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Introduction

This report pulls together the findings of the community reporting strand of the
Value of Co-Production Research Project. People’s Voice Media and Co-Production
Collective wanted to explore the value of co-production by speaking to those with
lived experience of working in this way, and allowing them to share their own stories.

We set-up an open call for people to contribute their experience of co-production -
positive or negative - from different types of co-production projects and activities.
Through this, we connected with 85 people who agreed to share their stories with one of
our Community Reporter peer-researchers, all of whom also were active co-producers.
Storytelling sessions were most often carried out 1-to-1, but occasionally people chose
to speak as a collective about their projects, in groups ranging from 2-9 people.

The story-gatherers recorded dialogue interviews with people over Zoom, using the
Community Reporting methodology. This work forms part of the Value of Co-Production
Research Project, 31 October 2022 Version 1.0.

What is Community Reporting?

Originating in 2007, Community Reporting has been developed across Europe as a
mixed methodological approach for enhancing citizen participation in community
development, research, policy-making, service development, evaluation and decision-
making processes. In-line with work such as Glasby (2011) and Durose et al (2013),
Community Reporting purports the validity of lived experience and knowledge-based
practice in these fields. It uses digital, portable technologies to support people to tell
their own stories, in their own ways via peer-to-peer approaches. It then connects
these stories with the people, groups and organisations who are in a position to use the
insights within them to make positive social change. When used like this, storytelling,
as Durose et al (2013) argues, allows for the representation of “different voices and
experiences in an accessible way”. Central to Community Reporting is the belief that
people telling authentic stories about their own lived experience offers a valuable
understanding of their lives.

Community Reporting has three distinct components — story gathering, story curation
and story mobilisation — based around the Cynefin decision-making framework for
complex environments (Snowden and Boone, 2007), as depicted in diagram 1.1. Through
gathering, curating and mobilising stories from our growing network of Community
Reporters, we seek to inform policy, processes and practice.
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Probing: Gathering Stories

The stories in this project take the format of peer-to-peer dialogue ‘interviews’ that do
not have pre-determined questions. Instead, an opening question (i.e. a conversation
starter) is asked which enables the storyteller to start to tell their story. The Community
Reporter recording the story then asks any questions within this storytelling process
that naturally occur to them and interacts with the storyteller to support them to
communicate their experiences. In essence, the structure of this practice mimics

our day-to-day conversations. The storyteller is largely determining the ‘agenda’ of
the conversation, whereas the Community Reporter is the ‘agency’ facilitating the
conversation. Reporters used this question as a starting point:

Can you share with me an experience of co-production? We are interested in
exploring what worked well and what didn’t. We’d also like to know what changes
the co-production process helped to create and what you feel the impact -
positive or negative - that the co-production process has had on people, groups,

organisations, services, society etc.



We also added to this 15 lived experience stories that were collected using the same
method during a previous project with Co-Production Collective.

Who is telling the stories?

We wanted to speak to a spread of people involved in co-production. When people
expressed their interest in sharing their story, we asked them whether their experience
related to research, policy or services. Participants could select more than one
category. The majority of participants selected research (64%) or services (63%), with
43% saying their co-production experience related to policy.


https://www.youtube.com/playlist?list=PL1vtHOjD7gN0zv69hASCuk6wfgHC4yrSq

We also wanted to make sure that we had different perspectives and roles in the co-
production process represented. We asked participants whether they were:

« A person with lived experience (55%)
« A facilitator of co-production (62%)
« Involved in co-production as part of their job (55%)

Again, people could select more than one category and it was common in our stories
for people to have started in a lived experience or professional role and gone on to

get further involved and take up roles as co-production facilitators or specialists. The
overwhelming maijority of our stories related to co-production in health and social
care, with housing, local authorities, communities and education also represented by
5 or more stories each. Equality and diversity, the justice system, and employment also
featured as sectors where storytellers had worked on co-production projects.




Aside from the lived experiences covered by the categories above, people also described
themselves as having lived experience of: addiction (5); homelessness (4); poverty (3);
adverse childhood experiences (2); prison (2); adoption (1); care (1); psychiatric hospital (1)
and sexual exploitation (1).

Diversity of Perspectives

One benefit of co-production is that it brings together people from different
backgrounds and with different life experiences. Because of this, our storytellers said
one of the most important benefits of co-production is its ability to allow services,
policymakers, organisations and researchers to get a variety of viewpoints on a topic
from people representing the diversity of the stakeholders involved. The more open the
co-production process is and the more people with lived experience that you involve,
the greater benefits will be seen here. One storyteller shared the importance of co-
production being “available to all people with lived experience, regardless of their
abilities”, while another felt that “all those impacted by decisions, policies or ideas
should have an equal say, so that their needs and opinions are able to shape it".



What value does having a diversity of perspectives bring?
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communities have not been treated as well as we would like in the past..” said
one storyteller.

For organisations, service-leaders, commissioners or researchers, co-production
allows them to address issues of equality, diversity and inclusion in meaningful ways
that go beyond tokenism or box-ticking - because this way of working allows them to
work alongside people with those lived experiences and cultural knowledge.

Multiple perspectives on a topic

Our stories tell us that having a set of very different people feeding in to address

an issue or problem offers a greater range of answers and perspectives. This helps
researchers, people designing services or policy-makers to understand complexity,
generate findings based on lived experience.

« “it was just wow, like there was one question but you think there are a couple of our
answers to it but no, every single person there has perspective, has their own side
and their own story to tell about that question”. This storyteller also told us an analogy

of how the humble potato can teach us the value of bringing together people from
different backgrounds.

* “It’'s an opportunity to work with people with a diverse range of experiences. Apart
from this forum, where would | ever have met, really, all the people | work with as part
of this forum?...It's about generating knowledge and ideas that come from a whole
range of different sources. And sometimes people’s small parts of their experience
link with parts of someone else’s experience, and collectively you actually generate a
whole range of different ideas that you wouldn’t have done on your own.”

* “Having that diversity of thinking creates better solutions” offered one storyteller.

+ A research team described how they can’t affect social change if they only approach
the issue from one angle: “we have to bring together people who have different
experiences and knowledge.”

«"everybody is unique..you get to meet so many different people, and so many
different experiences and get your conscious and unconscious pretty much ridiculed
everyday and your assumptions challenged.”


https://www.youtube.com/watch?v=KKRSlTJ6NUc&list=PL1vtHOjD7gN0zv69hASCuk6wfgHC4yrSq&index=43

Sharing life experiences, suggested one storyteller “helps the organisation to have

a fuller, rounder perspective.” These contributions suggest that, without taking on a
variety of perspectives, the work that is being produced would be less robust - missing
important points, working on assumptions, and lacking in diverse voices.

Offers learning opportunities

The stories highlighted how much professionals had to learn from people with different
perspectives - particularly people with lived experience.

 “We learnt about parents’ experience and that this is critical.”
- “How can we do research that better meets the needs of people that are less served

by it, and how do we encourage them to get involved?..l knew | had to start from a
place of understanding the problem first and understanding the barriers.”

Co-production creates plenty of spaces for people to learn from each other - and this
is of benefit to individuals, organisations and communities. We discuss this in more
detail in our co-learning section.

1
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See things from another point-of-view

Storytellers also described how the diversity of perspectives that co-production had
brought them face-to-face with had led to greater understanding and empathy. As
well as professionals coming to understand the experiences of people using their
services, for example, people with lived experience also learnt about the staff working
for organisations and the conditions and restrictions that they worked under.

- “I see how hard this person’s job is now. | see how difficult this is, whereas before that
they thought, "...they’re only interested in saving money".”

