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Health Foundation

commentary

Have you ever tried changing a habit? It’s hard.
Knowing what you need to change, having the skills
and motivation to make the change, the confidence
that you can do it and the time all help. Changing
the way healthcare is delivered so that patients are
supported to more effectively manage their long-
term condition is also hard - it involves redefining
the role of professionals and patients and putting
in place processes and infrastructure that support
new ways of working. This is what those who took
part in the Health Foundation’s Co-creating Health
improvement programme sought to do. Why?

Half of GP appointments, and £7 in every £10
spent on health and social care, is spent treating
and caring for people living with long-term
conditions:' people whose lives are suddenly
disrupted by a diagnosis whose implications stay
with them for the rest of their lives; people who
now have to change their habits not out of choice
but out of necessity. For these people, the purpose
of healthcare is no longer simply to treat and care, it
is to support them to manage their own health and
healthcare.

There is a large and growing body of evidence that,
done properly, a system that supports people with
long-term conditions to manage their own health
has benefits for the person, their health and for
health services.”

1 https://www.gov.uk/government/policies/improving-quality-of-life-for-
people-with-long-term-conditions; http://webarchive.nationalarchives.
gov.uk/20130107105354/http://www.dh.gov.uk/en/Healthcare/
Longtermconditions/tenthingsyouneedtoknow/index.htm

2 DaSilva D. Helping People Help Themselves. The Health Foundation,
2011. www.health.org.uk/publications/evidence-helping-people-help-
themselves

Creating such a health service requires shifting the
habits of healthcare from focusing on managing
disease to helping patients stay as healthy as
possible. It requires a new understanding of the

role of the patient; it demands a new understanding
of the role of the clinician; and it needs health
systems that have the infrastructure and processes
to encourage and facilitate self-management by
patients and self-management support by clinicians.

The Health Foundation’s Co-creating Health
programme offers a tried and tested model to help
deliver and sustain these changes. Launched in
2007, the Foundation invested £5m over five years
in testing and developing the model to take self-
management support from rhetoric to reality.

Co-creating Health is grounded in:

— the Chronic Care Model,” which has at its heart a
shift from a reactive to a proactive health system

- self-management support,’ which involves
collaborative care and building patients’ self-
efficacy

- co-production, which emphasises the
importance of collaboration between service
providers and users in the planning, design,
delivery and audit of a public service.’

3 www.improvingchroniccare.org/?p=The_Chronic_Care_Model&s=2

4 Bodenheimer T, et al. Helping Patients Manage Their Chronic
Conditions. California Health Care Foundation, 2005. www.chcf.
org/~/media/ MEDIA%20LIBRARY %20Files/PDF/H/PDF%20
HelpingPatientsManageTheirChronicConditions.pdf. See also www.
health.org.uk/public/cms/75/76/313/551/Co-creating%20health%20
briefing%20paper.pdf?realName=vK5jXO.pdf, p.2

5 www.neweconomics.org/publications/entry/co-production
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The Co-creating Health model incorporates self-
management training for people with long-term
conditions, training in self-management support
skills for clinicians, and a service improvement
programme to put systems and processes in place
to support patients and clinicians in their self-
management activities. It builds collaboration
between clinicians and patients, who deliver
training together. At its heart is the combination
therapy of shared agenda setting, collaborative goal
setting and clinical follow up. As in combination
therapy, where a single drug is not sufficient, so
here all three interventions need to be delivered in
a co-ordinated way.

The evaluation of the first phase of Co-creating
Health, published in 2012, demonstrated the
programme’s positive impacts on patients’
confidence, knowledge, self-management skills,
condition-specific outcomes and quality of life.®
This evaluation of the second phase of Co-creating
Health seeks to answer the question: what works to
embed the Co-creating Health model and to secure
its wider uptake within routine healthcare care?

This report’s findings are profoundly important to
the providers, commissioners and policy makers
who are striving to put in place the mechanisms
that will transform our health system. Primary
amongst the evaluation’s conclusions is that there
needs to be a strategic, whole-system approach to
implementation. This is not about bolting on; it

is about fundamentally reframing clinicians’ and
patients’ roles and health service activities.

The report highlights some common features that
all those wanting to change their health services

— whether because of financial drivers, scarcity of
resources or a moral imperative — can learn from.

6 Wallace L, et al. Co-creating Health: Evaluation of first phase. The Health
Foundation, 2012. www.health.org.uk/publications/co-creating-health-
evaluation-phase-1

THE HEALTH FOUNDATION

Through analysis and narrative, the evaluation
highlights:

— the benefits of training teams rather than
individuals

- the importance of support from senior
leadership within the clinical community

- the added value of integrating with concurrent
initiatives
— the value of providing support for both patients

and clinicians after their initial self-management
training as they seek to embed new habits.

The Co-creating Health model can have a profound
and positive effect on patients, clinicians and health
services. As the evaluation of the second phase of
Co-creating Health shows, the journey to change
the habits of a reactive, disease-centred healthcare
service to a proactive and person-centred health
support service was not always an easy one.
However, Co-creating Health offers a theoretically
robust, well evaluated model with tried and

tested training, techniques and tools. And, as the
participating sites’ work shows, with motivation,
knowledge, skill, confidence and effort it is possible
to deliver, sustain and spread self-management
support — and its rewards can be immensely rich.

The Health Foundation is continuing to work

with four of the original Co-creating Health sites
as they embed and spread self-management
support, and we will carry on sharing the lessons
learned. You can sign up to receive updates about
our work on person-centred care on our website at
www.health.org.uk/updates

Adrian Sieff
Assistant Director
The Health Foundation
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Executive summary

There is evidence that supporting people to self-manage can improve their motivation to look after
their health and change the way they use health services. However, although work has been done
on interventions centred on the patient, far less work has been done on the way in which
clinicians’ skills and attitudes can be changed to enable them to support patients in their efforts
to self-manage, and there has been little research on how service delivery can be changed to
support both patients and clinicians in their self-management activities.

The Health Foundation’s Co-creating Health programme was designed to bring together these
elements of self-management support and explore what practical steps need to be taken to put
them in place in local health economies.

The Co-creating Health programme involved the piloting of an approach to implementing self-
management support that comprised:

o self-management training for people with long-term conditions
e training in self-management support skills for clinicians

e aservice improvement programme to put systems and processes in place to support patients
and clinicians in their self-management activities.

There have been two phases to the Co-creating Health programme. The first phase was
implemented over three years and ended in August 2010. It involved eight sites working in pairs
on long-term conditions: chronic obstructive pulmonary disease, Type 2 diabetes, depression and
musculoskeletal pain.

In January 2011, the second phase began, whereby seven of the sites went on to work on achieving
local sustainability of the Co-creating Health approach to implementing self-management support
and secure its spread within the original long-term condition and to a wider population within the
local health economy.

The evaluation of phase 2 concentrated on how the Co-creating Health model has been spread and
sustained.

Sustaining the Co-creating Health model - findings from the Co-creating Health sites

The findings of the evaluation of phase 2 of Co-creating Health show that three broad mechanisms
were important in sustaining the Co-creating Health model of self-management support:

1. Co-production

The Co-creating Health model is very much rooted in the principles of co-production. Both the
patient and the clinician training course were designed to be co-delivered by a clinical and a lay
tutor who was living with a long-term condition.

The evaluation identified a wide range of patient involvement activity, which went well beyond the
co-delivery of training, including marketing and promoting Co-creating Health; providing
administrative support to the Co-creating Health team; facilitating the involvement of other
patients; and supporting wider training activities.

All of the Co-creating Health sites had some kind of mechanism(s) in place to enable patients to
shape the development of self-management support, although they varied in terms of how robust
these arrangements were.

The co-production element also encompasses peer support, which had developed across the Co-
creating Health sites in a number of different ways, including peer support groups and buddy
systems that were supported in some way by project staff, as well as more informal activities that
patients themselves took more responsibility for, such as walking groups and social groups.
Additionally, all Co-creating Health sites have held ‘reunions’, which in most sites had ‘morphed’
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into a form of on-going peer support, which is open to anyone coming off a self-management
support course.

2, Changing practice amongst clinicians

For self-management support to be sustained, it has to be effectively embedded into routine
healthcare, and so there is an implicit requirement for clinicians to alter their practice to support
patients effectively in managing their condition.

One of the strongest messages to emerge was the importance of training whole teams, or groups
of clinicians from the same service, in order to generate and maintain momentum. A whole-team
approach promoted the development of a common language and a common understanding of key
self-management support tools, techniques and concepts, which in turn helped to create an
environment or culture within teams that was positive about self-management support.

The role of senior or influential clinicians in setting an example by attending self-management
support training, changing their practice, supporting new systems and supporting junior staff in
the use of their self-management support skills, was very important. At team or service level it
influenced other clinicians to do the training and develop or maintain self-management support in
their own practice. At an organisation level, senior clinicians played a key role in integrating self-
management support into the priorities and strategies of the organisation. Where influential
clinicians did not engage, however, this could have a very negative effect, especially on junior
staff.

Providing support to clinicians after they have completed their self-management support training
is essential if they are to embed self-management support in their practice and sustain it beyond
the initial enthusiasm engendered by the training. A range of approaches is needed in order to
accommodate different learning styles, the time people have available, the geography of health
communities and resources available. In phase 2, these included Action Learning Sets; refresher
courses; buddying; one to one support; e-learning; clinical supervision; and supportive systems
and processes.

Previous experience of using or learning about skills similar to those developed on the self-
management support course made clinicians more receptive to self-management support. Most
sites had taken steps to encourage the incorporation of self-management support skills training
into medical and healthcare education in their localities, including working with medical schools,
Deaneries for GP training schemes and local universities to build it into existing courses and
programmes.

3. The patient journey

In their phase 2 plans, all the sites stated that they wished look more strategically at the whole
patient journey, and build self-management into care pathways and service improvements in a
more robust fashion.

Sites had worked to embed self-management support using tools, templates and IT systems in a
variety of ways. This ‘hard-wiring’ helped to reinforce learning amongst clinicians and patients,
encourage consistency, and enable monitoring/sharing of information. Examples included patient
communication and information tools; promoting a multidisciplinary approach through sharing
goal setting information; using IT to promote the self-management skills training; and workforce
development.

Some sites had been able to take advantage of local or national initiatives to both raise awareness
of Co-creating Health and roll out training, and as a lever for making service improvements or
more firmly embedding self-management support into care pathways.

