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EBN Opinion Piece

Title: Co-creation and co-production in health service delivery: what is it and what
impact can it have?

This May marked Action on Stroke month and in recognition of this, EBN hosted a special
week of blogs written by stroke survivors, practitioners and stroke researchers and a twitter
chat focussing on priorities in the management of acute and long-term stroke. The blogs
can be found online (https://blogs.bmj.com/ebn/) as well as a blog summary of the twitter
chat (https://blogs.bmj.com/ebn/2019/05/17/summary-of-twitter-chat-action-on-stroke-month-
priorities-in-the-management-of-and-research-on-stroke/). One of the discussion threads
that emerged during the twitter chat focussed specifically on approaches to co-creation and
co-production in the development and delivery of person-centred stroke services (Figure 1).
One of the contributor’'s was Daniel Wolstenholme (@wolstenholme_d) who shared his
experiences. In this edition of the EBN Opinion, we follow up on this particular thread with
Daniel to find out more about the type of co-production work he has been involved in
leading.

Background

The first major publication on co-creation was by Greenhalgh, who explored achieving
research impact through co-creation." Greenhalgh positioned co-creation as a form of
collaborative knowledge generation between academics and other stakeholders. This is to
say that academics should be answering the questions that the stakeholders (service
providers and those in receipt of services) want answering, and working with those
stakeholders to answer those questions.

In the academic literature this process is called ‘knowledge mobilisation’ and has largely
focussed on getting evidence into practice; that evidence has tended to be in the form of
research outputs. For a useful summary of the state of the art of Knowledge Mobilisation
(also rtzaferred to as Implementation Science) | would wholeheartedly commend Per Nilsen’s
paper.

The description of knowledge that is generated by academics and then ‘used’ by
stakeholders is ‘Mode 1 Knowledge Mobilisation’.> A more nuanced and sensitive approach
to this process is described as ‘Mode 2 Knowledge Mobilisation’.®> ‘Mode 2’ recognises
different forms of knowledge; practical knowledge, tacit knowledge, procedural knowledge,
local knowledge, and recognises that this knowledge has to be generated within and be
sensitive the context of its use.® In its bluntest form this means that there is no use for a
guideline that recommends that everyone should have a CT scan, if there isn't a CT scanner

for 20 miles.*

This process of ‘doing’ ‘Mode 2 Knowledge Mobilisation’ has been described as co-creation
or co-production. Co-production is a frequently used term, which is used somewhat
uncritically but in its best form speaks to a genuine and meaningful engagement between
the key stakeholders to generate new knowledge that is sensitive to context® and thus, is
more likely to be implemented. The ‘co’ prefix is important as that is where the moral and
pragmatic arguments to involve people is driven from. Morally, people whose lives are
affected by a change have a right to be involved and pragmatically, by involving those
people you will get a better outcome.®

This brings us to the EBN Twitter Chat where the focus was around stroke and service
provision. We discussed two projects we had been involved whose aim was to support co-
production or co-creation.
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Figure 1 Twitter chat

The first project explored the issue of weight gain after stroke in response to recent research
which had highlighted that weight-gain was a problem for some people after stroke.” The
project raised for discussion considered how to improve weight management services for
stroke survivors in Sheffield. The aim was to identify interventions, actions or products that
could improve current provision of weight management services and support and improve
patient experience. The various groups involved were stroke survivors and carers, staff
involved in the stroke pathway, and public and third sector service providers. Firstly, we met
to discuss current stroke service provision and develop a map of available weight
management stroke services. Secondly, co-production took place. Two workshops were
used to collaboratively identify areas for development and generate ideas for how changes
could be made in service delivery and resource provision to addresses key gaps. During the
consultation, people identified several areas for development. Staff and stroke survivors
wanted more accessible resources to help stroke survivors access weight management
information. They expressed a need for education on diet and weight management. Staff
said that training was needed to build their own confidence and skills in addressing weight
management. Specific areas for training were nutrition, facilitation of behaviour change, and
understanding stroke impact for staff not trained in stroke care. Staff also reported

that increased knowledge of current services would help them signpost patients more
appropriately and wanted clear ways to refer stroke survivors for services.