* “The idea of listening to other people saying things is an eye opener because | might
not have thought that way, and then with that new idea coming through, it’s opening
doors to new ideas.”

« Another person with lived experience described how valuable it had been to them
to “understand the why” - to be given a proper and honest “explanation of why
something you want can’t happen”in a service.

These quotations show the power of co-production to help people hear and
understand alternative positions and perspectives. As well as the personal value of this
(as one storyteller commented, “I love understanding the minds of people who think
differently to me”) the stories also demonstrate the value that this has to community
cohesion and satisfaction with services. If people better understand and empathise
with each other, more productive conversations can be had, and changes can be
made that have mutual benefits and with understanding of external restrictions.

Social justice

Several stories also alluded, directly or indirectly, to the idea that having that diversity of
perspectives is important for moral reasons as well. Inclusion was an important value to
many of the people we spoke with.

» One researcher described how “taking a co-production approach is important to me
as | come from a minoritized community. It matters because it's a way of creating
justice into the healthcare services.”

Often, it was this belief in co-production’s power to support social justice aims that had
driven people to get involved in this kind of work - whether they were coming from a
lived experience perspective, a professional perspective or acting as a facilitator

of co-production.



Listening to unheard Cultural inclusion See things from
perspectives and adaption another point-of-view

l

Diversity of Perspectives

Multiple perspectives Offers learning
on a topic opportunities

What value does lived experience bring?




14

The expertise of people with lived experience

Underpinning the stories of those working higher on the “co-production” ladder was a
deep belief in the importance of lived experience being at the centre of co-production.
As many of the contributors pointed out, they are often the people with the most
expertise and drive to create change, contribute to research or shape policy about the
things that affect them.

« “People who are at the heart of the things that society is trying to change are best
placed to help with the change. Beneficiaries of services are best placed to help with
that change as they live and breathe these services and know how they should feel,
and look, and operate.”

 One storyteller shared their belief that every situation “is made better by having the
input of the people who will be receiving that process, because they will be able to
inform that process better.”

« “It doesn’t matter how much you learn or think you know, unless you are the person
literally experiencing it, you just don’t know, and you have to co-produce it.”

» Another researcher described how the findings, and photos produced in their research
project had more impact because they came directly from people in the community.

 “You can‘t go in there blindly not knowing what the problems are, what the
gatekeeping processes are, and what barriers are facing people” cautioned another
storyteller.

These extracts show the value that people with lived experience have brought to co-
production projects. For many, it was a non-negotiable aspect of co-production and
the element that they saw as its greatest benefit. However, the Community Reporters
on our team also talked to people who described their projects as co-production, but
didn't have any people with lived experience working on them. This shows that there
is still a great sense of ambiguity around the term, and highlights the need to work
collectively towards a shared understanding of what can and can’t be considered
co-production. This is particularly true as co-production is increasingly becoming a
criteria for funding applications. The positive responses of people representing projects
based on lived experience highlighted above show what a huge difference this makes
to creating change of any kind.
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« In one project set up to tackle the issue of food poverty in a community in Bradford,
community-led co-production sessions helped identify an unexpected contributor
to the problem of food poverty - fear of crime, which was affecting residents’ use of
cheaper shopping options.

« In another, the young people with learning disabilities working as paid researchers
“were picking up stuff [in the data analysis] that us as academic researchers
wouldn’t have known, yes it's there, but we wouldn’t have known the importance
without their input.”

Again, this seems to suggest that without the collaboration of people with lived
experience, important aspects of barriers, challenges and social problems
would be overlooked.

Changed understanding and behaviour of professionals

Having people with lived experience as key components of the co-production process
is important not just for the value of their insights, but also for the change that learning
from them can bring about in others. Putting professionals into non-hierarchical
relationships with the people who use their services, or researchers and clinicians in
mutually respectful dialogue with the people who have lived experience of their areas
of learned expertise can have a transformative impact on those who usually hold the
power.

 One storyteller powerfully described how the “depth of understanding and expression”
displayed by the lived experience participants affected the professionals” “you can
see it on the faces of the professionals..they say, we should have been asking you all
along. They feel quite ashamed sometimes.”

« Another storyteller said they felt their work has the most impact on clinicians
and researchers involved in the work because it uncovers perspectives from the
community and patients they couldn’'t otherwise see.

* “The more that I'm challenged about what I'm doing, the way that I'm working, the
more | can learn.”

- “What a great opportunity to make sure that we don’t make assumptions. The value
of co-production would be that as much as possible to bring those diverse views
and those diverse experiences..around a table and make sure that we do not make
assumptions that, as professionals, that we know best.”
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« “Academics who co-produce change their mindsets and their work is better for it.”

- “| thought | listened to the young children and people | worked with, | thought |
advocated, | thought | collaborated, but | think in hindsight, if | was to go back to my
job as a social worker, | would do some things different, and better.”

« Another storyteller described how it was the emotional and social impact of co-
production that could transform behaviour, as much as what is learnt: “Social workers
love the work that they do, nobody comes into social work because it’s the most well
paid job out there and there’s no stress involved. People naturally have something
within them that makes them want to help people, if they’re in social work, and | think
co-production reignites that fire in people and allows them to tune back into that
voice that made them get into it in the first place.”

« As one storyteller highlighted, this can have long-term positive impacts. They
described how medical students attending their workshops said they “would never
forget the experiences and us sharing our stories in the workshop and that they will
take that into their own medical practice. That every time they’re a GP, every time
they have a patient with mental health concerns they will always think back to the
session that we did. That wouldn't have been so powerful without the framework of
co-production.”

Building human relationships between professionals and people with lived experience
brings greater empathy, understanding and respect, which in turn has a positive
impact in changing the practice of professionals. It is not just the individuals in the co-
production project which will benefit from this, but the organisation and wider society
will benefit from having professionals change their attitudes and behaviour

for the long-term.

Changed process

Our research also uncovered stories of how organisations have recognised this value
that people with lived experience bring, and changed their processes to embed co-
production.

« In the forensic mental health services in which one storyteller co-produces, they
described how the service has altered to “recognise and demonstrate value of people
with lived experience facilitating the process”. In fact, they deliberately target the
“people with the most reduced opportunities” for this mutually beneficial work.



Influenced outputs

Just as with the outcomes of co-production, storytellers also shared with us examples
of how outputs of projects and co-production processes had been influenced by the
contributions of people with lived experience.




« One storyteller amended their design for an 3-D autism simulation tool when feedback
from people with lived experience told them that they had to make it “much worse” (in
terms of what they experienced) than the person had first designed it to be.

« Another person with lived experience told us about the tool they had co-created for
discussions around pain between patients and healthcare professional: “It’s probably
more practical and uses proper language not NHS jargon..you're thinking of you while
you're doing it, you're thinking you’re a person who lives in a world, rather than a
patient seen for 10 minutes.”

Bringing the expertise of people with lived experience can help to create outputs that
better reflect the realities and suit the needs of the people they are designed to help.




« Co-production can cause harm, one storyteller warned. This is especially true if it
involves recounting trauma, if people feel that they have been asked to share stories
then ignored or treated poorly, or if change is not forthcoming.

