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What is co-production?

The meaning of co-production can be hard to pin down. In its basic sense, it recognises
that services depend on input from the people who use them, as well as those who
provide them. Co-production recognises the role that people and those who care for
them play in their care, for example by creating channels for people to shape services.
To be truly transformative, co-production requires relocation of power and control from
‘the professionals’ towards those who use services, recognising their expertise in their
own circumstances. Co-production involves patients and healthcare professionals
working together to improve care through small or large projects.

Co-production often happens outside of, and perhaps despite, the administrative
systems of public services (1). Within the NHS, a transformative co-production of
services can feel very hard to reach. This guide was developed collaboratively by four
people, taking on roles as patients, clinicians and researchers. Our aim is to support
people on a journey towards co-production, recognising the challenges that we all
face day-to-day in our lives and the health care systems we engage with. While

we focus on NHS services here, many of the ideas and principles we apply to any
engagement between professionals and the communities they serve.
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Why do it?

‘No government can be efficient and equitable without
considerable input from citizens’

ELINOR OSTROM (1996) (2)

Co-production has the potential to transform both in the end results and through the
process itself. The simple act of bringing patients and professionals together as equals
can deeply shape us through shared learning and evolving perspectives. The end result
is often improved quality of care and increased equity. However, without co-production
there is arisk that systems alienate and disempower those who use them — and often
those who work in them too. The benefits of co-production for staff are becoming
increasingly apparent (3).
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What are the challenges?

Whilst an increased focus on co-production within the NHS and researchers is
welcome, there is a risk it becomes tokenistic, especially if easy-to-count measures are
prioritised, resulting in a tick-box exercise (4).

Co-production can be a challenging and potentially uncomfortable space for everyone
involved. Professionals can be resistant to co-production. It can create challenges
around identity, power and reveal issues around staff morale and empowerment.
Professionals may struggle when the priorities of those who use services clash with
wider structures such as funding and incentive schemes.

Additional resources, time and money dare needed, which are hard to find in

stretched systems. These are especially important to ensure health equity focus and
representation from across the community. If not, people who need more support to
contribute may be sidelined. It also depends on long-term relationships, which can

be harder in areas where staff turnover is high because organisations are struggling
(5). And some policy makers in cash-strapped systems may use it to transfer the
responsibility for solving complex problems onto communities themselves or to replace
other channels which critique and hold services to account.
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What are the challenges?

It's also critical that co-production isn't a necessary step to accessing services, thereby
excluding those who don't have the resources to take part.

People with lived experience may also experience challenges around participation.
Balancing co-production work alongside their other roles may be particularly hard

for those with unpredictable working patterns and caring commitments. They may
have financial barriers to taking part; for example payments received while working
on projects may affect benefits (6). Power imbalance is often felt by people with lived
experience when they are involved in co-production. For example, professionals may
use language or acronyms that make conversations difficult to understand, and it can
feel hard to ask questions and hold professionals to account.

While co-production may help to strengthen bonds within communities, it may be
more difficult to bridge between communities. Bringing in new voices who may hold
different perspectives can be hard and requires building long-term relationships, trust
and continuity.
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rR—— Questions to ask when planning
why do and engaging in co-production

What are the challenges?

Questions to ask « What are the power relationships in the group? Who is setting the agenda, who is
facilitating and who is recording decisions? How can we shift traditional power roles

. 5
How to do it: within our works

Language matters « Have we got representative groups of professionals and people with lived

Plan well, co-produce experience? Who is missing, and why? Whose voices in our group are being heard?
well ' Whose voices aren't and why?

Align the right « How are we conducting meetings? Are they online or in-person? Whose ‘territory’ is
resources it? Who will struggle to access and what can we do to help?

Make sure meetings

. . - ion? i ?
are enjoyable What do we want from co-production? Are there mutual benefits for everyone? Is

anyone feeling like they're being used or taken from?
Reflect and share

» Are we ensuring space to reflect and feedback? How do we handle sensitive or
Perspectives on triggering issues that come up? And how do we handle conflict?

co-production « How do we create an agreement for ways of working together, and hold ourselves

_ accountable for working in line with this?
Useful links and resources
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— How to do it: hints and tips for
why do co-production

What are the challenges?

