maximise 

retention amongst those recruited, rather than simply the number of courses 

provided; or even better: 

o Number of people taking part in any activity which is effective at improving self-

efficacy and other key goals – this would allow EPP to contribute to the wider self-

care effort, and would facilitate the use of elements of EPP in other contexts. 

 

This clarity will provide a sound foundation for the future of EPP. 

 

2. Re-calibrate local targets to account for current variations in provision (Lead: LHBs) 

 
The level of EPP provision across Wales (as measured by the number of people completing courses) 

varies significantly, and without any apparent relationship to the level of need.  This is particularly 

stark at the level of the old (22) LHBs.  The 2008/9 data reveal both high and low levels of provision 

per 100,000 people with a self-reported limiting long-term illness.  For example, the number of 

course participants  (expressed in relation to this population number) ranges from 339.9 in 

Monmouthshire, 333.3 in Blaenau Gwent, and 270 in the Vale of Glamorgan, to 90.7 in Wrexham, 

86.4 in Pembrokeshire and 28.5 in Rhondda Cynon Taf.  The variation is not quite so great at the 

level of the new (7) LHB areas, but is still significant, ranging from 200.2 in ABM and 191.0 in Cardiff 

and the Vale, to 75.0 in Cwm Taf and 42.6 in Powys.  Measures are already in hand to address some 
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of this variation, but LHBs should now use the national data to determine the appropriate level of 

their own provision, so that it more closely matches local need. 

 

3. Improve understanding of EPP amongst key local stakeholders (Lead: EPP National Manager 

and Coordinators) 

 

There is a lack of understanding about several of the key aspects of EPP amongst those staff in the 

NHS working in self-care but not directly involved in the programme.  This probably stems from the 

fact that EPP was developed and implemented as a national programme, and also from the recent 

changes in personnel in the new LHBs.  This lack of understanding may impede the future 

development and integration of EPP into other self-care initiatives.  It would be helpful, therefore, 

for key LHB staff to be briefed on the key aspects of EPP, and also to be presented with a digest of 

the evidence on its effectiveness.  Appendix i to this report could serve as the basis for that briefing 

material.  (See Recommendation 8 below for the provision of information to other stakeholders.) 

 

4. Explore how EPP can best contribute to the emerging work on self-care pathways, so that 

patients are ‘signposted’ appropriately to it, and on to other provision after completing it (Lead: 

LHBs) 

5. Discussion should be held in each LHB on what can be learnt and adapted from EPP to 

enhance other initiatives to improve self care (Lead: LHBs) 

 

LHBs will be developing more comprehensive local support for self care in the next two years as they 

implement the Self Care Framework.  It is important that the EPP complements this, both 

 strategically – filling gaps in provision without duplication, and 

 operationally – so that people are made fully aware of what EPP might have to offer them, 

and what they might want to do having completed the course. 

This work will mainly be carried out in each LHB, but national support to avoid ‘reinventing the 

wheel’ will be helpful. 

 

Part of the process of ensuring a ‘good fit’ for EPP will be to explore what can be learnt from its 

successes and applied to other initiatives.  This might include replicating elements of EPP in other 

programmes, and capitalising on the expertise of EPP staff.  EPP staff and volunteers are an 

important part of NHS Wales self care ‘intellectual capital’, which is particularly valuable as the 

health service seeks to increase its effectiveness in supporting self care. 

 

The unique position of EPP as a lay-led, quality assured programme is a valuable part of overall 

provision for self care in Wales.  These discussions require an element of integration between EPP 

and other LHB staff which has to be achieved without compromising the ability of EPP programmes 

to meet their own objectives.   
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6. More work on sustaining the impact of EPP for participants (Lead: EPP National Manager 

and Coordinators) 

 

Currently there is relatively little ‘follow-on’ work with people who have completed an EPP course.  

Some parts of Wales do hold events for EPP graduates, but more could be done in this regard to 

ensure that the benefits of EPP are maintained long after the course has been completed.  LHB 

coordinators should explore what EPP graduates would find useful and pilot different approaches to 

this (for example to creation of an internet-based network). This developmental work should be 

coordinated at the national level to maximise its efficiency. 