« Another possible restrictor on the success of co-producing with lived experience is
making sure that people with lived experience do actually have the power and the
control to create an impact - that they are not there tokenistically or to implement
the agenda of the researchers or professionals. One storyteller felt confident that
they were contributing to the process - that they were involved in doing the work and
having them there was timesaving for the researchers, but also said they were “not
100% sure whether my contribution is impacting the outcomes”

Putting lived experience to the fore, for one storyteller, creates fundamental shifts that
affect the quality of the work produced:

“Say you've had some kind of service which was being co-designed and co-
produced by people who use it, loved ones that have people that have used the
services, and also the people around the table, the professionals, that put their
heart and soul into this service. It's always going to be better. It's almost like, if
you're a good baker..you’re making a lovely cake on a Sunday afternoon, you do
it through love, and all that love comes out into the cake, it almost tastes better
because you've put so much care into it. You're gonna put that little bit of spice
into it, lots of fruit, all this sort of stuff. And it’s a bit like co-production. If you put
your experience into something like that, it makes it feel as if the services are
done with love..It's doing it in a way that’s going to be right for people in the
future, the service or whatever you‘ve done in co-production.”

When people with lived experience are listened to, encouraged to take up positions

of power and control, co-production can have a host of hugely positive benefits for
organisations, professionals, services and wider society. However, this does rely on
people with lived experience - and their contributions - being treated in an equitable
and respectful way. What this means in practice will be examined in more detail in the
“Conditions of Co-Production” section.
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Depth of insights

The sections above have highlighted that co-production approaches were associated
by our storytellers with gaining a greater diversity of perspectives, noticing things that
might otherwise have been overlooked, and changing understanding. Another related
benefit that came out through this Community Reporting process was the depth

of insights and information that can be gathered through taking a co-productive
approach to research, policy or services. “The quality is so much better as a result of
doing co-production,” one storyteller described the research they’'d been part of, saying
that this made it have more “impact” on the research organisations involved and,
ultimately, services.

What value does co-production bring
to the depth of insights produced?
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+ “We had amazing in-depth life conversations; the analysis sessions were full of
passion and spirit, related to the Equalities Act and hate crime and particularly
equalities around education and children and young people’s rights and UNCRC [The
United Nations Convention on the Rights of the Child], that’s in depth, but it was so
lively and that’s really how co-productive research should be.”

- “The value [for services and organisations] is having rich information from the source
so we're not gaining this from a spreadsheet or a pool of data, this is coming from
real people.”

These storytellers both speak to the value of the types and quality of research data
and other insights that can be created through co-production.

Outcomes and projects are less shaped by researchers or professionals,
less agenda-driven

Undertaking research or change processes in a co-productive way does ask
organisations to let go of control and power over the project and its outcomes. This can
be destabilising but ultimately some of our storytellers felt that it “removed bias” from
research processes and pushed back against service changes where there is a “hidden
agenda”. Instead, the collaborative approach of co-production can lead to more
openness, honesty and creativity.

 One storyteller was highly critical of research projects that “come in with the idea
already in their minds for what they want to do research on and pitch it to you, then
ask you if you think, is it a good idea. For me, that starting point should have been at
the start before the idea.”

» One public advisor described their role as “being a critical friend”, and how the
organisations they work with create space “where they can hear even unpopular
views and comments, asking awkward questions”. This then impacts on the design of
research. They feel that this is good both for the quality of the research itself and for
the outcomes of the people involved.

- “ think it just is a way of escaping from the conventional ways of doing things and
if you can find some sort of escape from those, and you're not being tied down,
you can in this case find out much more about what you can do to help patients or
potential patients, than you would do in a conventional way.”



The sentiment within these extracts shows the positive, freeing potential of
co-production to help organisations, institutions, researchers and professionals step
outside the standard ways of doing things and open themselves up to the possibilities
of new and unexpected findings and methods.
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Co-learning

Learning is at the heart of many good co-production processes, and our storytellers
championed the way that co-production makes space for learning. In co-production,
they told us, all parties have something to learn from each other. People can learn, and
teach, different skills and types of knowledge. One storyteller described how they saw
co-production as a “two-way knowledge exchange, where you learn something from
that community, and you pass on knowledge and skills to them as well.” The reciprocal
element was extremely important to our contributors - it's not about people with lived
experience passing on knowledge to professionals for them to take away and share
nothing in return. It’s also not about professionals imparting their learned knowledge
from their socially-ratified position as experts. Co-learning is a collaborative, engaged
process with input from all sides, and benefits for everyone. “I learnt as much from
them as they learnt from me, being a part of that group,” said one storyteller.






Continuous process

Co-production approaches, if properly embedded, also lead organisations and
individuals to engage in learning as a continuous process.

« One storyteller comments: “we’ve spent years honing this skill - how to facilitate
co-production - and we're learning something new every single day”, showing that
the learning doesn't stop, even when someone might be considered an ‘expert’.

« Another person sums up the atmosphere on their co-production project: “everyone’s
learning from each other, ‘how did that work?’ ‘Just because it didn’'t work, doesn't
mean it’'s a failure, it means we can learn from it next time".”

« “ think that learning process is essential.. never stop evaluating, never stop reflecting,
never stop learning.”

The value of the co-production approach is that the learning is continuous, on-going,
and never stops. The stories we have gathered show that there is the potential for
learning at every stage of the process.

26
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What value does power-sharing bring?




valued in this, you’re an equal part of this, in a way you know more about this than we
do, so we're learning from you, that could be a way of getting more people involved.”

Skilled co-production facilitators can point to different and contrasting ways of
achieving this. For example, one storyteller described how she had asked to meet
residents of a community without the professionals in the room for one session, in
order to shift the dynamics and encourage people to find their own power: “people
think for co-production people have to be in the same room all the time and | don’t
think that’s true, because of the power differentials.”

Power-sharing - stepping up, stepping back

Storytellers offered insight into some of the ways in which they had experienced
power-sharing in co-production situations.

- “Anyone can be a researcher - it's about how they can be enabled to become
a researcher”, reflected one contributor, who wanted to “make research more
democratic”.

« Another story described a project where facilitators made sure that “families and
carers were valued for their assets”. They got rid of titles and created “a guideline that
no one was going to apologise for themselves”.

- “| developed an understanding of power dynamics and how to address them.”

« “With co-production, one of the most important things, what it’s really good at
addressing, is the power dynamics. Especially with some of the projects I've been
involved with, you're working with clinicians. And there’s often that inherent power
dynamic. What I've found working in co-production is it becomes flattened.”

- “Until we share a space, equally, with the people that experience social work, with
people with lived or learned experience of social work, we're not going to get it right.
And that’s the only way of being better and improving people’s lives.”

Removing signifiers of power, trying to shift power to people who usually don’t hold it
were accompanied by professionals themselves learning to cede control to others:

» One professional remembers “having to change my way of thinking”, shifting from
“having control” to “sharing work and encouraging others to be involved”. They
describe this as an “important lesson”.



« Another professional inverts the idea of communities being “hard-to-reach” and
discusses how they have had to “adapt to become less hard to reach themselves.”

The storytellers involved in our project were open and honest that power-sharing was
a complex process, and no-one claimed to be doing it perfectly or completely.
However, all agreed on the importance of striving for and working towards those
spaces of equality.




 One storyteller told us that, although he uses and respects terms like lived experience
and living experience, he prefers to share names and interact as people.

« Another person describes how “equality of relationship” was prioritised in the co-
production project they worked on - focusing on connecting and contributing equally.

That these experiences should seem so remarkable and unusual in working cultures
for the storytellers points to the transformative potential of co-production to humanise
areas like services, research and policy, and make them work for people with human
values at the forefront, rather than being subsumed by systems.

Trying to remove Stepping up,
hierarchy stepping back

Sharing roles.
Sharing power.

Striving for equity.