Questions to ask Staff need support and training to do co-production well.

We suggest a rough approach for work in co-production, particularly when working
beyond the individual patient-clinician relationship. We recognise the pressures we
are all under in the NHS and so these suggestions are not intended to be prescriptive.

How to doit:
e Language matters

* Plan well, co-produce Crucially people should be prioritised over process.
well
Align the right
resources 1. Language matters (" )
Make sure meetings (tlo-proldLrJ]ctlon fo;:r:htstc\)/rsr ner?d
are enjoyable e ~ o use language that everyone

can understand, especially those
who may not have a university
education. | often felt that | didn't
understand what the facilitator
was saying but didn’t want to
ask because | thought | was the
problem.

It can be really demotivating when co-production
facilitators overly use acronyms or academic
language when trying to co-produce with Patient and

Perspectives on Public Involvement (PPI) groups. Often you feel silly
co-production or embarrassed to give your views in case you have
misunderstood what the facilitator is asking. The best
facilitators really know how to relate to their audience

and get the best collaboration from the public. - /—/

J Talseem Aziz
\ Shabir Aziz

Reflect and share

Useful links and resources
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What is co-production? 2. Plan well, co-produce well
Why do it? Considerations:

What are the challenges? ® Begin thinking about co-production as early as possible

( )
Questions to ask Sometimes, it feels
e N\ more like ticking
_ It's hard to make a positive contribution when you don't boxes than really
How to do it: really understand what's going on in the research project trying to co-produce.
Language matters - this becomes even more difficult when the project lead This is because at
is reaching towards the end of the project and our input that stage a lot of
Plan well, co-produce seems tokenistic rather than collaborative. the work has already
well \_ ) been done.
Align the right Shabir Aziz
resgources . \ Talseem Aziz
Make sure meetings o . )
are enjoyable °* Map out who is involved and impacted by the work you are planning
Reflect and share « Potential impact across the communities you serve, e.g. demographic groups or

inclusion health groups.

Perspectives on « Balancing staff and patients that contribute: a larger group can mean more
co-production perspectives are heard, if everyone is able to speak, but can make it harder to build

trust and relationships.
Useful links and resources
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( )
Co-production facilitators really need to be
What is co-production? more creative when co-producing with larger
groups where it is difficult to engage with 4 )
) everyone. | remember the feeling of being quite | find it harder to concentrate
Why do it? frustrated and disappointed in those kind of and focus in larger groups.
groups and have thought — there was really no You simply don't get enough
What are the challenges? point in coming. In larger groups it's essential time to think about questions
to break down the group and feedback. and give opinions. When | do
e S think of something, the group
o has usually moved on.
Shabir Aziz
. J
How to do it:
\ Talseem Aziz

Language matters

Plan well, co-produce

well « Drawing on existing networks can give work a head start as relationships are already

. ) established — but risks missing diverse and new voices.
Align the right

resources
Make sure meetings 4 )
are enjoyable - ) Whilst | prefer small groups as
fl d sh There have been times when our they are more comfortable and
Reflect and share PPI group has been quite resistant familiar with each other, having
to new members — whilst having the same people means hearing
Perspectives on the same group enables us to gel the same opinions. This is not
co-production better, having new voices would always healthy.
perhaps gives us a better range of L /_/
Useful links and resources opinions and views. Talseem Aziz

4
\ Shabir Aziz
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What is co-production? * Anticipate sensitivities
« Plan for support if a project may trigger sensitive or painful memories.

Why do it? « Be aware of cultural sensitivities.

What are the challenges?

When discussing
sensitive subjects such as
contraception or breast
cancer, researchers need
to be culturally sensitive

Questions to ask During a research session on prostate cancer,
some of the men from black and Asian groups
were reluctant to speak whilst women were
present. Later, the sessions became men only

Language matters i isi i i
guag and | noticed a visible difference in the amount Sl e R AER (8 [ehe

Plan well, co-produce and depth of discussion from the participants. separate, safe spaces in

well \\ / order to discuss freely.
Align the right Shabir Aziz y

resources \ Talseem Aziz

Make sure meetings
are enjoyable

How to do it:

Reflect and share

Perspectives on
co-production

Useful links and resources
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3. Align the right resources

¢ Training and skill development: For example facilitators/chairs need skills such
as active listening, empathetic understanding, acceptance of diversity and
understanding of the complexity of privilege and discrimination.