 

7. The brand ‘Expert Patient Programme’ should be better explained to potential patients and 

stakeholders (Lead: EPP National Manager and Coordinators) 

 

The brand ‘Expert Patient’ is something of a misnomer.  Our research shows that many people 

assume that EPP is designed to make people better consumers of healthcare, perhaps challenging 

clinicians in the process.  This is neither helpful nor wholly accurate.  In fact, EPP is designed 

primarily to help people live more successfully with their condition, minimising its impact on their 

lives, and not to focus primarily on their ‘patient’ role.  However, EPP is now well-known and it 

would not be helpful to change the title at this stage.  Rather, the prominence of the title should be 

reduced in publicity and other material, and alternatives used more prominently.  Some 

coordinators have already started to do this, and the practice could helpfully be extended. 

 

Recruitment 

 
The aspirations for EPP are that it should expand significantly in the next few years.  Although there 

may be some lack of clarity about the scale and pace of this expansion, and the way it is quantified 

(see recommendation 1 above), it is clear that renewed effort will need to be devoted to 

recruitment if any level of expansion is to be achieved.  At present, there are not large numbers of 

people waiting to take part in EPP – deliberately, since there would not be the capacity to provide 

courses for them.  It is important, therefore, that the recommendations below on recruitment, 

retention, resources and structures are viewed as a whole, since they are mutually dependent. 

 

8. National and local coordinated recruitment campaigns for EPP should be established (Lead: 

WAG; LHBs; EPP National Manager and Coordinators) 

 

Considerable effort will be required to recruit large numbers of additional participants in EPP.  This 

should have several elements: 

 Information for the public generally, to reach people who may not be in current receipt of 

services 

 Targeted information for people known to the NHS, local authorities and the third sector as 

people likely to benefit from EPP – this may include people on GP chronic condition 

registers, or identified by various assessment approaches (e.g. PRISM), as well as clients of 

social services and members of established self-help or other third sector organisations 



32 | P a g e  

 

 National and local coordination – some messages may best be delivered once, for the whole 

of Wales; others need to be locally tailored.  The whole should be properly coordinated. 

 

WAG and LHBs will wish to decide to what extent this recruitment campaign should be unique to 

EPP, or part of a wider drive to raise awareness of self help opportunities. 

 

9. Different approaches to targeted recruitment should be evaluated (Lead: EPP National 

Manager and Coordinators) 

 

There is now a considerable body of experience among EPP coordinators of different approaches to 

recruitment, targeted at different sectors, including GP practices, secondary NHS services, and the 

third sector.  This experience should now be evaluated - drawing also on the experience of EPP CIC in 

England - and different approaches developed (drawing on that experience) which should then be 

piloted in different parts of Wales. 

 

 

Retention 

 

The rate of ‘attrition’ of course participants is relatively high, with typically only about two thirds 

completing.   Such a pattern is common amongst many courses aimed at people who often have 

significant health and other challenges.  This is an important issue to address, however, because the 

number of people taking part in EPP could be substantially increased without any more courses 

being provided. 

 

10. Increase the number of initial recruits (Lead: Coordinators) 

 

Given that the level of attrition is usually predictable, coordinators should gradually increase the 

number of people recruited to each course.  Contingency arrangements need to be in place in the 

event of more than 16 people actually attending session 1.  Some parts of Wales have already 

started to adopt this approach; the experiences of different parts of Wales should be compared as 

this progresses.  If each course recruited 3 extra participants, and even if retention were not 

improved at all, more than 300 extra people would take part in EPP each year across Wales, at 

negligible extra cost. 

 

11. Address the reasons for attrition (Lead: EPP National Manager and Coordinators) 

 

Coordinators currently have a wealth of anecdotal evidence about why people ‘drop out’ – ranging 

from poor initial information on the course content, to the health and other difficulties of potential 

participants - but there has been little serious investigation of the causes.  The section on evaluation 

below suggests how this information gap could be plugged.  Armed with that information, 

coordinators and the national lead should explore ways of addressing the causes of attrition.  

Different coordinators could try different approaches, and the results compared. 
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Resources 

 

The current allocation and deployment of resources to EPP across Wales reflects more the 

development of the programme to date than it does the level of need for EPP, or the most efficient 

use of resources.  These recommendations address this current situation, and then the substantial 

need for additional resources if EPP is to expand significantly (see recommendation 1). 