Being humans Putting people with lived experience
together into power-holding roles

People driving change

Many of our storytellers described how they felt true co-production comes when people,
rather than professionals, are the ones making decisions, taking action and steering

the direction of a project. As a collection, the stories show that this is what distinguishes
co-production from other types of collaborative work like involvement and consultation:
“Co-pro is more about being the driver, with other agencies, in producing something
which is jointly-owned.” In another story, the speaker describes their experiences as

a lay person on a committee, where they were given a document to comment on.

They contrast this to their co-production experience, where there were “patients in

the room from the beginning”: “The piece of paper that we were consulted about
contained ideas that we'd put forward as patients with the different types of arthritis.”
Having the agency to create change and take control is one of the most important and
valuable elements of co-production for these storytellers - and with it come benefits for
individuals, organisation and society.
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Genuine control over project and process

Our storytellers were able to share examples from their co-production experiences to
demonstrate the value in letting people with lived experience and other stakeholders
take control of the projects that will affect them.

« One storyteller working in housing described how their project had evolved thanks to
the tenants taking control of their own involvement. In the project, tenants were asked
to help the housing provider come up with a set of customer promises. However, the
tenants felt that actions were more important than words. They agreed to help with
the promises on the proviso that some action follows. They are now running a co-
evaluation project where tenants research, report and present to assess the baseline
of how the Housing Association are doing against the promises. By allowing the
tenants this voice and control, the housing provider has ended up with something
much more than “a set of words stuck up in reception”. The plan is to make this an
ongoing, tenant-driven annual “health check” process.

Several storytellers reflected on the idea that it was important to involve a variety of
stakeholders right from the beginning - not to have a pre-set agenda. As one person
noted, “often the things that researchers choose to focus on aren’t actually things
that are a priority to people.”

This flexibility and ability to drive the direction of co-production should continue
throughout the process, agreed one storyteller: “I think it's really important that
whatever comes out throughout that process can grow in different directions... it’s not
about ‘come and tell us what we want to hear’ it’s more about ‘come and lead us””

A story about a social work group showed how many different areas could be put in
the hands of people with lived experience: “The group are involved from the design

of an ideaq, delivery, evaluation - not just asked to tell their story. They have been
involved in podcasting, webinars, international webinars, they teach in the classroom,
and interview the applicants to the social work course.”

“It’s the value base behind the co-production ensuring that people not only
coproduce but they are co-leading on pieces of work and actually a co-author in
papers.”

* “Ask people to write their own reports and don't stifle them.”

« Another storyteller explained that they thought one of the benefits of co-production
was that organisations can “give over” part of services to the people that use them.

These stories show that giving control over to people with lived experience creates new
opportunities, gives space for innovation and supports professionals and organisations
to deliver, based on the expertise and experience of people.
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Change in attitudes - recognise capacity to create change

Some of the stories showed that putting people in positions of power and allowing them
autonomy and control had a knock-on effect. As people recognised their own capacity
to create change, their attitude became more positive and their actions grew in scope.

- “The thing that | love about it is the infectiousness, or the enthusiasm, and the sense
of actually this is the way to do things, you can see that emerging in these groups
and across other partners who perhaps before might have been sceptical,” one
storyteller told us.

« “By the fourth session, the dialogue was really different, and they were saying ‘we’ll
organise our socials, but we don’t have a social space so what we want you to do as
the HA [Housing Association], because you've got clout and budget, we want you to
find us somewhere, a space that we can gather. We'll sort the rest..we just need you
to find the space and we're very capable’..they really swapped from like ‘how are you
gonna solve all our problems’ to ‘we can do all this stuff but this is the bit that you
can do’, which was amazing. And that complete transformation in four sessions which
when you think about it isn’t that much, is like 8 hours total.”

+ Another storyteller described how residents organised a series of community meals to
discuss the issue [of food poverty] and come up with solutions. Ideas included: more
police in the area, council support, more local buying options.

These examples show that unlocking that recognition of people’s ability to take
control and change things in their community or organisation can have a positive
“snowballing” effect, where the validation of successful change spurs further will
and action.

Professionals changing practice to put others in control

In order to achieve this momentum of change, people need to be given authority

to make decisions and take actions - to lead projects or parts of projects. Many
storytellers noted that this requires professionals to change their practice or step back
to allow others to take control, where they may be used to managing and directing the
actions of others in the course of their job.

- “What | hadn't realised until we did this project was how much | focus on the outcome
that | need young people to achieve and how tightly | direct them towards that
outcome without really meaning to do so. And working on this project..this kind of this
idea that we ask young people how they want to approach things, which sounds like
a really obvious thing to do, was I'll say, a revelation.”
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In this example, the process of co-production has made the storyteller, who considers
themself “a very open minded person who likes to try new approaches to educating
young people”, to have a realisation about their previous practice. The self-reflection
that has been prompted here leads to positive change in their behaviour and outlook.
There are similar examples throughout the stories of professionals confronting their own
need to be in control of situations and learning to let go through co-production:

 “At the start, | thought that the young people on the panel would need a lot more
support and guidance from me than they actually do need. | was really concerned
with having a structure for them to follow, and | felt nervous when | didn’t know what
to ask them, or how our meetings were going to go, because | felt like it needed to be
very controlled to sort of guide them through it. But actually, the more meetings we
had together and the more we worked together, the more | realised that they could
lead better than | could, and actually direct the conversation. They came up with
some ideas that | wouldn't have thought of for the project.”

In this instance, the young people suggested that they could do some of the interviews
with their peers, rather than the PhD researcher carrying them all out. This was taken
on board and the storyteller believes the research is better as a result.

People feel ownership - buy in helps you achieve more

In another example of an attitudinal shift prompted by a change in way of working,
several stories described how putting people in control through co-production
encouraged them to take ownership of the project - which might be research,
improvements to a service or development of policy. Storytellers spoke of how this
creates investment and buy-in from the community of stakeholders, which helps to
achieve more

- “[students] knowing that they have a say in how they can move forwards with things
just increases that ownership that they feel for their learning so much and then

impacts on their buy-in to what we're doing and their pride in what they actually
achieve.”

- “When they feel that their voice matters and they’re actually leading research, and
they're integral to it, so without them we can’t move forwards.”

« A person with lived experience explained how being in at the beginning of the project
has made a difference- they feel that they’'ve been able to shape it.

« “No one wants research to succeed more than the people living with conditions.”

The increased self-belief and investment in the project makes people with lived
experience important actors in the change-making process. This sense of responsibility
keeps people engaged in the project and gives it momentum and drive, which in turn
helps achieve things.
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Collective action and connections

Storytellers emphasised how much of the power of co-production resides in the ability
to work together to create change: ‘The single most important thing is the building of
relationships,” one storyteller told us.

Connection and support = power and opportunity

However, what the stories also show is that it's not necessarily talking with the most
powerful people that create change - the power and opportunity for change often lie in
the collective action taken as a group working together.

+ One storyteller described how “peer support groups enable people to find their power,
to find their voice because it’s a step towards, then when we do bring them together,
they are primed to have much more constructive conversations.”

« This person also told us how people involved in co-production then go on to spread
power through their community: “[The] group felt empowered to help others in the
community as well as themselves, because they realised their own assets
and knowledge”.



+ As a result of co-producing, one storyteller described how their link clinic set up not
only enables them to engage with the community that they want to serve, but also
“helps with community cohesion”.

« “There are lots of serendipitous opportunities that come about from mixing with
random people and forming new networks.”

In these examples, the value is in bringing people together to form stronger community
links and through the power of collective action. People feel stronger working together
as a group and have an enhanced ability to create change, both through bringing
together their knowledge and skills, and by collective representation rather than acting
as individuals.