® Funding: For example, venue hire, expenses and providing involvement
payments.

« Itis vital to be aware of potential risks to participants as involvement
payments may impact on benefits, see NHS England guidance.

¢ Digital inclusion: Training, equipment, data, community resources such as

libraries (see https://www.goodthingsfoundation.org).

¢ Translation and interpreting services

¢ Staff and patient time

12
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4. Make sure meetings are enjoyable and meaningful

e Outreach: Actively reach out to communities and grassroots organisations to
build broader participation.

e Establishing the team:

« Agreeing a charter at the beginning may help and being open to amend it
throughout the project.

+ Roles and responsibilities.
+ Processes for feedback and evaluation avoiding ‘bean counting'.
« Support and mentorship.

Explore different communication needs.

® Meetings:
« Think creatively about how and where you work (sharing food!)

4 )
Eating together, sharing food
with people, it makes such a

big difference. Something really
important happens, to do with

trust and connection.

Amy Dehn Lunn
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 For face-to-face meetings, venues should be accessible — physically
(e.g. wheelchair access) and culturally (whose ‘patch’?)

« If online, be aware of the risks of digital exclusion.

« Check in at the start and end of meetings.

+ Who is facilitating/leading discussions? Having co-chairs may make it
easier to check language.

« Who is recording what is said, and the decisions? How is this shared

back and agreed?

-

~

More than often, co-production
facilitators come to get our
opinions and run! There is rarely
any summary of what was
discussed and we may never see
them again. This does not feel like
co-production.

\ J
Shabir Aziz

-

It's really useful when the
facilitators come back or
send us feedback via email
about what was discussed
and what they gained from
talking to us.

~

J

\ Talseem Aziz

« Listen to what community members have to say and take seriously
— try not to select only ideas and comments which appeal or are

convenient.

14
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What is co-production? 5. Always reflect and share [ )
It's really important to be really clear
Why do it? ) o ) in your own mipd and_ with the group
» Constructive criticism is key: We all make about what is and isn’t possible
mistakes, we all have bad days, none of us are to change. Otherwise it can get
What are the challenges? perfect — we should aim to create a space in frustrating all round - I've definitely

been there! It's worth thinking
beforehand about how you can
feed back those things that need to
change that are outside the group’s

which we can all learn and grown.
Questions to ask

« Sharing power in new ways may feel

How to do it: uncomfortqble/chcllenging - reflect on your decision-making.
Language matters power, your privilege, your needs within the group. J
Pl I q Amy Dehn Lunn
an wefl, comproduce + Facilitators and chairs need to reflect on and
well .
‘ . address the power imbalance between co-
Align the right production members in order that all have an | have had the
resources ; ;
. effective voice. opportunity to co-
Make sure meetings s ™ chair a PPl meeting
are enjoyable . -
1oy (" ) Sometimes, | feel like facilitators are wgere I was able to Io?y
L EE3CIE B e Being open to like ‘rabbits in the headlights’ when it Cl’W” Slor:ne gr:oun
different ways of comes to dealing with continuously ru e_s'dA :] oua ' Wosld
[ communicating is vocal members of a co-production SR UnlEl lalks el
Perspectives on . ; upset people, | got
_ . so important — not group. Out of fear of upsetting the - '
co-production : : positive feedback and
every co-production group they will allow the status quo. th ti q
: meeting needs a This has to change if all members are € meeting ]!orlove
Useful links and resources strict agenda that to be equal in collaboration. successtul.
must be followed. J -
" \\ Shabir Aziz Talseem Aziz

\ Lucy Johnson

<
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« Feedback during the project: what impact are we making? How are we
changing things?

-

The best kind of co-production has been
where the facilitator has come back to us
and fedback the impact and value of our
collaboration. At those times it feels like you
have made a little difference.

\x Shabir Aziz

« Create opportunities to share with the wider communities, both
professional and community groups.

« Formalise the end of a project. For example, this could be through
sharing written and verbal feedback, or a farewell meeting. Make it a
celebration!