Securing the wider take-up of Co-creating Health

If the Co-creating Health model of self-management support is to be spread (and sustained), both
within the existing sites and to other health economies, clinicians and service managers
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advocating Co-creating Health will need to be able to ‘make the case’ within their own
organisations, and service providers will have to gain the support of their local commissioners.
Whilst the seven Co-creating Health pilot projects were operating in different organisational
contexts, they all achieved some ‘spread’ and a number of common themes emerged in relation to
securing the wider take-up of self-management support.

Four of the sites were able to provide some evidence that the Co-creating Health model has the
potential to deliver ‘value for money’. Showing how the Co-creating Health approach can improve
patient experience was also important; and taking steps to influence commissioners through the
development of ‘business cases’, building Co-creating Health into ‘bundles’ of care and
presenting evidence.

To make best use of resources and to work effectively in primary and secondary care, sites began
to use both generic and tailored approaches to implementing self-management support; they
made connections with existing policies, initiatives and strategies in order to establish wider
organisational support and, through this, secured time and resources; enabling input from
different stakeholders also helped to promote spread, as did building relationships with external
agencies.

Key messages for others looking to adopt the Co-creating Health approach

When the Health Foundation launched Co-creating Health in 2007, the programme represented an
important attempt to develop a new and more integrated model of self-management support. The
phase 2 evaluation has revealed much about how to sustain and spread the Co-creating Health
model of self-management support. In particular, there are three key messages for other health
economies looking to adopt the Co-creating Health approach:

Embrace Co-creating Health as a ‘whole system’ change

Co-creating Health is not a simple ‘off the shelf’ approach to self-management support — its three
interrelated elements are all important and all have to be functioning if Co-creating Health is to
have impact. The approach also requires more effort both to understand its integrated approach
and to embrace its co-production ethos. Any health economy thinking about adopting the Co-
creating Health approach needs to see it as a whole-system change and should take a whole
health economy approach, working across secondary, community and primary care services (and
the third sector and local authority where appropriate); and across all long-term conditions.

It is also imperative to make the case for the Co-creating Health approach by clearly setting out
the benefits of self-management for patients, clinicians and services, and the potential value for
money gains for the health economy.

All partners and key stakeholders need to have a common understanding of co-production, and
from the outset, co-production should be built into the design and delivery of all self-management
support activities

Take a strategic approach to implementation

For a new health economy implementing self-management support, a strategic approach is
essential to both make the best use of resources, and to quickly achieve some momentum. In
particular, they should build self-management support into local strategies; take opportunities to
‘piggy-back’ on existing long-term condition initiatives; and use national policies and national
quality frameworks as ‘levers’ for change.

They should also identify ways to support or reinforce self-management support through existing
systems and structures, and actively encourage the ‘two-way traffic’ of ideas.

Part of this is also identifying influential clinicians from across the health economy who can
promote self-management support and, from an early stage, developing a network of clinical
leaders across all the main specialties working with people with long-term conditions and across
primary care
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Adopt a targeted but flexible approach to delivery

A flexible approach to the training elements of Co-creating Health is needed, but the wider
delivery of self-management support does require a targeted approach in order to achieve the
most impact. In particular, it is important to identify the long-term conditions to focus on first, and
then look across the whole patient journey to identify the ‘hot spots’ where self-management
support activities are likely to have the most impact.

Targeting self-management support for clinicians on whole teams, or groups of clinicians working
in the same services, can help establish a ‘critical mass’ of trained clinicians in a short timeframe,
and make an explicit link between clinician training and service improvement work.

It is important to be flexible and use both generic and condition-specific approaches, according to
the needs of different patient groups, the healthcare environment and the geography and
demography of the health economy — one size does not fit all.

Lastly, it is important to recognise that the Co-creating Health approach to self-management
support is not a ‘magic bullet’. It will not be appropriate for some patients and it will not be
embraced by all clinicians. Furthermore, it does require some resources both for staff to
coordinate the initiative, and to release clinicians for training and other activities.

In return, the Co-creating Health model of self-management support has the potential to
fundamentally alter how individual clinicians and healthcare services support people with long-
term conditions to manage their own health.
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Chapter 1
Introduction

Over the past decade, UK health policy has increasingly highlighted the challenge of supporting
and treating the growing number of people living with a long-term health condition. In 2004, the
Department of Health estimated that there were around 17.5 million adults living with one or more
long-term condition®. This has major implications for health services (eg over three quarters of GP
consultations and two thirds of emergency admissions relate to long-term conditions). However, it
has far greater implications for the people living with long-term illness and their families because
most of the care for people with long-term conditions is carried out by the person themselves or
family carers.

The Health Foundation’s Helping People Help Themselves evidence review? showed there is
evidence that supporting people to self-manage can improve their motivation to look after their
health and change how they use health services. However, it also highlighted the fact that:
“Interventions to encourage and support self-management vary considerably in their aims,
approaches, content delivery, duration and target group”. Furthermore, much of the self-
management research evidence focuses on interventions (ranging from information giving, skills
training and decision support, to behaviour change approaches) which are centred on the person
with the long-term condition. Far less work has been done (particularly in the UK) on the ways in
which clinicians’ skills and attitudes can be changed to enable them to support patients in their
efforts to self-manage, and very little research has looked at how service delivery can be changed
to support both patients and clinicians in their self-management support activities.

The Co-creating Health programme was designed to bring together these elements of self-
management support and explore what practical steps would be needed to put them in place in
local health economies.

Self-management support and co-production

The Co-creating Health model brings together two philosophies — self-management support and
co-production. The model piloted an approach to implementing self-management support that
comprised three elements:

e self-management training for people with long-term conditions
e training in self-management support skills for clinicians

e aservice improvement programme to put systems and processes in place to support patients
and clinicians in their self-management activities.

Within each of these elements there was a focus on what are described in Co-creating Health as
‘the three enablers’— agenda setting, goal setting and goal follow up. Figure 1 illustrates how
these elements work together.

! Department of Health (2004) /mproving chronic disease management Department of Health, London
? Health Foundation (2011) Helping people help themselves Health Foundation, London
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Figure 1: The Co-creating Health model
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The approach to self-management support used in Co-creating Health is based on a definition
developed in 2005 by Tom Bodenheimer, Professor of Primary Care at the University of California,
San Francisco?:

“Self-management support is the assistance that caregivers give to people with long-term
conditions in order to encourage daily decisions that improve health-related behaviours

and clinical outcomes. It can be viewed in two ways:

collaborative partnership”.

A portfolio of tools and techniques that help patients choose health behaviours

A fundamental transformation of the patient-caregiver relationship into a

This definition highlights the importance of both what the patient does for themselves and the

role of (professional) caregivers in supporting their efforts. This is reflected in the overall aim of
Co-creating Health, ie to support people to take a more active role in managing their health. The
programme tried to achieve this aim by building patients’ confidence, knowledge and skills to

self-manage but also by changing clinical practice and service delivery to support people’s self-
management efforts.

The Co-creating Health model is also very much rooted in the principles of co-production. Both the
patient and clinician training courses were designed to be co-delivered by a clinical tutor and a lay

3 Bodenheimer T, McGregor K and Sharifi C (2005) Helping patients manage their chronic conditions

California Healthcare Foundation, Oakland, USA
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tutor who was living with a long-term health condition, and the three enablers in effect provided a
‘framework’ for patients and clinicians to jointly plan their care. Furthermore, as the programme
evolved, service user involvement in other activities (eg peer support, redesign of training
courses, service reviews) also increased and was seen by some clinicians, managers and patients
as one of the most important facets of the programme.

In the research and policy literature, user involvement is now increasingly talked about in terms of
‘co-production’. It can be defined in a number of ways, but in a paper for Nesta, Boyle and Harris*
offer the following definition:

“Co-production means delivering public services in an equal and reciprocal relationship
between professionals, people using services, their families and their neighbours. Where
activities are co-produced in this way, both services and neighbourhoods become far
more effective agents of change”(p.11).

However, they also highlight the ‘elasticity’ of the definition and conceptualisation of co-
production, referencing the Social Care Institute for Excellence’s (SCIE) co-production research
briefing®. This briefing outlines how co-production can be understood on a spectrum — in a purely
‘descriptive’ fashion, where service users are by necessity co-producers of services through, for
example, complying with and acting on clinical advice/prescriptions, to a more transformational
approach, requiring a transfer of power and control where service users are active partners in
planning, delivery, management and governance:

“[Co-production] goes well beyond the idea of ‘citizen engagement’ or ‘service user
involvement’ to foster the principle of equal partnership. It offers to transform the
dynamic between the public and public service workers, putting an end to ‘them’ and
'US”’(p.lZ).G

Bovaird” also provides a framework for understanding service user participation in relation to co-
production and in chapter 3 we have used this framework to examine the different ways in which
patients have been involved in the design, delivery and development of Co-creating Health.

Co-creating Health — Phases 1 and 2

There have been two phases to the Co-creating Health programme. The first phase was
implemented over three years and ended in August 2010. It involved eight sites working in pairs
on four long-term conditions — chronic obstructive pulmonary disease (COPD), Type 2 diabetes,
depression and musculoskeletal pain. Each site received funding to support and implement three
training and information programmes (which were commissioned centrally by the Health
Foundation):

e A Self-Management Programme — to support people with long-term conditions to develop the
confidence, knowledge and skills they need to manage their condition while working in
partnership with their clinicians.

e AnAdvanced Development Programme — to support clinicians to develop the skills required to
support and motivate people to take an active role in their own health (during phase 2 the
programme was renamed the Practitioner Development Programme).

“ Boyle, D and Harris, M (2009) The challenge of co-production Nesta, London

> Needham, C and Carr, S (2007) SCIE research briefing 31. Co-production: an emerging evidence base for
adult social care transformation Social Care Institute for Excellence, London

¢ Boyle and Harris (2009) Op cit

7 Bovaird, T (2007) Beyond engagement and participation: user and community co-production of public
services Public Administration Review 67(5),846-860
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e AService Improvement Programme — to support the Co-creating Health sites to change and
improve the way their health services are designed and operated so that they better support
self-management.

Each of these training and information programmes focused on the Co-creating Health ‘three
enablers’: agenda setting, goal setting and goal follow up.

The aim of this first phase of the programme was to “demonstrate that it is feasible and practical
to embed self-management support in routine health services”, and through doing this achieve
measurable improvements in the quality of life of patients with long-term conditions and improve
their experience of the healthcare system.