 

12. Review and agree the roles and numbers of EPP staff/volunteers in LHBs (Lead: LHBs and 

EPP National Manager) 

 
The data set out in Section 2 reveals considerable variation between LHB areas in the numbers of 

roles of EPP staff which appear to bear little relation to the numbers of course participants or the 

level of need.  The current level of staffing should be used to benchmark local provision, with a 

critical appraisal of the roles currently performed by staff to ensure the universal adoption of good 

practice.  In this, particular attention should be paid to the following: 

 Expectations of tutors – greater clarity and uniformity would be helpful 

 The ratio of tutors to courses and participants 

 The ratio of coordinators to tutors 

 Number and role of administrative support staff 

The national lead for EPP should coordinate this, with LHBs deciding on the appropriate level of local 

provision to meet the national expectations for the Programme. 

13. Local budget allocations for EPP should be more related to the level of need (Lead: LHBs) 

Local budget allocation for EPP is clearly a matter for each individual LHB.  After examining roles 

(Recommendation 12), they may wish to have regard to the variation in the level of expenditure 

amongst the different LHBs, in order to determine the appropriate level.  Two issues would appear 

to be relevant to this consideration, and they are inter-related.  First is the total cost per participant, 

which ranges from over £1000 in Powys and RCT to about £300 in 

Ceredigion/Pembrokeshire/Carmarthenshire/Swansea (reported together), Neath Port Talbot, 

Bridgend and Monmouthshire.  Second is the expenditure on EPP in relation to population.  This 

varies from over £2.15 per person with a self-reported limiting long-term condition in Merthyr to 

approximately 50p in RCT and Ceredigion/Pembrokeshire/Carmarthenshire/Swansea (reported 

together).  LHBs may wish to look at their expenditure per participant, and at their total spend in 

relation to population, in comparison with the Wales figures. 
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14. A coordinated recruitment plan for coordinators, trainers, appraisers and tutors is required, 

scaled to meet the determined expansion of courses and participants (Lead: LHBs and EPP National 

Manager) 

 

To meet the scale and pace of expansion envisaged in the Minister’s letter of April 2009 (Scenario 3) 

will require significant expansion of all levels in the EPP infrastructure, since each is mutually 

dependent – for example, additional tutors can only be recruited if there are sufficient additional 

trainers and appraisers.     

The precise rate of expansion of each these different roles will depend upon several factors, 

including the interpretation of the rate of expansion required (see Recommendation 1), any 

potential impact of changes in local organisation (Recommendations 12 and 13), and the potential 

interaction between expanding the different levels.  The results of initial modelling of this expansion 

are discussed in Appendix ii.  In broad terms, and assuming a four-fold expansion in EPP capacity 

over the next five years (from the current approximately 125 courses a year to 500 a year), these 

suggest that approximately 75 new tutors would need to be recruited (and retained) each year for 

five years (i.e. a total of 375 additional tutors), and a total of approximately 180 additional assessors 

over the same period.  Coordinator and trainer numbers would also need to be expanded, but 

probably not at quite the same rate, since economies of scale may start to apply.  These figures 

assume little increase in tutor ‘productivity’ and may therefore somewhat exaggerate the scale of 

expansion required.  Their assumptions also require challenge.  The EPP National Manager should 

work with Coordinators, representatives of LHBs and the national reference group (see 

Recommendation 15) to test the modelling outlined in Appendix ii. 

In order to effect expansion on a reasonable timescale, it is recommended that some EPP courses 

initially be marketed specifically at those who may wish to become tutors. 

 

Structures 

 

15. National and  local roles within EPP need to be clarified, and a national and local reference 

groups (or their equivalent) be re-instated (Lead: EPP National Manager and LHBs) 

 

There is currently some ambiguity about the respective roles of the national and local EPP staff.  The 

national lead for EPP, working in conjunction with coordinators and LHB managers, should produce a 

clear statement of their respective roles, following which the job descriptions of the national and 

local staff should be revised.  The areas which require greatest clarification are as follows: 
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National lead Local lead 

 Identification and propagation of good 

practice in EPP organisation and delivery, 

including coordination of development work 

across LHB areas 

 Development of new and derived courses and 

applications for EPP 

 Quality assurance 

 Close links with national leads for chronic 

conditions management and self-care 

 Close links with EPP and equivalent 

programmes throughout the UK and 

internationally 

 Decisions on the local delivery of EPP and 

related programmes 

 Close links with local self-care and chronic 

conditions leads 

 Collaboration on EPP development work with 

other LHBs (coordinated nationally) 

 

There is merit in having a reference group nationally and in each LHB to ensure that EPP continues to 

develop appropriately in the changing context of health services in Wales.  Some LHBs already have 

such a mechanism in place.  It is for local and national decision whether such a body should be 

dedicated solely to EPP or have a wider self-care remit, and on its composition and terms of 

reference. 