Connecting with Connection + support
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The sense of connection and the building of capacity for collective action described
above had a knock on effect in many of the stories. Storytellers described how co-
production had enhanced people’s ability to create change in organisations, services,
systems and in their local communities, the benefits coming both within co-production
projects themselves and diffusing through indirectly by upskilling, providing models for
change and shifting cultures.
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Sharing resources, findings, tools

Concretely, co-producers were also able to point directly to outputs, resources and
insights they had shared with other agencies or organisations.

- One storyteller described how their co-produced Diagnosis Support Packs for autism/
ADHD were shared and embedded within local schools, and they are in discussions to
roll out the resource more widely through NHS England.

- “We will share our findings with local leadership and policy-makers about what needs
to change and [the young people’s| recommendations.”

Co-production produces new findings, models, ways of working and tools that can be
replicated or shared by others - offering value more widely than the confines of the
original project. Contributors to the project also spoke of how co-production allowed
them to raise “greater awareness” of the issues that they set out to tackle, and to win
“hearts and minds”, which again enhances the capacity to create change around
these topics.

Organisations changed to become more dynamic and people-focused

The stories also contained examples of how co-production had impacted upon the
organisations taking part, allowing them to adapt. The transformations that co-
production brought about in these systems left them more able to create change and
act dynamically, and with a focus on people.

» One team described the big “culture shift in way of working” that they had observed
through their co-production project.

» Another storyteller shared a positive example of measuring work with a council where
they developed “a level of continuity and local connection embeddedness”. The
speaker felt that this needed to become the “norm” in local government.

This is another one of the more intangible and indirect benefits of co-production - it

is difficult to measure shifts in attitude and working practice (particularly if nothing
has been officially set up to monitor such changes). However, the stories provide
evidence that this is happening in the experience of co-producers, and it is easy to see
the huge positive potential that these types of shifts hold within them for achieving
social change and creating organisations and services that better serve the needs of
communities and work more effectively.
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Trust

The concept of “trust” - both as an outcome and a process - came out in many of

the stories as a hugely valuable and important aspect of co-production. Many stories
described the time spent “building relationships and developing trust”, but also the
positive results that can be achieved once those mutual relationships of confidence
and care are established. As our storytellers described it, trust is one of the outcomes of
co-production that can be beneficial long after the initial stages of a project

are finished.

4]
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In research

* “Having the involvement from the people in the community also built trust in the
research and | think that people were more willing to come and talk to the research
team... because they knew that it had that authentic input from people with that lived
experience.”

« “The photos really helped to open up that discussion and for us all to get to know
each other, and | feel like it really helped with the discussion about the health
research, because people had already opened up and shared something, and so it
was much easier to talk about those difficult things as well.”

« Another storyteller described how they had worked co-productively with the Gypsy
and Roma community, where there were “high levels of mistrust based on previous
history and experience.” This storyteller pointed out that it would be “disrespectful to
expect them to join willingly”. Co-production can help overcome these misgivings if
a lot of time and care is placed into building trust, but the storyteller urges other co-
producers to “be mindful that communities aren't all able/ready to engage in the
same way.”

In co-production itself

« Time taken to build trust is an important part of the co-production process. “Building
trust and a space where people feel valued and equal in terms of the decisions that
are taking place” is what makes co-production work, according to one storyteller.

« This means that co-production often happens more slowly than other processes
of change: “You can’t go from 0-60, you need to build relationships, and gain
understanding of intent”.

« “The really nice thing is that it has allowed us the opportunity to build relationships
with each other, and to trust each other because you talk about some quite personal
things sometimes within the group.”

Trust is important in connecting with “seldom-heard” groups and those for whom
services, research and policy are distant and hard-to-access. But for any co-
production group working together, storytellers felt that trust was both an important
aspect of the work of co-production and a lasting outcome of the process.
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Challenges

While the sections above detail what storytellers told us about the positive value of co-
production, people were also open and honest about the barriers they face in doing co-
production. This section covers some of the most common challenges or cautions that
co-producers offered up to us in their stories.
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Systemic and organisational barriers

Even where the intent, will and understanding of co-production was there, what
co-production looks like in an “ideal” state came into conflict with the lived experience
of co-producing in the real world. Many of the co-producers described the systemic
barriers they had come up against while trying to create change through
co-production.

» Working against systems is like “running through treacle” said one experienced co-
production facilitator.

+ A team described having to have a “candid discussion” in their action group about the
“organisational structure and its limitations” that shaped their project.

« “In a co-production project, by its nature, you can’t exactly say what’s going to
happen at the end at the beginning. And in handing over that power to the people
that you're working with, you come up against this tension between between wanting






47

Still not a standard way of working

Part of the problem that co-producers are facing in these challenges is that
co-production is still not a standard way of working. Our storytellers described the
barriers to understanding, implementing and finding the time and space to carry out
this type of work.

« “I think working in a different way is difficult because they have constraints themselves,
and a lot of the time when | work with clinicians or researchers, they kind of do this
separate to their work.”

» Another storyteller pointed to the lack of co-production in wider society, whereby most
things are still run with a “top-down hierarchical process”, as a reason for poor
take-up of newer, collaborative ways of working.

» There may also be fear about reputation or opportunities that will be open for work
that is co-produced: “There is a lot of emphasis in research on traditional methods...
it'’s harder for co-produced projects to get recognition and into prestigious journals.”

These storytellers all identified that co-production is still a niche way of working, and
this can present practical, organisational, and gatekeeping barriers which may put
people off, or make the projects that do exist more difficult to run.
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Products or findings of co-production not embraced by professionals

Another, related problem that we heard repeatedly from storytellers was that the
outputs of their co-production processes were not always respected, well-received or
used by professionals in the ways that they were intended.

» One storyteller described their disappointment with the take up that the tool created
by their project had had. “It's very innovative, user-friendly,” they said but it has “not
been embedded or introduced to patients”. They felt that this was not a deliberate
action but that it came up against the pressures that NHS health workforce are
under, highlighting the need for all parts of an organisation to be onboard for a co-
production project to be successful.

» Another storyteller described how their research is designed to be practical - the
development of a new service - but that it will be up to the organisation to take the
service and implement it. This decision is out of their hands and they described the
difficulty, pain and frustration in having to be upfront with their co-producers that their
research might just stay theoretical.
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« “Whilst co-production clearly has an impact on individuals representing organisations
in a co-production group, they don’'t always have the mandate to make changes
even if they can see the value.”

The evidence from these stories indicates the importance of people within power-
holding and practical roles from organisations and institutions getting involved in the
co-production process, or at least being committed to implementing and enabling
the changes that are the desired results. Without this, co-production can get stuck at
the point of having theories and suggestions for change, but only able to make limited
actions and therefore not have as great an impact in the “real world”.

Time

An underlying theme running throughout many of the stories was that co-production
takes time - often more time than other methods and sometimes more time than is
available within the institutional and systemic structures in which people are trying to
create change.

» The “amount of time needed is a concern” said one co-producer, who felt that they
didn't give enough of their time over to it.

» Co-production is “time consuming,” another research team reflected, saying they
“spend a lot of time on building relationships.”

 “l wouldn't say it's an instant fix, because it takes time. It can be hard work.”

Some co-producers reflected on the reasons why they felt under such time pressure,
and thought about causes and solutions.

» One co-producer pointed out that the devolved legislation they were working under
in Wales says that public bodies need to do co-production but they are not given the
time. They felt there was an ongoing need to “shift the culture to get it right.”

» Another storyteller said that in co-production “things take more time - but that can
be okay”. They argued that they would “rather spend time on a job well done” but
acknowledged that “organisations can have different pressures.”