16
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Perspectives on co-production

We have written down some perspectives on our experiences of co-production — we've
found stories very powerful in our discussions.

é )
As a relatively experienced public co-producer over the last four or five years, the
idea/value of co-production seems to override my actual experience of it. What
I mean by this is, basically, that co-production is great in theory but not always
so great in reality. This may sound quite negative but | mean to say that true co-
production is slowly improving but still has some way to go. The best facilitators, in
my opinion, are those who are able to listen, observe, empathise, and review. Further
to this, those facilitators who are able to address issues of group dynamics, diversity,
power, inequality privilege, etc seem to make the better co-productionists. The job of
a good facilitator should be to get the best outcome for the whole group.

N J

Shabir Aziz

4 )
One of my best experiences of co-production was when | was asked to produce a video
for promoting physiotherapy in GP surgeries. | role played a patient who had multiple
conditions whom the GP could no longer help and was referred to physiotherapy. This
was an issue close to my heart as | had lived experience of similar issues. My empathy
for the role, | felt made this co production more effective and realistic.

-
Tasleem Aziz

17
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-

~

A notable memory for me was when | visited a local community centre. | stepped
into the centre not knowing exactly what to do, who | was looking for, or what | was
hoping to find out. In my calendar | had neatly noted down an ‘appointment’ that ran
for an hour, across lunchtime. | soon realised that the encounter marked in my diary
was a full meal, cooked and served by attendees at the community centre. The food
was brilliant. | spent a couple of hours talking to strangers and getting to know more
about their involvement with the centre. | learned a lot. Good co-production requires
a relinquishing of control. By letting go of how researchers think things ‘should’ be,
we can move incrementally towards a democratic approach to research, service
design, and service delivery.

J

Lucy Johnson

Before | worked in this way, | felt quite worried about starting. | felt out of my comfort
zone. But once you've built relationships and trust, you realise how valuable it is to work
together on a project. Not only does it strengthen the work, it's also a lot more fun.

Amy Dehn Lunn

18
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Useful links and resources

« Co-production: what it is and how to do it. Social Care Institute for Excellence guide:
https://www.scie.org.uk/co-production/what-how/

« Co- productlon Influence and Part|C|pat|on toolkit (includes useful Case studles)

methods[co—productlonl

« Co- productlon webpage and Worklng Together Gwde Oxfordshlre County Council

Communltles[ CO‘pI’OdUCtIOH

« Reimbursing expenses and paying involvement payments. NHS document
containing financial considerations when working with patient and public voices
including useful practical guidance on, for example, the impact of involvement

payments if person on benefits: https://www.england.nhs.uk/wp-content/

uploads/2017/08/B0869 _Working-with-patient-and-public-voice-partners-
reimbursing-expenses-and-paying-involvement-payments.pdf

19


https://www.scie.org.uk/co-production/what-how/
https://www.mind.org.uk/workplace/influence-and-participation-toolkit/how/methods/co-production/
https://www.mind.org.uk/workplace/influence-and-participation-toolkit/how/methods/co-production/
https://www.oxfordshire.gov.uk/residents/communities/our-work-communities/co-production
https://www.oxfordshire.gov.uk/residents/communities/our-work-communities/co-production
https://www.england.nhs.uk/wp-content/uploads/2017/08/B0869_Working-with-patient-and-public-voice-partners-reimbursing-expenses-and-paying-involvement-payments.pdf
https://www.england.nhs.uk/wp-content/uploads/2017/08/B0869_Working-with-patient-and-public-voice-partners-reimbursing-expenses-and-paying-involvement-payments.pdf
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About the Health Equity Evidence Centre

The Health Equity Evidence Centre is an academic collaboration hosted by Queen Mary University
of London which seeks to build the evidence base of what works to address health and care
inequalities. Decades of evidence has shown that the structures and systems within society lead
to health inequalities. We believe that it is only by tackling the unequal distribution of the social
determinants of health will we achieve health equity and that the benefits of health care should
reach the most marginalised in society.

Our How-to guides aim to provide practical guidance for policymakers and practitioners across a
range of topics.

Wwww.heec.co.uk
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