 

Some EPP resources (e.g. appraisers) are currently shared between LHBs, and this is an efficient way 

of managing scarce resources.  There should be clarity about the availability of such shared staff, and 

an equitable means of ensuring their sustainability.  The EPP national lead should propose a protocol 

for such matters with the LHBs.  

 

It is also helpful for the continuity of provision to have a sufficient ‘pool’ of coordinators to be able 

to cover each other’s absences.  The new (7) LHB areas are generally large enough to provide that 

critical mass, and it is suggested that each of them (so far as is possible) manage their coordinators 

and tutors as an integrated team across the LHB area.  Powys will need to explore the best 

arrangement for their particular circumstances. 

 

The national lead for EPP should have a formal link with EPP CIC in England to ensure her/his 

engagement in professional networking, to ensure continuing professional development, and to 

ensure that Wales plays a full part in the development of EPP internationally.  This arrangement 

should not demand significant resources. 

 

16. The national leadership of EPP should be established on a secure footing (Lead: NLIAH and 

WAG) 

 

If the number of EPP courses is to be increased four-fold, there will have to be a significant 

expansion of the national budget to support the staff changes indicated in Recommendation 14.  

These should be considered when Recommendation 1 has been completed. 
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In the meantime, it is recommended that: 

 EPP leadership be vested in a senior manager with very strong connections to the national 

chronic conditions management and self care agendas.  The current 0.8 wte post is sufficient 

to carry out the various functions suggested in this report and in the current job description.  

Consideration should be given to this post holder developing a national expertise and 

leadership role for self-care generally in NHS Wales, and helping to develop integrated self-

care pathways and synergy between the various local and national initiatives.  This may 

equate to a full time post, and consideration should be given to which national organisation 

should employ the post in order to it offer the most appropriate location. 

 The post of Assistant Principal Trainer should now be filled, to provide adequate support to 

the Principal Trainer.  

 

Evaluation and Reporting 

  

17. Careful consideration needs to be given to collecting outcome based data for all EPP 

participants. (Lead: EPP National Manager) 

There are two principal reasons for routinely collecting data on the outcomes of EPP: to 

demonstrate its benefits to others, and to ensure the on-going quality of the programme.  The latter 

is particularly important, as otherwise there is no mechanism by which to detect unacceptable 

variations between individual courses and tutors.  There is, however, a cost involved in collecting, 

collating and analysing such data, which is not currently done in any systematic manner, which 

should be identified in advance. Given the importance of quality assurance to the whole EPP 

programme, we think this deserves urgent attention.    

One approach would be to align the Welsh EPP data collection with that proposed in England, 

making use of one validated tool (heiQ) and the possibilities for benchmarking that would come with 

that.  This particular tool has the potential also to be used for other self care programmes, thereby 

allowing comparisons to be made between them. 

There is, however, no need to carry out a randomised controlled trial of the Welsh EPP.  Such a study 

would be very costly and there may well be insufficient numbers of people in Wales to facilitate the 

research. Further it is extremely likely that any results identified in any Welsh study would differ 

significantly from those in the English research. As such their outcome benefits at six months post 

programme should form the basis of the ‘big picture’ evidence and claim for EPP at a national level.  

However, a national collection of EPP ‘patient stories’ could be used as both evidence of the 

effectiveness of the programme to convince local stakeholders of the benefits of EPP as well as 

providing useful material for recruitment. 

 

18. A revised national reporting mechanism questionnaire is suggested in line with the data 

requirements of the broader self care agenda (Lead: EPP National Manager) 

 

Principally these are being recommended to provide further information on the processes 

undertaken in providing courses and to provide a truer picture of the comparative cost of each EPP. 
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We recognise that EPP should have more information on who their participants are, what they want, 

why they drop out and other key parameters.  