« Another storyteller felt a big problem hindering co-production was “short-term
funding” schemes which “impose a timeframe”. They described how this was
restricting how much feedback patients could give into the project, and made it less
likely that their recommendations could be implemented.



« Another storyteller echoed similar sentiments, arguing that commissioning cycles
need to run in ways that account for the time needed for relationship-building.

Inadequate time to explore, build relationships and trust, work in a collaborative way,
and engage people in all stages of the process makes co-production less effective and
more difficult. Time is one of the biggest constraints on co-production, and adequate
time would be one of the most important conditions for co-production to flourish.




« “It’s very difficult to assign success factors, because it's about feeling”

« “The difficulty is that it's hard to quantify aspects of co-production,” said one
storyteller, pointing to things like the value of networks. In their experience, “most
organisations want more tangibles or quicker financial gains.”

* “The thing that struck home to me was how complex evaluation of co-production and
research can be - because co-production in itself is a very multi-dimensional and
very complex thing.”

« “It’s too early to tell what the impact of the research will be or whether co-production
will have impacted it,” reflected another storyteller.

In part, these ideas mirror the rationale for this project - that it is difficult to measure
all of the impacts, values and changes brought about by co-production. There could
be an argument for further research, skills sharing and development of resources and
training around different evaluation methods that might be suitable for co-production
- but any one method in isolation is unlikely to catch them all, and the most suitable
tools are likely to be a mix of quantitative and qualitative methods. Implementing an
evaluation strategy effectively is likely to take extra time and money, which may put
pressure on the change or action that can be created.

Complex and messy

Another challenge described by the people who shared their co-production stories with
us was the confusion, complexity and “of the process. The creation of a comfortable,
power-sharing space to solve problems collaboratively can be a positive environment
for some, but create anxieties for others (or people may feel both emotions at different
stages of the project).

« “Some people like order and structure,” noted one storyteller, but in co-production
“you have to sit with mess for a while”.

- “It can be quite intimidating. In fact the opposite of, if you go to a formal meeting at
work, that’s intimidating to me. Well, it can be equally intimidating to be part of a co-
production, because you’ve got no idea what this is about.”

« “Co-production is hard work...it'’s not an easy fix.”

The removal of structure, clearly defined roles, pre-set agendas is what allows
co-production to strive for meaningful, people-driven change. However, it is clear
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that this can be a challenging environment for some people and they will need to
be supported through that. Peers or colleagues looking in from outside might also
be intimidated by what they see as “messy” ways of working, so may be put off from
taking up the methods themselves.

Overally, there are numerous challenges to co-production, and most of our storytellers
did not shy away from confronting these head on. However, with a few exceptions,
most people felt that the value that they saw from co-production was worth facing
these challenges: “It does have its challenges, but the benefits are more important
than the barriers!” one co-producer enthused.
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Value for all - individuals, organisation and society

In this section, we explore the (sometimes overlapping) benefits that co-production has

provided to people, the systems and organisations in which they live and work, and to
society more generally.

Impacts on individuals




Developing emotionally and growing in confidence

A huge number of storytellers spoke of how they felt their own confidence grow
throughout the co-production process, or how they had witnessed others develop in
confidence.

« One storyteller saw the “self-esteem and confidence” of a group of residents grow as
they gained awareness of their abilities.

« “It’s definitely made me a lot more confident as a person, it's made me less
undervalue my voice and given me more of a motive to use that voice to help others.”

+ Another contributor described how co-production had given them a lot of confidence
to use their own skills and knowledge to make a difference locally, as well as increased
confidence in their lived experience. They told us they could use this confidence “on a
daily basis” and it was “transferable to all areas of my life and work”.

« “I personally think it’s opened up my world to things that | wouldn’t have touched two
years ago. It's made me more of a confident person, I'm more outgoing, | blog post
more. It stirs things up. It's made me more of a passionate person, | mean in the way
that I'm passionate about something | believe in.”

« In another co-production project, the storyteller described how one of their peers,
a person with hearing loss, gained confidence and took a new role as the group’s
photographer.

« This was true of professionals and researchers as well as people with lived experience:
“The key thing that I've had from co-production is that it’s really improved my
research, not just on the projects that I've co-produced but generally changed my
outlook on the way that | do research. It’s given me more confidence to take risks.”

Career and Employment

Storytellers described how getting involved in co-production brought opportunities for
further employment and learning for participants, particularly people with
lived experience.

- People gained new contacts/networks, references, things to put on their CV, which one
person described as “opening doors”.






Friendship, connection and networking

People described the friendship and network connections that they had developed
through their co-production experiences. For some, this was the first time they had felt

connected to others in this way.

« “ came from being a person who never really interacted with society. | was quite an
isolated individual, very muted and not really interacting at all. | had never done any
online talks, and this gave me an opportunity to be able to go for the first time ever
and speak with other people.”

« Another co-production team described their joy at seeing young people connecting
with people they wouldn't normally meet.




« Another researcher working with young people and teachers expressed a similar
sentiment: “I also feel really proud of the young people and the relationship we have,
building that makes me feel warm.” They described how doing a PhD is usually a
solitary activity, but they had built “these really strong connections with people that |
just never would have come into contact with.”
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Support

Some of the co-production projects that had the most impact on individuals were
ones in which support for the people involved had been well-thought through. Getting
involved in co-production often enabled people to access information, guidance,
opportunities or community support that they might not otherwise have been able to
get. This has a positive impact on inclusion.
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Impacts on organisations




Less waste - saves money

Storytellers pointed out that although co-production is sometimes seen as more costly
than other ways of working (because of the amount of time involved), because the
outputs have been co-designed, they are more fit-for-purpose and therefore can save
money in the long term.

« “The impact is that if we don't do it..we're potentially wasting scarce public money
coming up with the wrong solutions for people. If you can quantify that in pounds,
shillings and pence, | suspect there’s huge public service savings to be made by
co-production.”

+ Co-production helps organisations to “get it right first time”, so that “helps with the
finances.”




« Co-production “removes wastage, because from the start you are involving people
and asking them what would work and what wouldn’t work.”

- Co-production results in “services that meet the needs of the people that they are
designed for, less waste if you want to talk pounds and pence.”
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Changing the way things are done

“The value of co-production is the ability to create change,” one storyteller said,
expanding to discuss how co-production can “provide the evidence and the will in the
community, and the mediums to create that change.” One of the biggest values of co-
production to organisations is its ability to activate change.

« Storytellers described a whole host of tangible outputs and concrete changes that had
been co-produced, including, but not limited to:

= Diagnosis packs, conversation tools, information packs, online content about
different health conditions including eating disorders, pain;

= Co-produced hospitals, link clinics and inclusion projects, such as a project
offering hearing in an empty unit in Dalston Shopping Centre;

= Digital tools such as video games, virtual school tours and a 3D autism
simulation;

= Papers published in peer reviewed journals;
- Contributions to conferences/seminars/workshops online and in person

= Education and training e.g. for social workers, cycle training for South Asian
Women

= Customer promises and evaluation process for housing association

» However, the value of co-production was not limited to the outputs themselves, but
often in the wider changes that the process brought about.

» One co-producer discussed how co-production “stops some of the narrow and
rigid thinking in organisations, adding that “I have so much more respect for the
professionals | work with once they‘ve laid the cards down and said, ‘let’s put that title
here..I respect your view"”

People with lived experience being part of that change

Taking a co-productive approach made organisations put people with lived experience
in the driving seat of change.