In January 2011, the second phase of Co-creating Health began. Seven of the original Co-creating
Health sites went forward to phase 2 (more information about the sites is given in chapter 2).
These were:

e Calderdale and Huddersfield NHS Foundation Trust

e Cambridge University Hospitals NHS Foundation Trust

e Guy’s and St Thomas’ NHS Foundation Trust

e NHS Ayrshire and Arran

e South West London and St George’s Mental Health NHS Trust
e Torbay Care Trust and Devon Partnership Trust

e Whittington Health

In phase 2, the sites continued to focus their work around their phase 1 health condition, but also
developed plans to spread the Co-creating Health model to at least one other condition and/or
new staff or patient groups. Further details of the sites’ plans and progress in phase 2 are given in
section 2.2. They continued to use the three training and information programmes. However, they
were free to develop and commission the Self-Management Programme and Advanced
Development Programme (later renamed the Practitioner Development Programme) locally and
most sites did so. The Service Improvement Programme was led centrally by
PriceWaterhouseCoopers (PwC)/PEAKS. They supported the sites in their service improvement
work, in particular focusing on changing structures, processes and behaviours to improve the take
up of the ‘three enablers’ (ie agenda setting, goal setting and goal follow up). To do this they used
a collaborative learning model and worked closely with new service improvement technical leads,
identified in each site. Phase 2 of Co-creating Health had two primary aims:

e toachieve local sustainability of the Co-creating Health model through the commitment and
ownership of local commissioners and providers

e tosecure the spread of the Co-creating Health model within the original long-term condition
and to a wider population within the local health economy.

There were three supplementary aims which focused on the Health Foundation’s wish to promote
the spread of the Co-creating Health approach. These were:

e to create a cadre of clinical and non-clinical leaders who would effectively champion the Co-
creating Health model across the local health economy and nationally

e toshowcase the Co-creating Health model to decision makers at national, system and
professional levels

e to create the materials and information of a replicable whole system change programme that
others can use.
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Responsibility for implementing Co-creating Health 2 in the sites lay with the Local Co-creating
Health Implementation Committee, but the day-to-day work was undertaken by a project manager,
a clinical lead and other project staff. Implementation arrangements are discussed further in
chapter 2.

Evaluation of Co-creating Health

The Health Foundation has commissioned independent evaluations of both phases of Co-creating
Health. The evaluation of phase 1 of Co-creating Health was conducted by a team from the Applied
Research Centre in Health and Lifestyle Interventions at Coventry University. It was designed to:

e assess the outcomes of the initiative — the benefits to patients, healthcare professionals,
organisations and the healthcare system

e describe how the initiative is delivered and experienced, in order to generate the information
needed to make it replicable

e explain how the outcomes were achieved — the critical success factors and barriers.

The phase 1 evaluation was large, complex and quasi-experimental in approach. It used a range of
qualitative and quantitative research methods, including staff and patient surveys, interviews,
observation of clinical interactions, the patient and clinician development programme and
learning events, and analysis of routinely collected clinical and health service utilisation data. The
final report from the evaluation is available on the Health Foundation website®.

In contrast to the outcomes focus of the phase 1 evaluation, the evaluation of phase 2 (Co-creating
Health 2) has looked at how the Co-creating Health model has been spread and sustained. The
specification for the evaluation identified two main purposes:

e to support sites to carry out their local evaluations (local level evaluation)

e toidentify successful approaches to make the Co-creating Health model self-sustaining and to
securing the wider uptake of the Co-creating Health approach within the sites (programme
level evaluation).

Specifically, the programme evaluation sought to answer the over-arching question:

“What works to embed the Co-creating Health model ie to make it self-sustaining, and to
secure its wider uptake within routine healthcare care for people with long-term health
conditions?”

Approach to the phase 2 evaluation

The evaluation began in May 2011 with a three month ‘scoping phase’. During this phase, the
evaluation team held discussions with key people from the Health Foundation and meetings and
telephone discussions with project managers, clinical leads and others from the Co-creating
Health site teams. Colleagues from PEAKS and PwC (Technical Provider and Programme
Management Office) and from the phase 1 evaluation team at Coventry University also kindly gave
up their time to share their thinking and learning from their involvement with the programme so
far. In addition, the team examined documents from the sites, and used a number of policy and
research papers to inform their thinking. During the scoping phase the evaluation also involved
working with the project teams to support the development of their local evaluation plans and

8 Wallace, L et al (2012) Co-creating Health: evaluation of first phase Health Foundation, London. See
www.health.org.uk/publications/co-creating-health-evaluation-phase-1/


http://www.health.org.uk/publications/co-creating-health-evaluation-phase-1/

15

1.4.1

1.4.2

Sustaining and spreading self-management support — Lessons from Co-creating Health phase 2 September 2013

identify opportunities for the local evaluations and the programme evaluation to complement each
other.

At the end of the scoping phase, an evaluation protocol was produced. It built on the original
specification for the evaluation, but also took into account the ideas and issues emerging from the
scoping work and the local evaluation plans. The protocol was designed to provide a ‘route map’
for the evaluation of Co-creating Health 2, which would give all those involved, at local and
programme level, a common understanding of the focus and structure of the evaluation.

The local evaluations

The scoping work (described above) suggested that in phase 1 the sites’ approaches to the
implementation of the programme were quite ‘diffuse’. Project teams worked hard to recruit
clinicians to the Advanced Development Programme and patients to the Self-Management
Programme, and made progress in implementing the Service Improvement Programme enablers,
but these three core element of the Co-creating Health model were not consistently in place (or
sufficiently interlinked) in teams, practices and services. For this reason, whilst the phase 1
evaluation was very much focused on outcomes, the results emerging from the evaluation
highlight outcomes for clinicians and patients separately, rather than assessing the overall impact
of Co-creating Health on services. As a result, the sites did not feel that they had the ‘evidence’
they needed to convince commissioners and decision-makers that they should invest in the Co-
creating Health model of self-management support. All the sites therefore decided to use their
local evaluations to assess in some way the impact of Co-creating Health on service use, costs
and/or patient experience/outcomes in their local health economies, and from this try to bring
together the ‘evidence’ they needed.

Part of the evaluation team’s role was to support the project teams in planning and undertaking
their local evaluations. However, project teams were also given funding to support their local
evaluation work (£20,000 per site). Four project teams used this funding for ‘in-house’ evaluation
activities and three commissioned external evaluations from local universities (Guy’s and St
Thomas’ NHS Foundation Trust and Whittington Health commissioned a joint evaluation).

All the project teams produced local evaluation reports at the end of the programme. The main
purpose of these reports was for the project teams to bring together their findings both for local
use and for the Health Foundation. However, the evaluation team have also drawn on material
from the local reports, particularly in relation to data on activity, costs and benefits.

The programme evaluation
The programme evaluation was structured around five common themes:

Theme 1: Embedding self-management support into care pathways and service delivery

Explored how sites had tried to ‘build’ self-management support into care pathways or new
patterns of service delivery. It looked at the barriers encountered as well as the factors which had
facilitated change in an environment where resources are increasingly constrained.

Theme 2: Changing culture and practice amongst clinicians

Examined the strategies the sites used to change culture and practice amongst clinicians in
relation to self-management support, including the challenge of sustaining the changes achieved
by clinicians who have undertaken the Practitioner Development Programme, and encouraging the
take-up of training by new groups of clinicians.

Theme 3: Harnessing patient knowledge and experience

Looked at what was initially seen as a by-product from Co-creating Health: the way organisations
have harnessed and used the knowledge, confidence and experience gained by patients through
Co-creating Health in order both to sustain self-management support and, more widely, to
influence the shape of health services.
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Theme 4: Encouraging the take-up of self-management support

Explored the approaches sites used to encourage the spread and take-up of the Co-creating
Health model in other localities, patient groups or conditions, in particular the factors which had
facilitated or hindered spread and take-up.

Theme 5: Building the business case for Co-creating Health

Sought to understand how sites had tried to demonstrate the impact of the Co-creating Health
model of self-management support on the effectiveness of services and/or wider service use and
costs, and the approaches they have used to engage commissioners in plans to shift Co-creating
Health from a project to the mainstream.

The methods and approaches used to explore these themes are described in section 1.5.

Methods, analysis and development of the final report

For Themes 1, 2, 3 and 5 (described in section 1.4.2), the evaluation team undertook depth studies.
These involved project staff, clinicians and managers from services/practices taking part in Co-
creating Health, lay tutors and other patients involved in Co-creating Health, and commissioners
from primary care trusts (PCTs)/shadow clinical commissioning groups (CCGs). A range of
methods was used, including telephone and face-to-face interviews, discussion groups, surveys,
workshop/feedback sessions and examination of local documents. An overview of the methods
used in each of the depth studies is provided in the appendix. Four reports were produced from
the depth studies. These were used internally by the Health Foundation to provide feedback to
programme staff and the sites and key findings from these papers will be available on the
Foundation’s person-centred care resource centre, which is due to be launched in late 2013.

In the evaluation protocol it was envisaged that the themes would provide the ‘structure’ for the
programme evaluation, analysis and reporting, and would be explored by drawing on depth
studies, data/evidence from the local evaluations, and relevant research and policy. Figure 2
illustrates this approach. However, as the evaluation progressed it became apparent that the
themes are highly interconnected and so to avoid repetition a slightly different structure was
needed for the presentation of findings.

Figure 2: Informing the themes

Research and Local
Theory Evaluations

&

Data sharing
and feedback

AT

Depth

Policy Studies

In early discussions about the evaluation, the evaluation team worked with colleagues at the
Health Foundation to consider how it might be informed by evaluation theory. Two considerations
were important. Firstly, the overall aim of the programme evaluation in phase 2 was to examine
what works to embed the Co-creating Health model (in different contexts and with different
clinician and patient groups), rather than to evaluate the /mpact of the Co-creating Health model.
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Secondly, Co-creating Health as a programme had evolved, and in phase 2 the sites were adapting
and applying the interventions and tools in different ways, so a straightforward comparison

across the sites was not possible. For this reason, we decided to draw on Pawson and Tilley’s work
on realist (or realistic) evaluation®. In particular, the realist evaluation question they pose (What
works for whom in what circumstances? recognised that the Co-creating Health model has
evolved and that each of the demonstration sites has its own strategy for making the Co-creating
Health model self-sustaining and for securing wider take-up.

Whilst undertaking the analysis of the data gathered from all the strands of the evaluation, we
looked at Greenhalgh ef a’s* work on the use of realist evaluation principles in a whole system
transformation programme in London. In particular, we found the way in which they identified
broad mechanisms of change and underpinning sub-mechanisms very helpful. Building on this,
we decided to modify the five original themes, and refocus the analysis and the development of
the report around three core ‘mechanisms’ — building self-management support into the patient
journey (which encompasses Theme 1); focusing on changing practice amongst clinicians (Theme
2); and maintaining the co-production ethos (which builds on Theme 3). In addition, we have also
considered how the sites addressed the wider take-up of self-management support, and material
from Themes 4 and 5 was used to inform this.