 

19. In order to provide evidence for the reasons as to why people drop out from the course a 

sample of those who decide to not continue with EPP should be contacted in order to improve 

recruitment and retention. (Lead: EPP National Manager and Coordinators) 

 

There are several problems with optimising the numbers of people on courses and understanding 

reasons for drop out would be very helpful. This could take a number of forms but is best done by 

targeting those that tutors were expecting to see again but for some reason did not. These ‘surprise’ 

drop-outs may be more susceptible to contributing to such an interview. 
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APPENDIX i: Expert Patients Programme and Self Care Management – The 

Evidence 

The scope of evidence for self management programmes appears consistent, reporting to have 

positive effects on both the physical and emotional outcomes for the participants, and their health-

related quality of life.  

Original Stanford Chronic Disease Self Management Programme (CDSMP) 

The CDSMP, on which the Expert Patients Programme is based, is founded on extensive research 

dating back to the 1980s, conducted by Kate Lorig and her team at the University of Stanford. 

Stanford Patient Research Centre produced a guide for the evaluation of outcomes relating to 

Chronic Disease Self Management Programs (2007). They identify four categories of outcomes; 

health behaviours, health status, health care utilisation and self efficacy43.  

In 2001, Lorig et al conducted a study to explore the health status and health care utilization 

outcomes of the Chronic Disease Self Management Programme.44 831 participants took part in the 

longitudinal study. Despite an increase in disability over the period of the study, the research noted 

a reduction in ER/outpatient visits and health distress, and an improvement in self efficacy. The 

authors concluded that the programme, which was low cost, promoted health self management and 

improved elements of health status, while reducing health care costs. Similarly, a randomised trial 

conducted in the US in 1999, illustrated improvements, at six months, in frequency of exercise, 

frequency of cognitive symptom management, communication with physicians, self reported health, 

health distress, fatigue, disability and social/role activity limitations. In addition it noted a reduction 

in hospitalisations and days spent in the hospital.45 

A review of 13 CDSMP studies46, showed that there is strong evidence that CDSMP has a beneficial 

effect on physical and emotional outcomes, and health-related quality of life. The programme 

consistently reports to result in increase energy levels and reduce fatigue, increased exercise, fewer 

social limitations and better psychological well being, enhanced partnerships with physicians, 

improved health status and greater self efficacy47. There is evidence that CDSMP results in 

reductions in health care expenditure. The results of the studies are not uniform as measurements 

approaches and costs varied. However, the research concludes, with a moderate degree of 

confidence that CDSMP can save enough through reductions in health care expenditure to pay for 

itself within the first year48. 

These are only examples of the extensive evaluation of self management programmes, all of which 

provide the UK with preliminary evidence of the effectiveness of programmes such as EPP; ‘There is 

                                                           
43 Lorig, K and Laurent, D (2007) Primer for Evaluating Outcomes (Stanford University) p2 
44

 Lorig et al (2001) ‘Chronic disease self-management program: 2 year health status and health care utilisation 
outcomes’ (Med Care 2001 Nov;39(11): 1217-23) 
45

 Lorig et al (1999) ‘Evidence suggesting that a chronic disease self management program can improve health 
status while reducing hospitalization: a randomized trial’ (Med Care 1999 Jan;37(1): 5-14) 
46

 Gordon, C and Galloway, T (2008) ‘Review of findings on Chronic Disease Self Management Program 
(CDSMP) Outcomes: Physical, Emotional, and Health-Related Quality of life, Health Utilization and Costs.  
47

 ibid.  p.1 
48

 Gordon, C and Galloway, T (2008) ‘Review of findings on Chronic Disease Self Management Program 
(CDSMP) Outcomes: Physical, Emotional, and Health-Related Quality of life, Health Utilization and Costs p.1 
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clear evidence that structured self management programmes for individuals living with chronic 

conditions lead to moderate short term improvements in health behaviours, self efficacy and use of 

health services’.49 The model for EPP is based on the hypothesis that these changes in self efficacy, 

lead directly to changes in health status, which in turn influences health care utilisation.50 

EPP Evaluation in England 

Since piloting the Expert Patients Programme, England conducted a national evaluation of the pilot 

process and the emerging outcomes.  Most notably, a randomised control trial (RCT), published in 