« “Too often people with lived experience are asked to tell their story and then aren’t
involved in follow up, [so they] don't know if change is ever made. Whereas in co-
production they get to be part of creating that change. Not just sharing your story and
hoping for the best.”

« “Without co-production,” one storyteller reflected, professionals “can talk about people
as if they don't exist”. They argued that co-production improves organisations because
it forces staff and managers to “confront and change and adjust.” They describe how
when they were sat in a board meeting as a person with lived experience, their very
presence made the panel members realise that they were speaking about people in a
way that wasn't appropriate. This awareness prompted by working with people rather
than working for them can change behaviour and institutional cultures and attitudes
for the better.

Putting recommendations or learning into practice

There was evidence in the stories of participating in co-production having led to
changed practice and behaviour of staff or other individuals in organisations in
response to what they've learnt or experienced.

» For example, one storyteller described a shift in language that had come about
through co-production, where “doctors’ reports will always include strength-based
discussions in consultations”.

- Staff in schools reported changes in their behaviour, and one story demonstrated the
impact that co-production has had on social work training in one local authority:

= “And we’ve got someone who has had a huge number of social workers in
her life, and she says that she can tell categorically where a social worker has
qualified from..what she’s telling us anecdotally is that she can tell if they've
graduated from the University of Suffolk by the way they stand in her kitchen, by
the way they approach a relationship, by the way they interact with her and her
son, and that’s quite incredible.”

« Co-production also harnessed organisations with innovative tools and new ways of
doing things:

= The creation of new emojis with young people with additional support needs

who experience emotions differently, which according to the storyteller offered
“so much more colour, insight, and imagination” than the existing tools.
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= A project looking at hearing loss took their exhibition to Dalston Shopping Centre,
and offered hearing checks to passers-by set in an empty shop unit.




not .. through co-production... | think it is really the way forwards to doing everything
with children, particularly in school communities, with parents. | can’t imagine that
there’s a more engaging and respectful way to lead change more than co-production.”

Organising services and decision-making around co-production
principles
In order to achieve this model for co-producing change in the long-term, organisations

have had to change their systems and structures to better support the ways of working
that co-production requires.

 “Co-production should be the starting point, not an add on.”

« In our stories, we heard examples of services, research and policy starting to be
co-designed, planned, commissioned, and evaluated. One storyteller described
the development of a new kind of commissioning structure which “challenged the
traditional NHS way of doing things which is top down, and to think about something
that is grassroots and bottom-up.”

As well as (or perhaps even before) these practical or structural changes, co-production
was also shown to bring about changes in culture that improved organisations.

* “Co-production can create a culture within organisations, it also changes the way
organisations work and see the involvement of people’s lived experiences. It changes
an organisation and staff thinking. It enables organisations to produce the best work
as this will be centred around the living experiences of those that may have been
beneficiaries of the offer the particular organisation is delivering..Co-production has
a snowball effect on people in organisations and they see the benefits of co-
production and then want to start doing it themselves. Even if they don't really know
what it’s all about!”

« “The beauty of co-production is it could change the whole culture of an organisation,
not just make services and provision better, if we understood how important it is for us
to be is to be open.”

* “l actually think that the people who are a bit more sceptical are actually the biggest
converts in a way. I've worked with some really senior people and one guy said to me 'l
can’t believe we haven't done this before’”

The stories show that co-production can bring powerful changes to the ethos, community
and working practices of an organisation, while also enabling them to achieve better
outcomes and make decisions that are based on evidence and centred on the people
involved - whether that's staff, students, patients, residents or other stakeholders.



65

Putting recommendations Better informed Less waste -
and learning into practice decision-making saves money

People with .
Producing better

lived experience————_ IERVEIVERGoXolde gl lela o a0 <
are central to g outcomes

change / T
Changing the way Longevity and Inclusion - “nothing
things are done sustainability about us without us”

Impacts on society

A fairer society

Co-production becoming a more mainstream way of doing things had the potential to
create a fairer society with greater involvement from citizens in decisions.

 The overarching approach of co-production means it's “fairer for all” and “better
decisions are made for everyone,” said one storyteller.

« Another spoke about the way in which co-production allowed people to access what
they called “meaningful citizenship”. They felt that co-production “enables everyone to
feel that they have ownership and stake and investment in decisions that need to be
made, services that need to be designed.”

« Co-production can create a “more open society”, another storyteller argued, through
“building bridges and learn to work things out together.”



Employment for disadvantaged groups

One way in which co-production contributes to addressing inequality and discrimination
is through opening up access to employment for marginalised groups. These seldom-
heard voices are then represented among professional teams and within organisations,
offering the potential for further change.
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« One storyteller described how the project they had been working on offers opportunity
for employment: “that’s where it does start to impact on society because forensic
mental health is not well represented in the workplace. It’s not an easy barrier to
overcome when going into the workplace and society. Learning skills which require
removing your own self-stigma..being able to harness that expertise is really exciting
and the fact that we are building skills and confidence there.”

« Another co-production team described how the opportunities for people with learning
disabilities and autism in their project had led to a “change in attitudes.”

« One storyteller celebrated the fact that, after their project had ended, two of the
young people with learning disabilities went on to other research jobs. But they also
acknowledged that there was still more progress that needed to be made: “because
there are generally severe barriers to the job market for people with learning
disabilities, some of the other researchers had to go back to volunteering work which
was frustrating.”
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* “People are more aware of their rights,” reflected one storyteller.

* “When someone is valued, they start realising things, which is the gateway to
opportunities like education.”

« However, co-producers also felt there was the potential to do more in this area. One
person described how they want to “change research practices so that they're not
created in a vacuum but reflect what the community would like to see”.

A model for others to follow

« Co-producers were keen to spread the potential and findings of the work they'd done
by offering it as a model for others to follow. This opportunity for replication holds within
it the potential for the benefits of co-production to spread further through society and
be adapted for use in different geographical areas or by different groups of people
beyond those immediately involved in the initial work.

« One co-production team felt that their work shows the potential for the development
of school curriculum to be co-designed and user-focused. In this example, both the
approach, design and behaviour used can be copied and taken up by other schools.

- Storytellers also offered examples of where people who have experienced co-
production spread the benefits and learning to others: “this is making a big difference
and for me in my own practise in the classroom” but also “makes a difference for me
as the curriculum lead influencing other members of staff.”

» “More people are responding to the research ultimately meaning that people are
more likely to engage in this research, this has an impact on society and uptake
of research.”

« Another researcher hoped that if they are able to co-design a hybrid model for the
service through co-production then this could be a model for other services.

Sharing learning more widely

One of the simplest ways in which co-production has positive value for wider society is
that projects can share their learning with others. The people we spoke to were able to
give concrete examples of this happening in practice.



 One storyteller co-producing around the issue of hearing loss described the various
ways in which the project had reached out to the wider community and produced
shareable assets to distribute the learning: a YouTube video created during lockdown;
newspaper articles in East End press and radio appearances to raise awareness; an
in-person exhibition in a shopping centre; and an app under development to mirror the
experience of the exhibition. They also had evidence of the impact of this sharing, their
evaluation found that a “high proportion of visitors to the exhibition declared an intent
to seek help and knew the route to seeking help via the NHS.”

» Another co-producer described how they had filmed the discussion at their exhibition
and they are going to share it online so that other people can benefit from the learning.

Positive impacts on wellbeing

» Many co-producers referenced in their stories the benefits that co-production brought
to well-being, not just of individuals but how these changes added up to an overall
healthier and happier society. “Better overall well-being is difficult to quantify,” one
co-producer acknowledged, but like many of the storytellers, they felt they had
experienced this among the people they were working with in their local area.