Finally, in preparing this report, our main aim has been to highlight the lessons which can be
learnt from Co-creating Health, and to set out findings in a way that other health economies can
use in their efforts to put self-management support into practice.

Terminology

At the outset, it is perhaps helpful to make a brief note about the terminology used in the report.
Where we use the phrase ‘Co-creating Health’ we are referring specifically to the Co-creating
Health programme and projects. We use the phrase ‘Co-creating Health model of self-management
support’ or ‘Co-creating Health approach’ to refer to an approach to self-management support
based on the three elements of Co-creating Health, ie clinician training, patient training and
changing the systems. Where we use ‘self-management support’, we are generally referring to the
broader concept of self-management support. Throughout the report we use ‘project team’ to refer
to the core Co-creating Health project teams in the sites (ie the project manager, clinical lead,
service improvement technical lead and other staff directly employed as part of the project).

Structure of the report

The report begins with an overview of the Co-creating Health 2 sites, including a description of
how they adapted the Co-creating Health model in phase 2. Chapters 3, 4 and 5 focus on
sustaining Co-creating Health and consider in turn the importance of maintaining the co-
production ethos of the programme, focusing on changing practice amongst clinicians, and
building self-management support into the patient journey. In chapter 6 we consider how the
wider take-up of Co-creating Health might be secured, and in chapter 7 we highlight the key
messages from Co-creating Health phase 2.

9 Pawson, R and Tilley, N (1997) Realistic evaluation Sage, London

© Greenhalgh, T, Humphrey, C, Hughes, ], Macfarlane, F, Butler, C and Pawson, R (2009) How do you
modernise a health service? A realist evaluation of whole-scale transformation in London 7he Milbank
Quarterly 87(2), 391-416
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Chapter 2
Overview of the Co-creating Health phase 2 sites

This chapter provides a brief overview of the seven Co-creating Health phase 2 sites. It is
important to understand the context within which each of the projects was operating and so it
begins with a pen-picture of the sites and a brief description of their plans for phase 2. It goes on
to consider how, in phase 2, the sites began to adapt the Co-creating Health model to their local
needs and circumstances.

Site profiles, plans and progress

Seven sites participated in phase 2 of the Co-creating Health programme. Each site continued to
work with patients, clinicians and managers in the long-term condition area that had been their
focus in phase 1, but extended their work to one or more other long-term condition. All the teams
worked across primary and secondary care but the balance in each site varied.

More specifically, in their applications and subsequent project plans, all the project teams
described what they hoped to achieve in phase 2 in terms of consolidating and spreading their
work in relation to their phase 1 condition, and roll out of the Co-creating Health model of self-
management support to other conditions. Monitoring the progress of the sites against their
project plans was the job of the Programme Management Office (run by PwC) and so we do not
intend to report on this in detail here. However, it is useful to have a broad understanding of what
the project teams hoped to achieve, and their successes and disappointments, as this sets the
scene for the discussion about spreading self-management support in chapter 6. Below, we
provide a short profile of each site and briefly describe their projects’ plans and progress in phase
2:

Calderdale and Huddersfield NHS Foundation Trust

Site profile

The Trust serves a population of approximately 400,000, spread across a mixture of urban
and rural areas with some significant minority ethnic communities. At the time of the
programme, the Trust’s catchment area was covered by two PCTs, NHS Calderdale and NHS
Kirklees. Calderdale was also one of the Nesta People Powered Health pilot sites.™

Co-creating Health focus

The site began by focusing on people with musculoskeletal pain and worked with both
secondary care teams and GP practices. In phase 2, the team continued to spread skills and
knowledge about self-management support within the musculoskeletal pain services but also
started to introduce Co-creating Health for people with COPD.

Co-creating Health phase 2 plans and progress

The team planned to roll out their chronic pain work to more GP practices and extend Co-
creating Health to COPD across both primary and secondary care. Achieving spread in primary
care proved challenging but Co-creating Health was taken up by some new GP practices and
by hospital COPD services in Calderdale and Huddersfield. Therapy staff in the Pain Service
had always been enthusiastic about self-management support. In phase 2, all therapy staff
across the hospital were offered the Practitioner Development Programme and many also got
involved in service improvement work.

" See: www.nesta.org.uk/areas_of_work/public_services_lab/health_and_ageing/people_powered_health
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Cambridge University Hospitals NHS Foundation Trust

Site profile

The Trust serves the large (c800,000) and growing local population of Cambridgeshire, as well
as providing specialist services to a much bigger catchment. NHS Cambridgeshire PCT (and
more recently the shadow CCGs) were involved in the programme from the outset.

Co-creating Health focus

The initial focus was on COPD, with the site working with respiratory inpatients and
outpatients at Addenbrooke’s hospital and with specific GP practices. In phase 2, the team
began to extend Co-creating Health (known locally as personal health planning) to people with
other long-term conditions, in particular working with staff in community health services.

Co-creating Health phase 2 plans and progress

The focus in phase 2 was on the development of an Enhanced Pulmonary Rehabilitation
Course, extending COPD work to a number of target GP practices and rolling out Co-creating
Health to the wider respiratory team and diabetes services. In terms of spread, progress in
diabetes services was limited, but important, unplanned spread did occur in other areas. In
particular, the team worked with both Cambridge Community Service and the Stroke Service.

G

uy's and St Thomas’ NHS Foundation Trust

Site profile

The Trust concentrated its Co-creating Health work on the communities served by Southwark
PCT which had a registered population of approximately 280,000. The population structure of
Southwark has a lower proportion of older people and a higher proportion of young and early
middle aged people than England as a whole, and is ethnically very mixed. Approximately 50%
of housing in Southwark is social housing and the borough has large areas of deprivation with
a few pockets of affluence.

Co-creating Health focus

The Co-creating Health project began by focusing on self-management support for people with
Type 2 diabetes in Southwark. In phase 2, the team continued to focus on diabetes but Co-
creating Health was rolled out to more secondary clinicians and to GP practices in Lambeth.

Co-creating Health phase 2 plans and progress

The plan at Guy’s and St Thomas’ was to extend their work in diabetes to more GP practices
and to spread Co-creating Health to the Podiatry Team and another long-term condition team
within the Trust. Overall the team have been successful in spreading clinician training, both in
primary care and to other specialties within the Trust but spreading service improvement work
and widening the take-up of the Self-Management Programme has been more challenging.

N

HS Ayrshire and Arran

Site profile

NHS Ayrshire and Arran serves a population of around 400,000. The area is socio-
demographically diverse, with both very rural and remote areas (eg the Isle of Arran), and
urban areas with high level of deprivation (eg Irvine and Kilwinning).
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Co-creating Health focus

Initially the Co-creating Health team focused on self-management support for people with
COPD in secondary care, alongside work with specific GP practices on the Isle of Arran and a
number of practices in Ayrshire. In phase 2, the team began to spread Co-creating Health to
other long-term conditions and sought to develop a flexible, sustainable and affordable model
of self-management support which could be used across their health economy once the Co-
creating Health programme ended.

Co-creating Health phase 2 plans and progress

The phase 2 plan for the NHS Ayrshire and Arran team was to extend their work on COPD to a
number of target GP practices, but they also wanted to spread Co-creating Health to both the
Heart Disease and Diabetes Teams within the hospital. Achieving the level of take up they
hoped for amongst the target GP practices proved very difficult. However, progress in the
hospital specialties (and linked community staff) was good. Co-creating Health has now been
taken up by the Diabetes Team and staff working with heart failure patients. In addition, they
are working with the Renal Team and the Parkinson’s Disease Team and are developing a
practitioner development course for staff working in the HIV and Blood Borne Viruses service.

South West London and St George’s Mental Health NHS Trust

Site profile

The Trust has been working with NHS Wandsworth to promote self-management support for
people with depression. Wandsworth is one of the largest Greater London boroughs, with
around 270,000 residents. The population is also younger and more mobile than the average
for England and is ethnically very diverse, with 35% of the population being from black and
minority ethnic communities.

Co-creating Health focus

The Co-creating Health project has focused predominantly on people who are being seen in
secondary care mental health services, but the team have also been working to promote self-
management with the wider community.

Co-creating Health phase 2 plans and progress

In phase 2, the team aimed to spread Co-creating Health to more GP practices across the
Trust’s catchment area and get six community mental health teams to adopt the Co-creating
Health approach. Although some spread was achieved, this site experienced a number of
difficulties, including changes in key personnel, which hindered progress.

Torbay Care Trust and Devon Partnership Trust

Site profile

Torbay is a site of contrasts, with areas of affluence but also areas where deprivation is
amongst the worst in England. It has a population of around 375,000, with a higher proportion
of older people than the average for England as a whole.

Co-creating Health focus

In phase 1, the Co-creating Health team had focused predominantly on people who were being
seen in primary care with a diagnosis of depression, with a strong emphasis on their clinician
training of GPs and practice nurses. In phase 2, the team continued to spread skills and
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knowledge about self-management support across primary care and to other long-term
conditions, while also trying to integrate their work with people with depression and
clinicians, with the redesign of services.

Co-creating Health phase 2 plans and progress

The strong focus on embedding Co-creating Health in primary care continued to be a priority in
phase 2. However, the team also planned to spread Co-creating Health to secondary care
mental health services and diabetes services. The work in primary care progressed well,
although the level of service improvement work varied between practices. Little progress was
made in secondary care mental health services, but self-management courses for people with
depression and another long-term condition such as diabetes did take place.

Whittington Health

Site profile

Whittington Health provides integrated acute and community serves to a deprived and
ethnically diverse population of around 440,000 in North Central London. For diabetes, the
communities served by the Trust perform significantly worse in most performance indicators
than the rest of the UK.

Co-creating Health focus

The Co-creating Health team began by working to improve self-management support for
people with type 2 diabetes. In phase 2, the focus has been on spreading learning to people
with other long-term conditions, in particular pain management and respiratory medicine,
whilst continuing to develop their work with GPs in Haringey and Islington.

Co-creating Health phase 2 plans and progress

The plan was to extend the team’s work in diabetes services, in particular to the Diabetes Out-
Patients Clinic and Community Diabetes Services. However, they also planned to reach a small
number of new GP practices and hoped to spread Co-creating Health to the Musculoskeletal
Pain Service and COPD. The team were able to make progress in all of these areas (although
the work with GP practices had a slow start) and, in addition, they have started to work with
clinicians in Respiratory Medicine.