200651, was able to demonstrate, to an extent, the cost effectiveness of the programme. The trial 

was conducted with 629 patients, and concludes that the EPP programme significantly increases 

participants self efficacy and energy, however does not affect routine health services utilisation at 6 

months (see tables reproduced from the published findings below).52 The cost effectiveness analysis, 

as part of the national evaluation, took a societal perspective, with effects assessed in terms of 

health gains, measured in terms of Quality Adjusted Life Years (QALYs). In doing so, it concluded the 

programme is likely to be cost effective53.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

                                                           
49

 WAG, 2009 ‘Improving Health and Well Being in Wales: A Framework for Supported Self Care’ p25 
50

 National Primary Care R&D Centre (2006) National Evaluation of the Pilot Phase of the Expert Patient 

Programme – Final Report p.18  
51

 ibid. 
52 Kennedy A, Reeves D, Bower P, Lee V, Middleton E, Richardson G, Gardner C, Gately C and Rogers A (2007) 

The effectiveness and cost effectiveness of a national lay-led self care support programme for patients with 
long-term conditions: a pragmatic randomised controlled trial Journal of Epidemiology and Community Health 
61 pp.254-261  
53

 Ibid. 
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As well as the evaluating the outcomes of the intervention in terms of participant benefits, other 

evaluations have measured the process of EPP implementation in pilot stages, to inform future 

developments. Alongside the pragmatic randomised controlled trial, a national post survey of PCT 

EPP leads was undertaken, to examine how EPP had evolved in England during the pilot stage. The 

survey period ran from May 2002 to April 2005. Within this period, PCTs administered an average of 

five courses. The total number of courses run was 1543, with 300 courses being cancelled within the 

period. The evaluation compares the ‘champion’ PCTs and the ‘lesser-achieving’ PCTs.54 ‘Champion’ 

PCTS had: 

 Run more than 8 courses during the survey period; 

 Planned to run an average of eight courses in the 2005-06 financial year; 

 Innovative plans regarding special courses targeted at the needs of their local population; 

 A mean budget of £14,000 assigned to EPP; 

 An average of six tutors affiliated to the PCT, of which five were active; 

 Leads who dedicated an average of 41% of their working week to EPP. 

The 18 ‘lesser achieving’ PCTs had: 

 Run fewer than four courses; 

 Planned to run fewer than four courses in 2005-06; 

 A mean budget of just £2000 assigned; 

 An average of two tutors of which just one was active; 

 Leads who dedicated an average of just 10% of their working week to EPP 

The recent Expert Patients Programme Community Interest Company research report addresses the 

pressing question ‘how economically effective is self-management?’55 It puts forward a model for 

the commissioning of self care support services, which it claims will provide a truly patient centred 

                                                           
54

 National Primary Care R&D Centre (2006) National Evaluation of the Pilot Phase of the Expert Patient 
Programme – Final Report p9-10 
55

 Expert Patients Programme Community Interest Company (2010) ‘Self Care Reduces Costs and Improves 
Health – The Evidence’ p3 
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service, with the potential to realise the full economic potential of self care support.56 

Questionnaires which were sent to 1000 EPP course participants, illustrated positive results 

regarding health care usage, with over 50% reporting fewer unscheduled visits to GPs and A&E 

following their attendance at the course, as well as over 35% of individuals reporting they had 

reduced their medication (see diagram below).57 

In addition, focus groups were held to further determine the impact of EPP on health care utilisation. 

Findings included: 

 Better attendance of scheduled visits 

 Reduction in DNA rate 

 Reduction in unscheduled visits 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Improvement in taking control of treatment plans 

 Better communication with health care professionals 

 Better and regular use of medication to control condition 

 Better self management skills 

 Transformation from a patients to a person with an active role to play in society 

 Reduction in time off at work due to sickness 

Considering the economic implications of the reduction of health service use, EPP CIC produced 

some illustrative examples suggesting that an annual saving of a Type 2 Diabetes patient could be up 

to £1,664. This figure was based upon the number of health service visits saved, due to the 

intervention, and the estimated price of each service visit.58 Additionally, the report claims that 

provisional results from a ‘Social Return on Investment Evaluation’ conducted with NHS Salford, 
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suggests that for every £1 that has been invested in the programme a social return on investment of 