« “It shows the society, shows lived experience and how involving individuals is good for
health and well-being and has such an impact locally and nationally.”

» Another storyteller talked through the way in which co-production had led to a better
way to improve outcomes around sensitive topics like smoking during pregnancy or
infant feeding. In these areas, there are health implications of decisions and behaviour.
The person described how the temptation is for “health professionals to want to
educate people to make positive changes,” but entering a conversation from that
position can feel patronising and intimidating to people. If people feel like they are
being talked down to, this can actually have quite a negative impact, the storyteller
said. “The challenge is to have conversations..how can we have open and honest
conversations that aren’t about telling people how, but are about curiosity and not
trying to fix people”. Co-production led to a change in approach which then has
benefits for parents, babies, and the healthcare service in the long term.

« Co-production’s flexible and participant-led approach meant that wellbeing often
became a focus of projects that were not originally set up with this aim in mind. For
example, in one story, people were keen to learn more about mental health and more
trainings were introduced as a result.
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+ Another storyteller described their belief that the library of lived experiences will
definitely support the public, adding that their own experience of pre- and post-natal
depression would have benefited from a living book or similar ability to connect with
someone who'd experienced the same thing.

Services that better meet needs

One huge benefit of co-production mentioned by many of the storytellers is the creation
of services that better meet the needs of the people who use them. This has value to
organisations, as discussed above, but also to wider society as social issues are better
addressed and people are better supported.

» One co-producer described how involving young people in their project had enabled
them to have a wider impact on the community. They spoke to police and crime
commissioners in Gwent about when bullying turns to hate crime, and what can be
done about it in community settings. The commissioners’ office have changed their
reporting mechanisms as a result.

» Another storyteller working for a local authority shared how “The value for people
is getting the right support, for example, housing pods that meet the needs of the
homeless community, ensuring that there is an appropriate offer for groups of people
that the system may find it challenging to support.” Co-production helps ensure “that
the local commissioners meet the needs of individuals.”

« This also has financial benefits to the public purse, noted one contributor, because
“funds can be used and targeted effectively”. This helps local authorities, health
services, universities and other providers make the most of limited budgets.

Co-production is becoming a more normal and mainstream way to do
things

One final point that was raised in relation to the value of co-production to society was
that, as more people are getting involved and taking up the method and its ethos, it is
gaining in popularity and becoming a more mainstream way to do things. This in itself
brings the potential for all the benefits described above to be multiplied and have a
bigger impact on more people.



 One storyteller noted that things have changed over time and that, in comparison to
other countries, the UK is at a more mature stage with co-production work.

« Conversely, the products of UK co-production can also be spread for global benefit:
“Some of the work that has been done with the patient and public involvement group
has gone international.”

+ One storyteller from a local authority describes a new “multi-million-pound contract
being commissioned, that has clauses about what people say and need.”

No co-production project exists in a sealed bubble, and so each attempt at co-
production can have positive ripples that touch wider society to create changes.
Whether it's sharing learning; offering new research, tools or services; or activating
communities, co-production’s effects can reach widely.
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The Value of Co-Production:
Research, Policy, Services
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The conditions of co-production

Through the stories, many people brought up the issue of “buy in” to co-production and
discussed the context and conditions in which they think co-production works best. We
also explored this question, using extracts from the stories as prompts for a more in-
depth discussion, in participatory workshops in-person and online. In these sessions,
we asked people to think about the “ingredients” of co-production. In combining the
findings from these methods, a set of ideal conditions for co-production has started to
emerge. This area needs more research, but this section of our report outlines some of
the most common answers and starts to provide an idea of the building blocks needed
to make co-production happen. Here, we outline the key conditions that emerged from
the research, backed up with some supporting quotes from the people who contributed
their stories and ideas.

Intent

Co-production should be undertaken for the right reasons. This means not as
a box-ticking exercise or to validate pre-approved plans.

« “Do it for the right reasons..do it because you're curious and you're interested and you
want to hear from people that you're researching.”




Flexibility/openness to change

Co-production projects are unpredictable, outcomes are undetermined, and work
with real people as human beings interacting together. Therefore, co-production
requires flexible conditions. Things such as timescale and budget might change, and
the outcomes or even the topics might end up being different to what was originally
envisaged.

« “Flexibility to change original proposal.”
* “Ability to push back against deadlines.”

« “Not a linear journey.”




Share power and remove hierarchy

Co-production involves trying to share power. This might mean professionals stepping
back and letting go of control, and people with lived experience stepping up into
positions of influence. In order to do this, co-producers need to take steps to remove
markers of hierarchy.

 “Both medicine and academia are hierarchical institutions - getting rid of titles and
qualifications is less alienating.”
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Facilitate well or get a trained facilitator

To support power-sharing, an open culture and to make everyone feel safe, co-
production needs to be well-facilitated. Someone external or independent can help to
work through conflicts and support the process. If someone internal is facilitating, it's a
good idea to get training.

- “We've spent years honing this skill - how to facilitate co-production - and we're
learning something new every single day..if you're not sure, get a facilitator in who can
help you do it well.”

« Importance of facilitator: “transforming a room full of strangers into a room of people
that were comfortable with each other.”

* “Get training and advice from people who've done it before.”
« One storyteller said the most useful thing was having someone experienced in co-
production who actually showed them how to do it - modelling the activities to do with

children.

« “Need skilled facilitators - power dynamics need to be understood and
acknowledged.”

* “Have training on co-production.”
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Be open to learning from mistakes/ongoing evaluation

The best co-production projects are based on ongoing learning and evaluations.
Mistakes are inevitable and valuable, because you can learn from them. The co-
production process itself has to be open to change.

* Things will happen that are “not planned..make mistakes and learn from it.”

 “Take time to explore the things we need to do..what’s working well.space to learn
more.”

» One project described how obtaining feedback constantly ensured that change and
learning was built in. For example, moving to small groups meeting face-to-face for
reflection on the request of the young people taking part.

« “We changed what we did based on the earlier project - we developed different
options with the help of young people.”

+ Another storyteller shared how they changed their approach for a co-production
project working with older people. Initially “it was more consultation in a way .. we were
trying to reset, we were trying to co-produce what would then happen so this became
really powerful.. because what they said was the activities what we had done were fun
but maybe a bit patronising cos they’re not kids, so why do they just want to do arts
and crafts?..We listened and had to let go of prior ideas.”




Money

Co-production needs funds to be successful. Everyone involved should be paid for their
time, as this is one way to create parity between professionals and people with lived
experience.




« “"Ring fence co-production money so it’'s a must-have, not a nice-to-have.”

« “Write co-production into bids.”
* “Pay people for their time.”
+ One storyteller described how challenging it can be to attempt co-production whilst

also balancing childcare and caring responsibilities. “Adequate funding makes a huge
difference.”
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Be creative
Creativity is an essential ingredient of co-production.

“Think outside the box - post-it notes, paper, crafting - so that people can contribute in
ways they feel comfortable with.”

“Be challenged in such a constructive way, to think outside the box.”
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Conclusion

“It's the feeling that you get when everyone involved in a project is bringing
their own different set of skills.. and it’s working in harmony... we all have our
own different areas of expertise we bring to a project, so it's not that anybody
is of higher value or lesser value.. when that works really well and we're all
treating each other as equals in that project.. we've all got our own areas of
interest and agency in tasks that we're dealing with delivering on those - that
feeling when that project comes together at the end is just amazing. Because
we've all contributed equally in our own way and the end piece of work - it
really does feel collaborative - it feels like we've all inputted into this equally.”
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