Local adaptation of the Co-creating Health ‘model’

In phase 1, the Co-creating Health ‘model’ was relatively prescribed. The three training and
information programmes were commissioned centrally by the Health Foundation and the content,
format and delivery of them was largely the same across all the sites. However, in phase 2, the
sites had some freedom (especially in relation to the clinician training) to adapt the programmes
to local needs and circumstances, and all the sites did so to some degree. It is important to
understand these changes, as they represent one of the ways in which the sites sought to make
the Co-creating Health model sustainable in the context of their health economies.

Changes to the self-management programme

The Self-Management Programme was originally developed by the Expert Patients Programme
Community Interest Company. The aim of the programme was to give people with long-term
conditions the confidence, knowledge and skills needed to manage their condition while working
in partnership with their clinicians. It was delivered by a lay tutor and a clinician co-tutor, in seven
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three-hour sessions. The table below shows the changes the sites made in phase 2 of the Co-
creating Health programme.

Programme has been
absorbed into the
Enhanced Pulmonary
Rehabilitation (EPR)
Programme for Patients.
The programme
comprises 12 x two-hour
sessions held twice
weekly.

included one hour of
supervised exercise and
one hour of COPD and
self-management
education.

Site Format/Frequency Content Delivery
Calderdale Self-Management Condition-specific but The Self-
and Programme moving to a more Management
Huddersfield | format/frequency largely | generic content. Programme
unchanged. - continues to be co-
In the mini-Self- . .
delivered with lay
Management
Have recently tested a . tutors.
. . Programme: discussed -
new approach in the Pain The mini-Self-
L self-management and
Clinic: selected around 10 . . Management
. . goal setting with the
patients (who declined . Programme was run
group plus each patient
full the Self-Management by a lay tutor, a
had a one-to-one :
Programme) and ran a . . L therapist and a
S session with a clinician.
mini-Self-Management consultant.
Programme.
Cambridge The Self-Management Each EPR session EPR sessions are led

by a
physiotherapist, a
physiotherapy
assistant and a self-
management tutor.

There is less of a
role for lay tutors,
who are now
included in just one
session.

Ayrshire and
Arran

Have developed ‘Moving
on Together’ - a self-
management programme
for people with any long-
term condition. It has six
sessions, and is based on
the Self-Management
Programme.

Five sessions are generic
and one is condition-
specific.

The Moving on
Together programme
continues to be co-
delivered with lay
tutors in a similar
manner to Co-
creating Health.

Guy’s and St
Thomas’

Continued in a similar
format of weekly three-
hour sessions but is over
five weeks, not seven.

Contains both generic
and condition-specific
elements.

The people who
deliver DESMOND
and DAFNE™ also
deliver the Self-
Management
Programme.
Within diabetes
services they have

*2 Education programmes for people with diabetes: DESMOND: Diabetes Education and Self Management for
Ongoing and Newly Diagnosed; DAFNE: Dose Adjustment For Normal Eating.
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Site Format/Frequency Content Delivery
had several different
programmes and
they are now
incorporating self-
management
support into these.

Whittington Continued in a similar Contains both generic The Self-

Health format of weekly three- and condition-specific Management
hour sessions over seven | elements. Programme has
weeks. been co-delivered

with lay tutors.

Torbay and Continued in a similar The Torbay and South The Self-

South seven-week format. West London project Management

Devon managers worked Programme has

together to make been co-delivered
changes to the Self- with lay tutors.
Management Torbay have secured
Programme. This was in | future funding to
part based on changes continue delivery of
introduced through the the Self-

review undertaken by Management

the Health Foundation. Programme, based
Further to this, they have | on the Co-creating
adjusted the content so | Health model.

that the language is

more consistent with

Practitioner

Development

Programme. The course

they developed is largely

generic with the option

to adapt/tailor to

different long-term

conditions.

South West Continued in a similar See Torbay and South The Self-

London seven-week format. Devon above. Management

and St Programme has

George’s been co-delivered

with lay tutors.

Changes to the Practitioner Development Programme
The training programme for clinicians was originally called the Advanced Development
Programme. It was developed by Client Focused Evaluation Programmes UK and aimed to support
clinicians to develop the skills required to support and motivate people to take an active role in
their own health. The Advanced Development Programme was delivered in three four-hour

workshops, all led by a clinician tutor and a lay co-tutor. Part way through phase 2, the clinician
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training course was re-named the Practitioner Development Programme but, more importantly,
sites began to adapt the content, format and delivery of the programme to suit local needs. The
role of these changes, in terms of achieving sustainability, is discussed in chapter 4. However, a
brief overview of some of the main developments and adaptations is given below:

o Offering different levels of training to suit different groups of clinicians eg in Torbay the
development of three ‘levels’ of training: ‘gold’ which is the full Practitioner Development
Programme run over three half days; ‘silver’ which covers the core elements in one half-day
workshop; and ‘bronze’ which introduces clinicians and other staff to the key ideas and tools
in a two-hour session.

¢ Reducing the overall time commitment required eg at Whittington Health, reducing the length
of the sessions from three to two hours for GPs and in Cambridge offering the option of an ‘in-
house’ short course (three one-and-a-half-hour sessions).

e Re-packaging the course to make it more accessible eg in Ayrshire and Arran, recognising that
people have different learning needs, they moved to a much more menu-based approach.
They still offer the Practitioner Development Programme in face-to-face workshops, but they
also have an e-learning course and run monthly introductory sessions.

o Offering ‘bespoke’ courses designed to link clinician training to service objectives eg in
Cambridge they developed a modified course for Cambridge Community Services designed to
help deliver Personal Health Planning, a strategic health authority (SHA) priority.

e ‘Marketing’ the Practitioner Development Programme course in new and interesting ways eg
in Ayrshire and Arran they renamed the Practitioner Development Programme course Working
in Partnership; in Calderdale and Huddersfield they promoted the programme through the
Kirklees Health and Wellbeing Courses public health training programme; and in Cambridge
they delivered the Practitioner Development Programme as part of the GP training scheme.

Approach to service improvement

In phase 1, the Service Improvement Programme was provided by Finnamore Management
Consultants. It began with a one-day skills-based workshop which introduced participants to
quality improvement methods, in particular the Institute for Healthcare Improvement model. This
was then followed by team-based use of PDSA (Plan Do Study Act) methods to support teams in
the use of the Co-creating Health ‘three enablers’ ie agenda setting, goal setting and goal follow
up. In phase 2, PwC/PEAKS, the technical provider, adopted a more flexible and site-focused
approach. Using a collaborative learning model, they supported clinicians and managers in the
sites to develop the knowledge, skills and behaviours required to deliver the three enablers. An
additional important development was the identification of service improvement technical leads in
each site, whose role was to lead and coordinate the service improvement work. However, each
site established these roles in different ways and, as is noted in chapter 5, theirimpact on service
delivery did vary.
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Chapter 3
Sustaining Co-creating Health — Keep the co-production
ethos

Co-production was an important mechanism in establishing and sustaining
self-management support. It was underpinned by three sub-mechanisms:

e patients co-delivering self-management support
e patients shaping self-management support
e enabling peer support.

A range of factors which influenced the ‘embedding’ and sustainability of co-
productive activity were identified and can be summarised as: shared
understanding of the nature and value of co-productive activity; recognition
of the benefits of co-producing self-management support; a supportive
infrastructure; and capacity and resources.

Co-production was always an explicit aspect of the Co-creating Health model, both in terms of how
itis implemented (specifically through involving lay tutors in the Self-Management and
Practitioner Development Programmes), and in terms of desired outcomes (transforming the
traditional interaction between clinicians and patients into a more co-productive relationship). The
phase 1 evaluation report considered these two aspects and recommended that more attention
was given to involving and supporting lay tutors in the provision of the training, and that more
post-consultation support should be given to clinicians to promote co-decision making.

The phase 2 evaluation has considered the ways in which Co-creating Health has been co-
produced slightly differently. It explored how patient knowledge and experience have been
harnessed and the various ways in which patients have supported the implementation of self-
management support (well beyond co-tutoring), with the aim of identifying what this means in
terms of the sustainability and spread of Co-creating Health. This work provided an opportunity to
analyse in some detail the different ways in which Co-creating Health has been co-produced
across the seven sites. Only one of the local evaluations explicitly considered this co-productive
element, and this was South West London and St George’s. Together, the findings of this local
report and the fieldwork undertaken for the programme evaluation suggest that co-production is
an important mechanism in establishing and sustaining self-management support, and this can
be seen in terms of three sub-mechanisms:

e patients co-delivering self-management support
e patients shaping self-management support
e enabling peer support.

These three sub-mechanisms, including the range and type of activity undertaken, are described
below, followed by an examination of the co-productive relationships they led to. The factors that
facilitated or hindered co-production are also discussed. However, it is helpful to begin by briefly
considering the wider policy context the sites are operating within.
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Over the past few decades there has been a stronger focus on patient involvement in NHS health
policy and guidance. Crawford et al** describe the way in which public policy has been articulated
in this context and the driving factors, for example: improving the effectiveness of services;
improving public perceptions of NHS quality of care; enhancing democracy and accountability and
enabling the ‘choice’ and ‘voice’ of the health ‘consumer’. Co-production is also becoming more
influential in shaping the direction of health policy. The Nesta report by Boyle and Harris *
describes a range of influences that are focusing attention on co-production, including increasing
demand, rising expectations and limited budgets. The Prime Minister’s ‘Big Society’ project is very
much based on principles of co-production, and there are also related action research
programmes (such as Nesta’s People Powered Health programme, which one of the sites
participated in).

Legislation and guidance for health services on public involvement and engagement have been
put in place by successive governments, most recently by the coalition government in England
through the Health and Social Care Act (2012). Linked to this, the Department of Health
established ‘Healthwatch England’ in October 2012, and local Healthwatch organisations were
more recently launched in April 2013; these replace the existing Local Involvement Networks
(LINks) as the main vehicle for public involvement. Guidance and audit requirements have also
been issued to PCTs and CCGs on patient participation in Direct Enhanced Services®, primarily
through patient reference groups and surveys.

However, despite commitments made by the UK government over recent years to promote
involvement and engagement, service users, patients and the public have questioned what real
powers they have to influence change, and have challenged national and local policy makers to
implement existing legislation and guidance more effectively. The challenges of implementing
public involvement in the context of health were outlined by Baggott*® in 2005, following changes
that the previous government introduced; these included under-resourcing, lack of capacity,
complexity and fragmentation. More recently, The NHS Future Forum (following a ‘listening
exercise’ in the course of the Health and Social Care Bill) successfully influenced the government
in amending the Bill to improve many of its provisions for ‘patient voice’, including putting lay
representatives as champions of patients onto the boards of CCGs.