£16.53 has been realised.59  

EPP Evaluation in Wales 

An independent evaluation was also carried in Wales out following the two pilot schemes in 

Swansea and Gwynedd.60 A series of interviews with trainers and LHB staff, and focus groups with 

EPP participants were conducted to gather reports of changes in health levels and perceptions. The 

report summarises the following effects on the lives of patients:61 

 An increase in their ability to self manage their illness 

 The development of a sense of wellbeing and happiness 

 Participants reported important life changes, they feel calmer and less angry 

 They are less isolated, more confident and proactive about their illness 

 They are deeply committed to the programme and its benefits 

 They wished to share their experiences with other disabled people directly and inform them 

of EPP 

 They wanted to keep in contact with each other after the six weeks training 

 The have developed a sense of belonging and ‘community’ 

 

Later, in 2007, a second national evaluation of the programme was published in Wales. Its findings 

were based on the completion of questionnaires at three stages, ‘pre course health status’, ‘post 

course satisfaction’ and ‘3 month follow up’. The following information was collated from over 1000 

participants who completed at least one of the questionnaires:62 

 68% were female, and 32% were male 

 The sample had a mean age group of 55-64 

 There was very little reported ethnic diversity 

 A third lived alone 

 Over 200 (approximately 20%) had a degree or a professional qualification 

 A large proportion experienced non-physical problems, which made it more difficult to 

manage their condition 

Participants reported a decrease in the number of self reported long term health conditions and 

main problems. The reported non-physical conditions increased slightly but the number of reported 

non-physical main problems decreased, indicating increasing awareness of the problems but 

improved management. The number of missed days (paid work, voluntary or house work, and social 

activities) decreased by approximately 50%. Although, the difference in health service utilisation was 

less notable.63 
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OVERALL 

It is fairly conclusive that the Expert Patient Programme, and such self management courses, show 

promise in producing positive patient outcomes and related health benefits. Research is also 

beginning to explore the cost effectiveness of the programme, in terms of its impact on health 

service utilisation.  There is still, however, a degree of controversy around the evaluation of self 

management, and claims that the evidence is limited on long term outcomes, cost effectiveness, 

comparative effectiveness of different self care strategies, and which components of complex 

interventions provide greatest benefit.64 

                                                           
64
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44 | P a g e  

 

APPENDIX ii: Early modelling: Expansion of resources to meet recruitment 

targets 

1. TUTORS AND TUTOR TRAINING 

Year Completed 

Courses 

Tutors Tutor Trainings The average is 

12 trainees per 

training 
08/09 126 104 3 

09/10 up to Q3 105 104 3 

 

Suggestion expansion plan to achieve 500 courses per year 

Year Courses Tutors Trainings 12 tutors from 

each training 

Year 1 200 200 6 75 new tutors 

Year 2 275 275 6 75 new tutors 

Year 3 350 350 6 75 new tutors 

Year 4 425 425 6 75 new tutors 

Year 5 500 500 6 75 new tutors 

 

Tutors 

 Each tutor delivers a minimum of 2 courses per year 

 This figure includes co-ordinators who will deliver more that 2 courses per year 

 As suggested this is broadly speaking 
 

Co-ordinators 

 We will need to decide at what stage we employ more co-ordinators to market and run the 
programme and manage the increased volunteers. 

 

Tutor Trainings 

 Current resource - 5 accredited lead trainers (one of which is PT) and one trainee lead 
trainer 

 In order to maintain accreditation a lead trainer needs to deliver on a tutor training at least 
once a year. 

 2 lead trainers deliver on one tutor training event 
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 A tutor training event lasts for 4 days 

 Suggested plan of 6 tutor trainings per year will mean each lead trainer will deliver on 2 
trainings each per year. 

 This will have implications on their local roles. 

 However if current lead trainers were employed as assistant principal trainers (as per our 
discussions, 1 assistant principal trainer now to meet current demand and further roles to 
meet the expansion plan) then a lot of the T&D function would be rolled out by central staff, 
allowing local lead trainers to deliver on one tutor training event as currently happens. 

 

All this will have a significant knock on effect for assessments 

 

2. ASSESSMENTS 

The expansion plans will have a huge knock on effect for assessing. 