In the co-production workshops, ideas for changes in service delivery to address these
issues were discussed. This included longer-term services for post-stroke lifestyle. Health
trainers, and the voluntary sector support services could be sources of this service
provision. More information could be in the form of a ‘cook book’ containing advice, recipes,
and educational material for stroke survivors and their carers. A lifestyle questionnaire,
based on Motivational Interviewing principles, might support staff and stroke survivors in
identifying goals and facilitating lifestyle changes. Dietetic input for weight-gain on the
stroke pathway was also an idea. The full report is available here.® Although the impact of
the co-production process on the services and strategies identified needs further evaluated,
the co-production process was perceived by stakeholders to have been valuable for
developing weight management resources because they were involved in the conception
and design of the weight management resources. This enabled these to be tailored towards
peoples’ needs and thus, truly person-centred.

In recognition of the importance of exercise in promoting recovery and rehabilitation from
stroke and preventing secondary stroke,® the second project was initiated to explore ways to
promote exercise in stroke survivors living in Sheffield (UK) using co-production workshops.
Based on the people’s experiences of accessing exercise services in Sheffield and using co-
production methods, we intended to:

understand current service delivery around exercise for stroke survivors

understand perceived myths and enablers/barriers to exercise

network with various care and industry organisations to understand what types of
physical activity are available for people with disability to participate in across
Sheffield;

explore ways in which the services could be improved

The multidisciplinary core team, comprising health professionals and designers, co-
facilitated a series of five workshops. This project was part of getting research into practice
(GRIP) and funded by the National Institute for Health Research Collaborations for
Leadership in Applied Research and Care Yorkshire and Humber (NIHR CLAHRC YH).
Throughout the project, 71 people were involved. At least 15 participants were involved in
each workshop. The workshops gathered together stroke survivors (all within the past 5
years), health care professionals, exercise prescribers, social services, commissioners,
medics and representatives from the voluntary sector. The first three workshops consisted of
approaches to understand the participants' experiences, which included creative activities


https://drive.google.com/file/d/0B7Zq0J4mkDqeV3VnX0RaUzl3VGs/view?usp=sharing

such as asking participants to create a ‘fake news’ story about myths they had heard in
relation to physical activity after stroke (Figure 2), a specially designed template to help
participants think about potential barriers and facilitators to exercise following stroke (Figure
3), and personal biogs about their experiences of stroke, health services and motivations to
exercise following stroke (Figure 4).
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Figure 2 Using a fake headline to find out about myths around exercise
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Figure 3 Identifying barriers and enablers to exercising following a stroke
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Figure 4 a persona created by a mix of staff and stroke survivors

These activities allowed for ‘reflections’ to be uncovered. Following this, undergraduate
design students involved with the project were paired with stroke survivors and healthcare
professionals to jointly develop ideas around ways to improve current service provision
(Figures 5 and 6).

Figure 5 Ideas generated through the co-production workshops
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Figure 6 one of the ideas developed by the students and pitched to the participants

Five outputs emerged from the research: a marketing campaign to burst myths and promote
physical activity, a video raising awareness of the benefits of promoting exercise, a staff
training package about information delivery regarding exercise, a stroke survivor's passport
to access relevant and customised information while keeping one's medical record in one
place, a buddy box to increase wellbeing among survivors. A full report of how the
workshops were undertaken, who was involved and the resources developed is available

here.°


https://drive.google.com/file/d/1wpcTXvxuhWGXvZgFXrF8kCF24s3gMZ5z/view

To summarise...

The Twitter Chat for Action on Stroke Month highlighted the importance and wealth of
knowledge that our Twitter community have around activities which support co-production,
co-creation and genuine and meaningful involvement. It is common sense that you should
involve people in developing new services, however all too often, as a community, health
and social care practitioners and researchers think that it is enough to simply get people
together in a room. Over the last ten years of work the NIHR funded CLAHRC (http://clahrc-
yh.nihr.ac.uk/our-themes/translating-knowledge-into-action), and colleagues at Lab4Living
(www.lab4living.org.uk) have demonstrated that the attention to the conditions for
coproduction to happen is as important as getting people together. We argue that by using
creative methods and making things tangible it allows people the genuine opportunity to
contribute their expertise to a process that delivers person centred services and care.***?
The involvement of creative practitioners drawn from design and related disciplines allows
this process to deliver the potential that co-creation offers.
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