Peer support has also been promoted within public policy as part of the personalisation agenda,
but predominantly within the mental health sector. The Scottish Government, notably, is making it
more high profile across a wider range of chronic conditions, as part of the Social Care (Self-
directed support) (Scotland) Bill 2012. Peer support is listed as one of the ‘High Impact Changes’
issued by the Long Term Conditions Collaborative in 2009: “ We commission peer support groups
for people with long term conditions and their carers and provide relevant, accessible
information” (High Impact Change no 3).7

3 Crawford M, Rutter D and Thelwall S (2003) User Involvement in Change Management; a review of the
literature. A report for NCCSDO

4 Boyle, D and Harris M (2009) 7he Challenge of Co-production. Nesta, London

> Department of Health (2011) Patient Participation directed enhanced services for GMS contract; guidance
and audit requirements for 2011/12 — 2012/13, London

6 Baggott, R. (2005) A Funny thing happened on the way to the forum; reforming public and patient
involvement in the NHS in England Public Administration 83; 3 (533-551)

7 The Scottish Government; Health Delivery Directive Improvement and Support Team (2009) Long Term
Conditions Collaborative; High Impact Changes, Edinburgh
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Patients co-delivering self-management support

An intrinsic element of the Co-creating Health model is the co-delivery of training (for both the
Self-Management and Practitioner Development Programmes) through lay and clinical tutors
working together. The evaluation identified a wide range of patient involvement activity which
went well beyond this, including:

e Marketing and promoting Co-creating Health - this included developing and distributing Co-
creating Health marketing and information materials, such as newsletters, leaflets and DVDs;
talking to clinicians and students about Co-creating Health; and patients ‘telling their stories’
in some way or other (eg through accompanying the project manager in promotional work with
clinicians, and providing presentations/showcase examples for prospective Self-
Management/Practitioner Development Programme participants).

¢ Providing administrative support to the Co-creating Health team - for example by helping with
mail-outs and newsletters (see Box 1 below).

¢ Facilitating the involvement of other patients — activities included helping to identify and
encourage other patients to act as volunteers, and forging and sustaining links with local
voluntary organisations.

e Supporting wider training activities — this took various forms, ranging from delivering ‘train
the trainer’ sessions for new lay tutors and mentoring new lay tutors, to facilitating reunions
and supporting other peer activities.

Box 1 — The Newsletter Group in Torbay

The initial suggestion for a newsletter came from a member of the Co-creating Health
team at a reunion, with a view to producing something that could help keep people
interested and motivated in self-management. The Co-creating Health team did not feel
that they had the capacity to take it on, so they asked if any people coming to the
reunions were interested in taking responsibility for it. At the first meeting the group
was facilitated by a member of staff but after that it was self-managed, and a core
group of four people have formed The Newsletter Group. Since then they have met
regularly and have produced five quarterly Self-Management Programme newsletters.

Group members said they wanted to get involved to continue the impetus of the Self-
Management Programme, to keep contact with and support others, and to use it as a
vehicle to share information about new service developments or research in the
treatment of depression: “The minute [T] mentioned it my mind was whizzing with
ideas. | couldn’t sleep. | felt motivated to do something.”

The group requests articles from patients and staff, and they produce many features
themselves. The group has full editorial control and the final version is ‘signed off’ and
distributed by the Co-creating Health team. Some features are included that are
designed to attract readers and encourage them to keep the newsletter for future
reference (for example, word searches and recipes), as it carries the dates of future
meetings. This was felt to be very important as many patients do not keep diaries. The
newsletter is currently only distributed at reunions in hard copy, but the group wanted
to find ways that it could be distributed more widely in different formats, and to staff as
well as patients. They also wanted to evaluate the newsletter, to explore the responses
of patients and see how the newsletter could be improved.

The group meet informally in a person’s house and they value this in establishing the
tone of the meeting and enabling social contact and peer support. As well as serving to
inform others, some of the group members stressed how much they got out of
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producing the newsletter: “/ wanted something further. | think it’s good for us. It was
lovely to get involved. It’s definitely done me good.”

One member of the group said she had used her role in this group on her CV and felt it
might well have had an impact in her gaining employment.

Patients shaping self-management support

All of the Co-creating Health sites had some kind of mechanism(s) in place to enable patients to
shape the development of self-management support, although they varied in terms of how robust
these arrangements were. Some Co-creating Health teams used reunions, peer groups and/or lay
tutor groups on an ad hoc basis as ‘sounding boards’, where in other cases there were more
systematic efforts to engage people. Patients were also linked to decision-making arenas — at a
minimum patients/lay tutors were members of the Co-creating Health steering group, and in a
small number of sites patient representatives were linked to wider strategic forums.

Box 2 — Involvement in Co-creating Health service developments in Guy’s and St
Thomas’

In Guy’s and St Thomas’ there is a core group of patients (of about 10) who have been

assisting the programme in developing new materials, for example condensing all the
existing foot care leaflets into one and restructuring the clinic letters at the hospital to
incorporate agenda setting, goal setting and goal follow up. The project manager said
that patients help them to make sure they use the right language and plain English.

Patients have also been involved beyond this and the project manager said they always
ask patients about new initiatives. “Staff get so engrossed in what they’re doing they
don’t always consider what’s best for patients... We do try to involve them as much as
possible.”

The Co-creating Health team have also involved patients in PDSAs and they came up
with various suggestions — as a result of this they played a key role in designing ‘My
Health Plan’, which is an aid for people in planning for their appointments. It is an A4
sized paper folded in half, which has space for patients to write down what they want to
talk about with their health professional; what the most important thing is that they
want to get out of the appointment; their goals and how and when they will achieve
them. This is now professionally printed and is used as a service improvement tool in
surgeries when they are starting Co-creating Health. The project manager said:
“Patients provide a common-sense view and stop the programme getting caught up in
bureaucracy — a fresh-eyed approach. Often the programme will try to make big
changes, but actually small changes can bring about huge improvements.”

Enabling peer support

Before describing the type of peer activity in Co-creating Health, it is helpful to consider how peer
support has been defined and what value it can bring. Peer support utilises the experience of
people who are active service users/patients and carers, including those with past experience.
The peer support approach “assumes that people who have similar experiences can better relate
and can consequently offer more authentic empathy and validation” (Mead and Macneil, quoted in
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It should not be taken for granted that peer support will necessarily have a beneficial impact. The
reviews undertaken by Dunn et al and Brownson and Heisler showed a mixed picture in terms of
the attributable impact of peer support and shortcomings in the quality of some of the
evaluations; more quality research is required to help guide decision-makers. Potential risks are
also outlined by Patton and Goodwin?*, for example: dominating /controlling peer supporters;
irregular attendance/low membership; sharing of misguided information/ misinformation;
underrepresentation of minority groups; and group members dealing with issues at different
stages of recovery.

Peer support has developed across the Co-creating Health sites in a number of different ways. This
has included peer support groups and buddy systems that were supported in some way by project
staff, as well as more informal activities that patients themselves took more responsibility for,
such as walking groups and social groups.

Box 3 — The Walking Group inspired by Guy’s and St Thomas’ Self-Management
Programme

Following attendance at Guy’s & St Thomas’ Self-Management Programme, Mohammed
set himself the goal of revitalising a walking group for Asian elders that he had
previously initiated. This group now meets weekly and attracts approximately 10
people, mostly males of retirement age who have weight problems and have diabetes
(or are at risk of this); many also have cardiovascular problems. They walk for about 40
minutes and stop at an agreed point so that people can go at their own pace.
Mohammed said that they always spend 15 minutes or so chatting at the end and
having a joke — he saw this as an important part of the health benefit: “/ got this idea
from the course. People need to be absorbed in such a way that they forget for a while
their own problems and completely relax... Tension causes part of the problem, such as
high blood pressure and depression...”

Mohammed thought that older people were far more likely to be interested in this kind
of exercise, as gyms did not feel like welcoming places to them. Plus his walking group
provided a really valuable social element to those people who do not go out much.

Additionally, all Co-creating Health sites have held ‘reunions’. In most sites the project manager
has been primarily responsible for arranging and facilitating these, with lay and clinical tutors
involved to varying degrees. However, the majority have found it unsustainable to host on-going
reunions that were specific to each Self-Management Programme cohort because it demanded too
much time. As a result, in these sites reunion activity has ‘morphed’ into a form of on-going peer
support, which is open to anyone coming off the Self-Management Programme. The reunions
serve a variety of functions, including reinforcing goal setting; providing further condition-specific
information (in some areas efforts are made to involve external speakers); signposting to related
services and reducing social isolation.

When reflecting on the peer support activity in relation to the ‘pyramid of peer support’ illustrated
in figure 3, the majority of activity is clustered around ‘informal peer support’. This cluster is not
surprising given that peer support activities were not an aim of Co-creating Health and ‘informal
peer support’ includes a range of activity on a group and one-to-one basis. It does suggest a
relatively ‘healthy’ situation when assessed against Faulkner and Basset’s* assertion that there
needs to be a strong base of informal peer support for other forms to flourish. That said, there is

24 patton, M and Goodwin, R (2008) Survivors helping survivors The Men’s Project, California
% Faulkner and Basset (2010) Op cit
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e Isa ‘pick and mix’ approach possible or appropriate, ie can commissioners choose elements
from the different self-management schemes, for example an existing Pulmonary
Rehabilitation Course for patients and a new Practitioner Development Programme for
clinicians?

e Many commissioners are balancing the desire to ‘invest to save’ with need for investments to
show ‘in year’ savings. Self-management support may show some short-term benefits but it is
not a quick fix.

e Itis not clear how the co-produced nature of Co-creating Health can be commissioned whilst
ensuring this can be firmly linked to corporate infrastructures.

Whilst there is good evidence available nationally and internationally about the benefits to
patients and services of self-management support, commissioners involved with Co-creating
Health were often still looking for local evidence that the Co-creating Health model was effective
and/or cost effective. A few had wholly unrealistic expectation about the kind of evidence that
could be generated (eg ‘gold standard’ RCT type evidence) by a pilot programme and the only
option for sites was to challenge this head on. Generally, the key things which appeared to
influence commissioners were:

e Reductions or positive changes in clinical activity (eg fewer GP consultations, more
effective/appropriate use of medication, fewer A&E attendances), which could be short and
long term, and big and small, but ideally with associated cost savings.

e Improvements in clinical indicators (eg HbA1c for diabetes; 6 Minute Walk Test for COPD;
PHQg depression score) known to lead to improved management of the condition and
potential reductions in clinical activity.

e Higher levels of patient satisfaction with services and improved quality of life.