CURRENT PICTURE 

 Staff Volunteers  

Year Completed 

Courses 

Tutors Co-

ordinator 

Assessors 

Trainee 

Coordinator 

Assessor 

Volunteer 

Assessor 

Trainee 

Volunteer 

Assessor 

Assessments 

Completed 

08/09 126 104 8  1  4 1 104 

09/10 

up to 

Q3 

105 104 8 4 4 4  

 

 Current 

Co/Assessors 

Current Trainee 

Co/Assessors 

Potential Trainee 

Co/Assessors 

Total Assessments Achieved 

STAFF 8 4 4 16 staff x 10/12 

assessments  

160 

(192) 

 

 

 Current Vol 

Assessors 

Current Trainee 

Vol Assessors 

Potential Trainee 

Co/Assessors 

Total Assessments Achieved 

VOLS 4 4 undetermined 8 volunteers x2 

assessments  

16 

 



46 | P a g e  

 

 When a new tutor comes from training they are assessed on their first course, second course 
and third course, then once a year or every 3 course which ever comes first 

 Accredited tutors are assessed at least once a year or every 3rd course 
 

Assumptions 

 A co-ordinator/assessor would complete on average 10/12 assessments per year 

 A volunteer assessor would complete a minimum of 2 assessments per year 

 As suggested this is broadly speaking 
 

SUGGESTED WAY FORWARD 

Suggestion expansion plan to achieve 500 courses per year 

Year Courses Tutors Total No 

Assessments 

Required 

Shortfall of 

assessments 

If utilise all resources available currently could deliver 200 assessments 

Year 1 200 200 200 0 

Year 2 275 275 275 75 

Year 3 350 350 350 150 

Year 4 425 425 425 225 

Year 5 500 500 500 300 

 

Staff expansion considerations for assessments . . . 

 Options to recruit assessors 

Year Assessment 

Shortfall 

Volunteers Assessors Required 

(x 2 assessments each) 

Co/Assessors Required 

(x 10/12 assessments each) 

Year 1 0 Assuming all our co-ordinator/assessors train 

Year 2 75 37 7 

Year 3 150 75 14 

Year 4 225 113 21 

Year 5 300 150 28 
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All this will have a huge impact on assessor training 

Assessor training is  

2 days 

Maximum 12 trainees each training 

Following training each trainees needs to shadow one assessment and be shadowed conducting an 

assessment before they can independently conduct assessments. 
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APPENDIX iii: List of Interviewees and Workshop Participants 

 

Alex Howells Director Primary Care & Mental Health Abertawe Bro Morgannwg LHB 

Alison  Williams Director Primary Care & Mental Health Cwm Taf LHB 

Ann  Philpott EPP Coordinator RCT (Interlink) 

Barbara Bowness Project Manager NLIAH 

Becky Edwards EPP Manager Cwm Taf LHB 

Bernardine  Rees Director Primary Care & Mental Health Hywel Dda LHB 

Carol Young EPP Coordinator Cardiff & Vale 

Carol Stingl EPP Coordinator Cardiff & Vale 

Caroline Jones EPP Coordinator Merthyr (VAMT) 

Claire Norman Senior EPP Coordinator Hywel Dda 

Conrad Hancock EPP Manager Blaenau Gwent 

Del Rawlins EPP Coordinator Betsi Cadwaladr 

Geoff Lang Director Primary Care & Mental Health Betsi Cadwaladr University LHB 

Jean Hughson EPP Manager Torfaen 

Joanna Jones EPP Coordinator Powys 

Joanne Absolom Director Primary Care & Mental Health Aneurin Bevan LHB 

Katie  Norton Director of Service Planning Cardiff & Vale 

Louise George EPP Manager GAVO 

Maureen Hendon EPP Coordinator Aneurin Bevan LHB 

Michelle Rigby Senior EPP Coordinator Betsi Cadwaladr 

Michelle Lloyd EPP Manager Cwm Taf 

Michelle Morgan EPP Coordinator Monmouthshire & Torfaen 

Minu Mandora EPP Coordinator RCT 

Nicky Hughes  Cardiff & Vale 

Owen Hughes EPP Manager Powys LHB 

Sarah Cronin Principal Trainer NLIAH 

 

 