Sites were approaching these commissioning (or in Scotland investment) challenges in a number
of ways. A few had developed formal ‘business/investment cases’ for Co-creating Health with
different delivery options. A number were trying to build Co-creating Health into long-term
condition pathways as part of a ‘bundle’ of care and/or embedding self-management support
activities into routine care by professionals. All were trying to continue the use of lay tutors for
patient training and/or volunteers for peer support, but the extent of this varied considerably. A
few were looking for continued funding for Co-creating Health activities through ‘special’ funds, eg
Innovation Fund.

Adopting a strategic approach

As has been noted in earlier chapters, progress in phase 1 was in part hampered by quite an
unfocused approach to implementation, especially in relation to clinician training and service
improvement. In phase 2, the sites which had made most progress in terms of spread had
adopted more strategic approaches, looking in detail at the ways in which the training is
delivered, and — at a broader level — how it is woven into the key strategies and policies of the
organisation, working in partnership with others, and with the necessary support in place. This
section describes how this was being achieved.

Flexibility: using generic and tailored approaches

Co-creating Health was piloted on the basis of a single condition within each site, with the aim of
spreading it to other conditions during phase 2. For all sites, this raised the issue of whether to
implement Co-creating Health in more generic ways. There is no straightforward resolution to this,
particularly in light of the fact that a generic approach makes more sense in primary care, yet
secondary care services are generally organised around medical or surgical specialisms. There is
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also the issue of economies of scale. Rolling out self-management support in defined specialist
areas is time consuming and there are several functions where a more ‘organisational’ approach
will not only reduce duplication of effort, but arguably be more efficient and effective in terms of
accessing corporate support systems (such as supporting and training patient volunteers) and in
adopting a more strategic approach to service improvement. Sites have addressed this issue in a
number of ways, for example:

e In Ayrshire and Arran, the Self-Management Programme has been adjusted so that five
sessions are generic and one is dedicated to the relevant condition. Most other sites have also
adopted a similar approach.

¢ Inworking with whole teams, sites were able not only to create a ‘critical mass’ as a means of
promoting change more effectively, but also to tailor the Practitioner Development Programme
and service improvement work to the needs and priorities of the team — for example, adopting
more generic approaches within primary care services (eg Torbay) and working with specialist
teams in secondary care services

¢ In Calderdale and Huddersfield, patient volunteers/lay tutors with different long-term
conditions were training and meeting together, and lay tutors were getting involved in
delivering ‘train the trainer’ sessions across conditions.

These flexible approaches also help to address the problem of working with patients with co-
morbidities, as it reduces the risk of self-management support operating in ‘silos’. Further to this,
many of the patients and lay tutors who were interviewed also thought that there could be some
merit in a more generic approach in their role as lay tutors in the Self-Management /Practitioner
Development Programmes, and in other patient involvement functions. There was enthusiasm
about the possibility of broadening the volunteer base across other conditions, where people
could act as mentors and contribute to volunteer training activities.

Also, many of the lay tutors and patient volunteers felt that the skills and experience they had
acquired were transferable (eg general self-management principles, listening skills) and the
majority felt that they could usefully talk to people with other conditions because so much of it
centres on the practicalities of living with a long-term condition (eg coming to terms with fear,
dealing with the reactions of other people, coping with isolation and depression, understanding
the impact on families, dealing with health professionals). They said that it was the clinicians who
brought the specific medical perspective, but in their view this was often only a small part of what
people needed to gain from self-management courses. This viewpoint has a strong resonance with
the social model of disability, which defines disability as being created by barriers in society, as
opposed to the medical model, which defines disability on the basis of people’s impairment or
health condition.>

“The issues that come up in the courses, they are about life in general.... There’s a light
bulb moment, you’re not on your own, and you realise the difficulties other people have. If
you give them the skills it continues beyond the life of the course. The common ground is
the long-term condition and its living life and realising you have to get on with it.” (Patient
volunteer)

Most Co-creating Health sites were moving towards a generic model, with scope to tailor
accordingly. An exception was Cambridge where, at least for COPD patients, they have linked
training to the Enhanced Pulmonary Rehabilitation programme. It is questionable whether such an
approach can provide an effective base for roll-out of self-management across other long-term
conditions.

>* For a fuller description of the social model of disability, see information provided by the Office for Disability
Issues: http://odi.dwp.gov.uk/about-the-odi/the-social-model.php
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Making connections with existing policies, initiatives and strategies

It is clear that where sites have been most successful in securing the wider take-up of self-
management support, it has been against a backdrop of local organisational support, and through
making connections to existing structures and initiatives. Sites tried different approaches to move
on from a piecemeal approach, which had hampered progress in the early stages of Co-creating
Health, and this has manifested itself in different ways across the sites. For example:

e Some sites have focused on ensuring that self-management support is incorporated into their
organisation’s strategy and policy documents. In Torbay, self-management support is now a
strategic priority for the Trust and is an intrinsic element of the long-term conditions strategy.
This has been largely due to the efforts of the Co-creating Health project manager in relation
to her linking role with the local CCG.

e Asnoted in chapter 5, other initiatives already being developed in the organisation (such as
Diabetes Modernisation Initiative) were being used to increase the uptake and spread of self-
management support.

¢ In Calderdale and Huddersfield, they aimed to spread self-management support across all the
clinical divisions in the Trust and, therefore, instead of having just one clinical lead for Co-
creating Health, they appointed a self-management support clinical lead in every division (eg
medicine, surgery).

e Sites have also dovetailed with local priorities by utilising LESs as incentives, for example at
Whittington Health, self-management support has been incorporated into their new Diabetes
LES for Islington and it has also been written into their clinical commissioning LES. Their
multidisciplinary team case-conferencing LES, which is in the process of development, also
aims to encourage the implementation of self-management support in primary care.

e In Cambridge, the Co-creating Health team worked with Cambridge Community Services NHS
Trust in order to support roll-out of self-management support:

“And | suppose fundamentally that we got another part of the [Health economy] on
board.... Cambridge Community Services, which provides something like pulmonary
rehabilitation, and we managed to get permission to train all their specialist nursing staff
with motivational interviewing skills, so we provided a whole load of training programmes
across about 9o staff... On the back of that we got into the pulmonary rehabilitation
programme, so delivery is through that training programme.” (Project Manager/Patient
Development Lead)

Quality improvement arrangements (driven by policy initiatives such as QIPP, QOF and CQUIN)
were generally seen as valuable vehicles to encourage clinicians to adopt Co-creating Health
within their practice and to promote service improvement work (as outlined in chapter 5). In
Calderdale and Huddersfield, the Trust’s Quality Improvement Strategy, which highlighted the
importance of the underlying principles of self-management support, had been very useful in
encouraging the uptake of Co-creating Health. However, there was some concern that although
these existing quality improvement structures were useful as incentives for clinicians to adopt
self-management support, and also enabled access to wider income streams, there was still a
problem in terms of Co-creating Health being seen as extra work which clinicians did not have the
time or resources to implement (see section 6.2.3). In addition, if the organisation did not
recognise the value of self-management support in relation to quality improvement targets, then it
was difficult to make headway in the take-up of Co-creating Health. So making shifts in culture
and understanding were regarded as vital.

Time and resources
Where there has been success in securing the wider uptake of self-management support in the
sites, it has only been possible through the input of dedicated time by project staff (both
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professional and lay) and clinicians, alongside the availability of a range of resources, such as the
provision of backfill monies and venues for marketing events/training, and to nurture peer
support.

Itis clear that there is a need for a co-ordinating role to ensure that self-management support is
linked into strategies and systems within the organisation and to ensure that opportunities for
spread which could be built upon are recognised. The project manager role has been invaluable in
this regard for the life of Co-creating Health, and in order for self-management support to continue
to spread and become embedded within organisations, and to promote co-production and peer
support as part of this change. There will continue to be a need for this kind of role, although its
emphasis would need to change as it becomes part of ‘core business’. As noted in previous
chapters, in those sites where there have been problems in relation to the project manager role
(either through lack of effectiveness of individuals or multiple changes of post-holder), the ability
to look for opportunities and work towards embedding and spreading self-management support
has been hampered.

Where there are the resources in terms of personnel, it is essential that these are nurtured and
supported. Project management staff, lay tutors, peer support volunteers and clinicians alike all
require back-up and supervision (be that formal or informal) to ensure they do not take on too
much (see chapter 3 for more in relation to support for lay staff and volunteers).

In order for self-management support to spread within organisations there is inevitably a need for
clinicians to make time to undertake the training and work on embedding the change in their
practice. However, this time commitment does not necessarily have to be prohibitive and, in some
cases, Co-creating Health project teams have introduced changes to the clinician training
programme to make it more manageable for clinicians (see section 2.2.2). Indeed, as mentioned in
chapter 4, some clinicians believed that as they continued to use and embed self-management
support skills into their consultations, so their consultations became more focused and hence,
potentially, shorter.

Financial incentives have been used successfully in some sites to encourage the wider take-up of
Co-creating Health and to engage new teams and services; for example, payments to fund backfill
locum cover in primary care. As mentioned in section 4.5.3, LES payments to GP practices in
Torbay were considered the catalyst which enabled service improvements to be made and kept
clinicians focused on maintaining changes in their practice. There is some doubt, however, as to
whether financial incentives are helpful in the long term as they may imply that self-management
support is an ‘added extra’, and not something that is part and parcel of what clinicians should be
doing anyway.

Enabling ‘multiple voices’
Evidence of progress amongst the sites suggests that a managed approach to leading change,
and enabling input from key stakeholders helps to promote spread:

Clinical leaders: By its nature Co-creating Health was a pilot programme and so the local teams
had to focus their efforts. All agreed that in the early days there were advantages to working with
clinicians who already had an interest in self-management support, or with teams where some
self-management support ‘good practice’ was already taking place. However, as those involved in
the programme reflected on how their sites had progressed, many highlighted the need to
develop a network of clinical leaders across all the main specialties working with people with
long-term conditions (as is now happening in Calderdale and Huddersfield) and across primary
care. As was noted in chapters 4 and 5, influential clinical leaders played a vital role in ‘promoting
self-management support, but some contributors felt that they should have taken a more systemic
approach to spreading Co-creating Health.

]

Middle managers and support staff. These are often a forgotten group in clinically-focused
initiatives, and yet sites were beginning to recognise the importance of their ability to ‘oil the
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wheels’ of self-management support. This could be through their practical interface with patients
or through bringing particular skills (for example, marketing, IT, evaluation, service improvement).

Patient representation: As chapter 3 emphasised, co-production is at the heart of the Co-creating
Health approach to self-management support. As such, lay tutors and patient representatives are
central to spreading Co-creating Health, whether through influencing other patients, showing
clinicians how their patients can benefit from self-management support, or generally promoting
Co-creating Health and helping to shape its development. Sites varied in their capacity to engage
and support patient volunteers and in the priority they gave to this work. There were risks evident
in a couple of sites, where there was over-reliance on a very small number of patient
representatives. The strongest networks were evident where there were multiple opportunities for
patient involvement and patient representation, with links to related corporate systems and third
sector organisations (for example as in Ayrshire and Arran).

Building relationships

Building relationships with external agencies has been key to the delivery of Co-creating Health,
as evidenced in chapters 3 and 5. Most of the Co-creating Health sites made efforts to build links
with the local voluntary sector in marketing and implementing Co-creating Health, and this was
fundamental to promoting effective patient involvement and enabling Co-creating Health to be co-
produced. Building such relationships is also fundamental to the spread of Co-creating Health,
and there were several examples of partnerships that had helped to achieve this in the sites. Most
had worked in association with local deaneries or other training providers, to promote ‘upstream’
development initiatives (see section 4.4), and some had formed other partnerships (eg see section
5.3 for Guy’s and St Thomas’ work with the Health Innovations Education Cluster for SE Thames).
There were fewer examples of partnerships with local authorities, but some sites (such as
Calderdale and Huddersfield) were starting to see the benefits of this in their efforts to establish a
more ‘whole systems’ approach to self-management support. There were also some unexpected
and innovative examples of partnerships, for example, Guy’s and St Thomas’ initiated a walking
group in association with the local Ramblers Association; they also carried out an open day in a
local health food shop and through this developed contact with people they may not have
identified through medical routes.

In particular, the need to forge partnerships was highlighted in relation to equalities issues, where
developing/capitalising on relationships with local black and minority ethnic groups, and
community organisations was regarded as pre-requisite to engaging traditionally
underrepresented communities. Several commentators highlighted that forming and nurturing
these networks was resource intensive and (whilst such action was highlighted in some spread
plans) they regretted not having sufficient time to commit to this work. However, given there is
considerable evidence that many traditionally underrepresented communities are more likely to
experience long-term conditions, there needs to be more focus and priority on spreading self-
management support through such relationships, and on working through corporate equalities
infrastructures to help achieve this.
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Chapter 7
Key messages from Co-creating Health phase 2

When the Co-creating Health programme began five years ago it represented an important attempt
to develop a new and more integrated model of self-management support. In its first phase, the
programme sought to test the feasibility of embedding this new model into routine health
services, and to examine whether it could deliver improvements in both patients’ quality of life
and their experience of healthcare service. The phase 1 evaluation did show that Co-creating
Health was able to deliver improved outcomes for patients. However, at the end of phase 1, and
perhaps because of the complex nature of the programme, there was still much to learn about
how to sustain and spread the Co-creating Health model of self-management support. This was
the focus of Co-creating Health phase 2.

In the preceding chapters of this report we have set out what has been learned from the seven
pilot sites about both sustaining and spreading Co-creating Health. Clearly each Co-creating
Health project was operating in a different environment; they had varying levels of skill and
support within their organisations; they were focusing on a range of long-term conditions; and
had different ambitions and plans for spreading Co-creating Health. Nevertheless, a number of
common factors emerged which together and in different ways appear critical to sustaining and
spreading Co-creating Health. These ‘mechanism’ and ‘sub-mechanisms’, and the facilitators and
barriers which influenced them, are described in detail in chapters 3, 4, 5 and 6.

In this final chapter we consider the lessons from Co-creating Health phase 2 from the perspective
of a new health economy looking to adopt the Co-creating Health approach to self-management
and suggest that there are three key messages to share:

e Message 1 — Embrace Co-creating Health as a ‘whole system’ change
e Message 2 — Take a strategic approach to implementation

e Message 3 — Adopt a targeted but flexible approach to delivery

Message 1 — Embrace Co-creating Health as a ‘whole system’ change

Co-creating Health is not a simple ‘off the shelf’ approach to self-management support. As was
noted in chapter 6, its three interrelated elements (self-management training for patients; self-
management support training for clinicians and service improvement activities) are all important
and all have to be functioning if Co-creating Health is to achieve its impact. The approach also
requires more effort on the part of clinicians, service managers and commissioners both to
understand its integrated approach and to embrace its co-production ethos. As such, any health
economy thinking about adopting the Co-creating Health approach to self-management support
needs to see it as a whole system change. In particular they should:

o take a whole health economy approach, working across secondary, community and primary
care services (and the third sector and local authority where appropriate); and across all long-
term conditions

o make the case for the Co-creating Health approach by clearly setting out the benefits of self-
management for patients, clinicians and services, and the potential value for money gains for
the health economy

e ensure that all partners and key stakeholders have a common understanding of co-
production, and that from the outset co-production is built into the design and delivery of all
self-management support activities.
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Message 2 — Take a strategic approach to implementation

From the start of the programme, the Health Foundation worked hard to establish support for Co-
creating Health amongst stakeholders working at a strategic level in the host organisations.
However, by their nature, the Co-creating Health projects were pilots, designed to test the Co-
creating Health model in a small slice of their health economy and so it was not feasible for them
to take a fully strategic approach to implementation. For a new health economy implementing self-
management support a strategic approach is essential to both make the best use of resources and
to quickly achieve some momentum. In particular they should:

e build self-management support into local strategies; take opportunities to ‘piggy-back’ on
existing long-term condition initiatives; and use national policies (related to long-term
conditions, self-management, patient involvement, patient experience), and national quality
frameworks as ‘levers’ for change

e identify ways to support or reinforce self-management support through existing systems and
structures (eg quality improvement networks, patient involvement structures, personnel
systems, care pathway development) and actively encourage the ‘two way traffic’ of ideas

¢ identify influential clinicians from across the health economy who can promote self-
management support, and from an early stage, develop a network of clinical leaders across all
the main specialties working with people with long-term conditions and across primary care.

Message 3 — Adopt a targeted but flexible approach to delivery

Co-creating Health began by often taking quite a broad approach to recruiting clinicians to the
Practitioner Development Programme but using a condition-specific focus for the Self-
Management Programme. By the end of phase 2, most sites were moving to the opposite of this —
a focused approach to training clinicians and generic patient training. In practice, a flexible
approach to the training elements of Co-creating Health is needed. However, the wider delivery of
self-management support does require a targeted approach in order to achieve the most impact.
In particular, those looking to implement self-management support should:

e identify the long-term conditions to focus on first and then look across the whole patient
journey to identify the ‘hot spots’ where self-management support by clinicians, changes in
service delivery or self-management training for patient are likely to have the most impact

e target self-management support for clinicians in whole teams or groups of clinicians working
in the same services to establish a ‘critical mass’ of trained clinicians in a short timeframe,
and make an explicit link between clinician training and service improvement work

e be flexible and use both generic and condition-specific approaches according to the needs of
different patient groups (eg the nature of the patients’ condition, the communities they come
from), the healthcare environment, and the geography and demography of the health
economy — one size does not fit all.

Lastly, it is important to recognise that the Co-creating Health approach to self-management
support is not a ‘magic bullet’. It will not be appropriate for some patients either because of their
illness, their personal circumstances or their outlook, and it will not be embraced by all clinicians
working with people with long-term conditions. Furthermore, it does require some resources both
for staff to co-ordinate the initiative, organise training, assist service improvement work and
recruit/support lay tutors and volunteers, and to release clinicians for training and other activities.
In return, the Co-creating Health model of self-management support has the potential to
fundamentally alter how individual clinicians and healthcare services support people with long-
term conditions to manage their own health.
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Appendix A - Overview of depth study methods

Depth Study 1: Embedding self-management support into care pathways and service delivery

The main outputs from the service improvement work undertaken by PWC/Peaks (who acted as
technical provider for the Co-creating Health programme) were reviewed, and colleagues from
PWC/PEAKS shared their observations about this theme with the evaluation team. The ideas and
issues emerging from this review were used to inform and provide a focus for a series of
interviews with clinicians and managers from across all seven sites who were in some way
involved in developing/influencing care pathways or service delivery (eg project managers,
clinical leads, service improvement leads). In total, 14 interviews were conducted between
November 2012 and January 2013. They were undertaken by telephone using a semi-structured
topic guide, designed to gauge the amount and type of activity related to the key themes, and to
elicit views on perceived benefits and factors affecting viability and sustainability. The fieldwork
was also informed by exploration of relevant literature/policy related to service improvement and
the development of care pathways.

Depth Study 2: Changing culture and practice amongst clinicians

The study had three main stages: i) initial interviews to ‘map’ the approaches being used by the
sites to change culture and practice amongst clinicians; ii) more in-depth field work in three sites
to explore new or innovative approaches, approaches with the potential to be rolled out and
scaled up, and/or approaches which appear to have worked well with particular groups of
clinicians; iii) a short email survey to find out more about the ‘up-stream’ work sites had been
doing to encourage the incorporation of self-management support skills into medical and
healthcare education in their localities. Each of these stages is described in more detail below. In
addition we carried out a brief examination of literature relevant to this theme.

Mapping approaches to Practitioner Development Programme take up and post- programme
support

The study began with a small number (n=14) of one-to-one interviews with the clinical leads and
other key people (eg clinician development leads) in each site. These took place between February
and April 2012 and aimed to understand what approaches the sites have been using to:

e support clinicians who have completed the Practitioner Development Programme to use,
develop and share their skills in supporting patients to self-manage

e encourage new groups of clinicians to undertake the Practitioner Development Programme
and/or get involved in other self-management related activities.

The material from the interviews was initially used for a short briefing report for the Co-creating
Health sites and Health Foundation colleagues, but has also been drawn upon for this report. In
addition, it was used to identify examples of interesting approaches from which wider lessons
might be learnt.

Follow-up work in three sites

From the information gathered in the first stage of the study, we identified sites which appeared to
have adopted interesting approaches to changing culture and practice, and then we chose three
locations for more in-depth work. These were:

e two GP practices in Torbay
e the Stroke Service in Cambridge

e across-section of services/groups of clinicians in Whittington Health.
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